Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '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

Svarar du pa frageformuldret i egenskap av en ...?

9 591

Enhet som anviands for att svara Genomsnittligt antal minuter for att Medianantal minuter for att fylla i
fylla i frageformuldret fradgeformuliret
21 15
® PC O Tablet Smartphone Mean Medi
edian
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Svarar du pa frdgeformuliret i egenskap av en ...?

[l Person som sjélv lever med en séllsynt diagnos 6136 sallsynt diagnos

I Tidigare eller tillfrisknande patient (t.ex. dverlevt cancer) 123 Tidigare eller tiIIfrifknande patient l 1%
(t.ex. overlevt cancer)

I Foralder till en person med en sallsynt diagnos 2 816

e e anoros N >
e . (o]
| mor- eller farforalder till en person med en séllsynt sjukdom 43 sallsynt diagnos

| make/maka till en person med en sallsynt sjukdom 240 mor- eller farforalder till en person | 0%
med en sallsynt sjukdom
I moster/morbror/faster/farbror till en person med en sallsynt .
19 make/maka till en person med en ' 39
sjukdom séllsynt sjukdom °
I Syskon till en person med en sallsynt diagnos 82 moster/morbror/faster/farbror till en 0%
person med en sallsynt sjukdom °
I Annat (ange vad) 132
Syskon till en person med en sallsynt I 1%
TOTAL 9 591 diagnos °
Annat (ange vad) ' 1%
Om svaret ar “Annat”, ange ... Ar du en patientrepresentant, dvs. involverad i att ta fram eller p&verka policyer som kan stétta
personer med sadllsynta diagnoser?
N %
N
I Person som sjalv Person som sjalv i ; - 539,
Ja 2210 a (o
lever med en 6 260 65% _ levermed en
sallsynt diagnos .
sallsynt diagnos I Nej 6 643
3331 35%
(parent, spouse...) Family member TOTAL 9 591
(parent,

TOTAL 9 591 100% spouse...)

35%
Jag vet inte 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

Du ar: Hur gammal var du néar du slutade studera pa heltid?
N N
' 3 15 &r eller yngre 6%
I Kvinna 5807 Kvinna 7504 l 15 ar eller yngre 450 yng .
I Man 1864 | mellan 16 och 19 &r 1817
| Annat 72 | mellan 20 och 23 &r 2 291 mellan 16 och 19 - 24%
ar
TOTAL 7 743 Man 24% I 24 &r eller aldre 2142
| studerar fortfarande 848 mellan 20 och 23 _ 30%
ar
TOTAL 7 548
studerar
fortfarande - 11%
Hur gammal &ar du? Hur gammal dr personen med den séllsynta sjukdomen?
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 1833 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 %

Frankrike 1168 14% Serbien 69 17%
Italien 946 12% Luxemburg 50 13%
Spanien 858 11% Lettland 46 12%
Tyskland 762 9% Polen 44 11% 2
Belgien 465 6% Ukraina 33 8% 197
Nederlanderna 429 5% Litauen 32 8% 273
Danmark 427 5% Slovenien 27 7% 95 21
Rumanien 368 5% Cypern 24 6% 3
Turkiet 368 5% Malta 24 6% 35
Storbritannien 367 5% Ryssland 21 5% - i 23
Finland 338 4% Bosnien och !

13 3%
Portugal 274 3% Hercegovina o
Sverige 228 3% Makedonien 4 1%
Tjeckien 154 2% Estland 3 1% \
Grekland 150 2% plEE e 3 1% 232
Slovakien 127 2% Island 2 1% "
Norge 123 20 Andorra 1 0%

211 218
Ungern 114 1% Vitryssland 1 0% 858 125
Kroatien 104 1% Liechtenstein 1 0%
Irland 91 1% Moldavien 1 0% v
Schweiz 87 1% Monaco 1 0% ™
Osterrike 77 1%
Bulgarien 71 1%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

I vilket land bor du?

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

Valj den mening som beskriver din situation eller situationen for din narstdende...

N

I Jag vet NAMNET pa den séllsynta diagnosen, syndromet eller missbildningen och det har
BEKRAFTATS genom medicinsk bilddiagnostik eller genetiska, kliniska, molekyléra eller biokemiska 8 624
tester (t.ex. biopsi, blod- eller urinprov)
I Jag vet NAMNET pa den sallsynta diagnosen, syndromet eller missbildningen men det har INTE
bekrdftats annu genom medicinsk bilddiagnostik eller genetiska, kliniska, molekylara eller biokemiska 456
tester
I Jag har endast EN DEL information om namnet pa den séllsynta diagnosen, genen som &r inblandad 184
eller typen av diagnos
I ; ¢ att di R ‘el i e TS TR i @ Jag vet NAMNET pa den sillsynta diagnosen, syndromet eller missbildningen och det har BEKRA...

ag vet att diagnosen ar saflsynt men namnet efler orsaken har @® Jag vet NAMNET pa den sillsynta diagnosen, syndromet eller missbildningen men det har INTE b...
I Annat (ange vad) 84 ® Jag har endast EN DEL information om namnet p& den sillsynta diagnosen, genen som &r inblan...
TOTAL 9 590 ® Jag vet att diagnosen &r sdllsynt men namnet eller orsaken har INTE IDENTIFIERATS

@® Annat (ange vad)
This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Sdvitt du kan minnas, hur linge har det gatt sedan du férst fick veta NAMNET pa den séllsynta Savitt du kan minnas, hur ldnge har det gatt sedan namnet pa den séllsynta diagnosen,
diagnosen, syndromet eller missbildningen? syndromet eller missbildningen BEKRAFTADES genom liampliga genetiska, kliniska, medicinska
bildframstédllnings-, molekylédra eller biokemiska tester (t.ex. biopsi, blod- eller urinprov)?
N
Mindre &n 6 20, N
I Mindre &n 6 m&nader 43 méanader ° Mindre &n 6 . 9%
o | Mindre 4n 6 ménader 739 manader
I 6 till 23 manader 76 6 till 23
° 12% il 23 m3 1001 0

I 2 till 4 &r 140 manader . o I © Hlll 28 e Er oy 6 till 23 manader . 12%

. I 2t 4 &r 1502
I 5 ar eller langre 362 . ° 239

2 till 4 ar o I 5 &r eller langre 5 366 2 till 4 &r - 17%
TOTAL 621
TOTAL 8 608
5 ar eller langre 58% 5 &r eller langre _ 62%

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 - 572
skin diseases [ N MR : 5o
Ophthaimic diseases NN : 323 metabern [ >
Endocrine diseases |GGG o3 VASCERN _ 531

Circulatory system diseases _ 837

rira [ /-
Inborn errors of metabolism _ 653
Bone diseases _ 625 NMD _ 373
Neoplastic diseases [ RN 616 EpiCARE _ 335
Renal diseases _ 615
ITHACA _ 324
Hepatic diseases _ 602
Respiratory diseases | D 501 Lung _ 321
cardiac diseases | D 490 Liver _ 301
Infertility [ D 366
endo [ 157
Systemic or rheumatologic diseases | 320
Immunological diseases - 284 eUROGEN - 147
Hematological diseases [ D 274 GENTURIS - 133
Gastroenterological diseases - 229
reconNeT [ 131
Gynecologic/obstetric diseases - 224
Cardiac malformations - 192 BOND - 124
Otorhinolaryngologic diseases [ 161 Heart - 114
Abdominal surgical diseases ' 108
ernica [ o5
Urogenital diseases ' 99
Surgical maxillo-facial diseases . 89 RND . 89
Odontological diseases [ 85 EuroBloodNet . 85
Systemic or rheumatologic diseases ' 69
of childhood Skin . 73
Teratologic disorders ' 6
Ophthalmic disorders 3 CRANIO l 15
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

HHT Europe

NF Patients United

Federation of European
Scleroderma Associations

European Myasthenia Gravis
Association

PHA Europe (Pulmonary Arterial
Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network

22Q11 Europe

European Society for
Phenylketonuria

OIFE - Osteogenesis Imperfecta
Federation Europe

CF Europe

European Federation of Williams
Syndrome

European Federation for
Hereditary Spastic Paraplegia
European Tuberous Sclerosis
Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst
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tableexterne("European
Federations.txt",orphacode,"european_federation"

HHT Europe
NF Patients United

Federation of European

Scleroderma Associations

European Myasthenia Gravis

Association

PHA Europe (Pulmonary Arterial

Hypertension)

Albi France

Sarcoidosis

Lupus Europe
Sclerosing Cholangitis
Marfan Europe Network
22Q11 Europe

European Society for

Phenylketonuria

OIFE - Osteogenesis Imperfecta

Federation Europe
CF Europe

European Federation of Williams

Syndrome

241

135

133

126

123

114
113
97
96
75

74

74

68

67

60

%

15%

8%

8%

8%

8%

7%

7%

6%

6%

5%

5%

5%

4%

4%

4%

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

European Federation of Williams

Syndrome

European Federation for Hereditary

Spastic Paraplegia

European Tuberous Sclerosis

Complex Association

SMA Europe

FSHD Europe

Duchenne Muscular Dystrophy
European Huntington Association
Gaucher

MPS Europe

Perineural cyst

60
54

50

49
46
38
38
37
37

30
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14%
12%

11%

11%
10%
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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
. C . . . 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,
. . L months or more due to a health problem. invisible, visible or both.
remembering or concentrating, self-care, communication.
Har du under de senaste 6 manaderna eller dnnu ldngre tillbaka p& Anser du dig sjélv vara en person med ...?
grund av ett hdlsoproblem varit begransad vid utforandet av
aktiviteter som manniskor vanligtvis gor? Skulle du sdga... N %
WG-SS2
N % w With disability 8 030 88%
N %
v With disability 7790 83% Ett synligt funktionshinder 1626 18%
With disability 8 351 87% . . .
Ja, i hog grad 2 964 31% Ett osynligt funktionshinder 4 107 45%
Without disability 1240 13% 0 . )
Ja, i ndgon grad 4 826 51% Bade synliga och osynliga f... 2 297 25%
TOTAL 9 591 100% _ o
v Without disability 1652 17% v Without disability 1068 12%
Nej, inte alls 1 652 17% Inget funktionshinder 1 068 12%
TOTAL 9 442 100% TOTAL 9 098 100%
WG-SS2
Har du under de senaste 6 manaderna eller dnnu langre tillbaka Anser du dig sjdlv vara en person med ...?

pa grund av ett hdlsoproblem varit begransad vid utforandet av
With disability _ 87% aktiviteter som méanniskor vanligtvis gor? Skulle du saga...
With disabilit 51%
Without disability 12%
Without disability - 17% @ Ett synligt funktionshinder

@ Ett osynligt funktionshinder

Bade synliga och osynliga funktionshinder
® Ja, i hég grad ® Ja, i ndgon grad @® Nej, inte alls @ Inget funktionshinder
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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/

Har du svart att SE, &ven om du har glaségon pa dig? Skulle du sédga ... Har du svart att HORA, dven om du anvinder horapparat(er)? Skulle du siga ...
N % ) ) N % . .

. ) Kan inte gora | 1% Kan inte gora ‘ 0%
I Kan inte gora alls 98 1% alls | kan inte géra alls 38 0% alls
| stora svérigheter 758 8% Stora . 89, | stora svarigheter 326 3% Stora l 3%

. svarigheter 0 svarigheter °
I Vissa svarigheter 3 200 33% I Vissa svarigheter 1544 16%
Inga svarigheter 5 535 58% Vissa svarigheter 33% Inga sv&righeter 7 683 80% Vissa svarigheter 16%
TOTAL 9 591 100% TOTAL 9 591 100% o
Inga svarigheter 58% Inga svarigheter 80%

These questions were only asked to people with difficulty.

Ar svérigheten ...? Ar svérigheten ...?
N N %
Permanent 43%
|l Gvergdende (uppstar under akuta L 106 I S5 att det blir sémre 498 26% <5 ot det bl
: o : 2 Overgdende (u... - 29% ) a att det blir - 26%
episoder, periodiska kriser eller aterfall) I Overgdende (uppstar under simre o
J S8 att det blir sémre 1036 i odi 0
S3 att det blir . akuta episoder, periodiska 498 26% ) . ]
| S8 att det blir battre 108 sémre ° kriser eller 3terfall) Overgaende (u.. 26%
o S att det blir battre 34 2%
TOTAL 4100 Sa att det blir I ° S3 att det blir
- 3% - 2%
battre TOTAL 1917 100% battre
) ] ') 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/

Har du svért att GA eller GA I TRAPPOR? Skulle du séga ... Har du svart att MINNAS eller KONCENTRERA DIG? Skulle du séga ...
N N
o Kan inte géra alls - 9% Kan inte gora l 3%
I kan inte géra alls 827 I kan inte géra alls
246
- . I

| Vissa svarigheter 3447 | stora svarigheter 1652

Inga svarigheter 3166 Vissa svarigheter 36% | vissa svérigheter 3910 Vissa svarigheter 41%
TOTAL 9 591 Inga svarigheter 3783

Inga svarigheter 33% Inga svarigheter 39%
TOTAL 9 591

These questions were only asked to people with difficulty.

Ar svérigheten ...? Ar svérigheten ...?

Permanent

39% I Permanent 2216 _

Permanent

I Permanent 2 515

| 6vergéende (uppstér | 6vergéende (uppstér

under akuta episoder, Overgdende (u.. - 25% under akuta episoder, Overgaende (u... 37%
1 580 2133

periodiska kriser eller periodiska kriser eller

° S8 att det blir ° S8 att det blir

aterfall aterfall

I S8 att det blir samre 1976 I S8 att det blir samre 1210

0 o Sa att det blir o o s Sa att det blir o
I Sa att det blir battre 361 battre 6% I Sa att det blir battre 254 battre 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/

Har du svart med VARDAGSRUTINER, som att duscha eller kla pa dig? Skulle du sédga ... Med ditt vanliga sprak, har du svart att KOMMUNICERA, till exempel att forsta eller bli forstadd?
Skulle du sdga ...
N
) . Kan inte gora alls . 8% N ) R
I Kan inte gora alls 766 Kan inte gbra l 3%
[ e iah | Kan inte géra alls 287 alls
Stora svarigheter 989 Stora svarigheter - 10% o . Stora
o l Stora svarigheter 814 o . 8%
I Vissa svarigheter 2783 svarigheter
. , o Vissa svarigheter 2093
Inga svarigheter 5 053 Vissa svarigheter 29% 1 Vissa sv&righeter 22%
Inga svarigheter 6 397
TOTAL 9 591 .
Inga svarigheter 53% TOTAL 9 591 Inga svarigheter 67%
These questions were only asked to people with difficulty.
Ar svérigheten ...? Ar svérigheten ...?
N N
[ Permanent 1926 Permanent 42% [ Permanent 1294 Permanent _ 40%
I Overgdende (uppstér | 6vergdende (uppstér
under akuta episoder, 08 Overgdende (up... 24% under akuta episoder, o Overgdende (u... - 30%
11 45
periodiska kriser eller periodiska kriser eller
aterfall) Sa att de_'_: blir 25% aterfall) Sa att deF blir . 12%
o samre . battre
I Sa att det blir samre 1142 I Sa att det blir battre 380
| S8 att det blir battre 366 S8 att det blir | S8 att det blir samre 580 S8 att det blir 18%
battre samre
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/

Under de senaste tre manaderna, hur ofta har du kint SMARTA? Skulle du séga ... Under de senaste tre manaderna, hur ofta har du kint dig vildigt TROTT eller UTMATTAD?
Skulle du sédga ...
N
I Varje dag 2 391 Varje dag _ 27%
: | varie dag 2 499
De flesta dagar 1589
oe festa degor [N 17 I De flesta dagar 2 668 Se— P
l vissa dagar 3639
| Aldrig 628
Jag vill inte svara 59 )
Aldrig 17% Jag vill inte Aldrig 7%
TOTAL 9 251 cvara 40
Jag vill inte o Jag vill inte
wvara 1% TOTAL 9 399 svara 0%
Under de senaste tre manaderna, hur ofta har du kiint dig vildigt TROTT eller UTMATTAD? Skulle du siga ...
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

Har du ndgonsin genomgatt en bedomning av funktionsnedsattning/behov, som syftar till att bedéma och bekrafta funktionsnedsattningen/behovet?

N %
NEJ men det
" .. .. L 15%
I NEJ men det behévs/behovdes 1435 15% behbvs/behbvdes
| NEJ men det behévs/behsvdes NEJ men det - 00
1878 20% behovs/behévdes INTE ?

INTE

I NEJ, Jag valde att inte gora det 655 7% NEJ, Jag valde att inte gg;at - 7%

fia 5 364 57%

TOTAL 9 332 100% >7%

These questions were only asked to people who underwent a disability assessment.
Vilka yrkeskategorier var inblandade i bedomningen?
N %
I 1 . . . ; Halso- och sjukvardspersonal (lakare,
Halso- och sjukvardspersonal (lakare, sjukskoéterskor, terapeuter ...) L 742 34% sjukskbters.kor, te.rapeouter ...) och _ 34%
och icke-sjukvardspersonal (socialarbetare ...) icke-sjukvardspersonal
(socialarbetare ...)
[ Flera personer inom halso- och sjukvard (lékare, sjukskéterskor, Flera personer inom halso- och
979 19%, sjukvard (lakare, sjukskoéterskor, 19%
terapeuter ...) terapeuter ...)
I Icke-medicinsk personal anlitad av privata féretag 168 3% Icke-medicinsk personal anlitad av 39
privata foretag °
I Annat (ange vad) 106 2%
TOTAL 5159 100% Annat (ange vad) 2%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

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

I Grad av funktionsnedsattning, ett
"funktionshindersintyg” eller att bli registrerad som en

person med funktionsnedsattning

I Ovriga kontantférmaner for personer med

funktionsnedséttning

I Rérlighetshjalpmedel, tekniska hjalpmedel eller

anordningar

I En sjukersattning

l Arbets- eller studentbostad

| En ersattning for varaktig arbetsofésrmaga
l Personlig assistans

I Stod for anpassning till en bostad eller for att fa

tillgéng till en bostad

I Tillgdng till andra stodtjanster
l Annat (ange vad)

I vetinte

l En ersattning till familjemedlemmar med

omsorgsansvar

TOTAL

Var syftet med bedémningen av funktionsnedsattning/behov att fa...?

1157

565

533

476

364

307

271

234

180

140

149

1651

%

70%

34%

32%

29%

22%

19%

16%

14%

11%

8%

0%

9%

Grad av funktionsnedsattning, ett
"funktionshindersintyg” eller att
bli registrerad som en person med
funktionsnedsattning

Ovriga kontantférmaner for
personer med
funktionsnedsattning

Rérlighetshjélpmedel, tekniska
hjalpmedel eller anordningar

En sjukersattning

Arbets- eller studentbostad

En ersattning for varaktig
arbetsoférmaga

Personlig assistans

Stod for anpassning till en bostad
eller for att fa tillgdng till en
bostad

Tillgdng till andra stodtjénster

Annat (ange vad)

Vet inte

En ersattning till
familjemedlemmar med
omsorgsansvar

0%

(o] I

22%

19%

16%

14%

11%

%

9%

34%

32%

29%

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

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

Behdvde du under bedéomningen lamna uppgifter om ...?

N % o
[ Halsotillstdnd (lakarundersokning eller rapporter) 5128 97% eller rapporter)
. . o
[ V&rd- och stédbehov 2 834 53%
I Annat (ange vad) 155 3%
Finansiella resurser _ 29%
TOTAL 5 306
Annat (ange vad) l 3%
Hur mdnga bedémningar av funktionshinder har du genomgatt? Hade du i slutet av bedomningen av funktionsnedsattning tillgang till férvantade rattigheter
och stod?
N
) N
I Mer an en bedsmning 3268 Mer an en 61% Ingen tillgdng - 16%
bedémning [ ingen tiligéng 872
I En bedémning 2 089
TOTAL 5 357
En bedémning - 39% I Helt 1955
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

This question was only asked to people who

) L Blev resultatet av bedomningen som du féorvantade dig?
underwent a disability assessment

N %
| BB 3512 69%

This question was only asked to people who answer NO.

Enligt din 3sikt var det for att ...?

N % En lagre procent eller grad av
I En lagre procent eller grad av funktionsnedsattning an forvantat tilldelades 977 61% tilldelades
I Svarigheter att arbeta eller utféra dagliga aktiviteter underskattades 748 47% o . .
I Form&gan att arbeta eller utfora dagliga aktiviteter underskattades 541 34% dagliga aktiviteter underskattades
I sélisynt diagnos fanns inte pd listan Gver sjukdomar som &r beréttigade till Formégan att arbeta eller utfora _ 34%
S 513 32% dagliga aktiviteter underskattades
férmaner Sallsynt diagnos fanns inte pa listan
I Funktionsnedsattning inte erkandes 406 25% over sjukdomar som &r perfattlgade _ 32%
till formaner
Tillgang till det stéd som behévdes nekades 342 21%
I fgang U v ° Funktionsnedsattning inte erkandes _ 25%
I Annat (ange vad) 149 9%
Tillgang till det stéd som behévdes o
I vetinte 13 1% nekades 21%
TOTAL 1 607

Annat (ange vad) 9%

Vet inte 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 %
° Den kunskap och férstelse
| Den kunskap och forstielse personerna som genomférde bedémningen _ personerna som genomférde 530,
1 665 53% beddmningen visade angaende den
visade angdende den séllsynta diagnosen sallsynta diagnosen
[ Det satt pd vilket dina behov bedémdes 1345 43% .
Det séatt pa vilket dina behov 43%
I Det satt pd vilket de personer som utforde bedémningen behandlade dig 1073 34% bedémdes 0
I Det sétt pa vilket man inhadmtade och beaktade dina asikter under
1002 32%
processen Det satt pa vilket de personer som 349%
o . . utférde bedémningen behandlade dig °
I Inga svarigheter eller missndje 837 27%
I Information och dokument som efterfragades 658 21% o o
Det satt pa vilket man inhdmtade och
. o .
I Lsttheten i ansékningsprocessen 626 20% beaktade dina asikter under 32%
processen
TOTAL 3150

Inga svarigheter eller missnoje 27%

21%

Information och dokument som
efterfrégades

Lattheten i ansdkningsprocessen 20%

"

¥ Sample information : PATIENTvsCARER among "Person som sjélv lever med en séllsynt diagnos
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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

Drar du for narvarande nytta av ...?

N %
) o o
I En sjukersattning 1082 17% En sjukersattning _ 17%
I Rorlighetshjalpmedel, tekniska hjalpmedel eller anordningar 1024 17%
) Rorlighetshjalpmedel, tekniska 179
I Ovriga kontantférmaner for personer med funktionsnedséattning 855 14% hjalpmedel eller anordningar °
[ En ersattning for varaktig arbetsoférmaga 719 12% ) .
Ovriga kontantférmaner for personer - 14%
I Arbets- eller studentbostad 443 7% med funktionsnedsattning
I Anpassat boende eller boendestod 395 6% o . .
En ersattning for varaktig - 12%
I Personlig assistans 303 5% arbetsoférmaga
I En ersattning till familjemedlemmar med omsorgsansvar 120 2%
. Arbets- eller studentbostad - 7%
I Jag har inga formaner 3 205 52%
I Annat (ange vad) 347 6%
Anpassat boende eller boendestod 6%
TOTAL 6 194

Personlig assistans

3
ES

En ersattning till familjemedlemmar
med omsorgsansvar

Annat (ange vad) - 6%

¥ Sample information : PATIENTvsCARER among "Person som sjélv lever med en séllsynt diagnos”

.
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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

Enligt din 3sikt, hur svart ar det att fa stod som omvardnad, stod i hemmet, ekonomiskt stod, tekniska
hjdlpmedel, rorelsehjdlpmedel, osv?

| Mycket svart
| svart
I Varken eller
I Lstt
Mycket latt
Ej tillampligt

TOTAL

2 358

2 598

1744

431

89

2 088

9 308

%

25%

28%

19%

5%

1%

22%

100%

Mycket svart

Svart

Varken eller

Latt

Mycket latt

Ej tillampligt

25%

19%

5%

1%

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

Vilka hinder moéter du for att f& stéod som vardstod, omvardnad, stéod i hemmet, ekonomiskt stdd, tekniska hjalpmedel, rorelsehjalpmedel, osv?

N
L . o Ansdkningsprocessen ar komplex och o
[ Ansokningsprocessen &r komplex och 18ng 2923 I3ng 42%
I Funktionsnedséttning ansags inte vara tillréckligt allvarlig 2421
. iy . o .
I Brist p& information om processen 2038 Funktionsnedsattning ansags inte 34%
vara tillrackligt allvarlig
I Sallsynt diagnos fanns inte pa listan éver diagnoser som &r berattigade till formaner 1977
I Stod eller tjanster finns i landet, men det ar brist pa personliga/ménskliga resurser 1970 Brist p3 information om processen _ 29%
I Det stod eller de tjanster som behdvs ar inte tillgangliga i regionen/landet 1079
[l Behovskriterierna var ouppfyllda (8lder, bosattning, nationalitet, historia av Sallsynt diagnos fanns inte pa listan
982 Over diagnoser som ar berattigade till 28%
socialférsakringsavgifter, 6verskridande av inkomsttroskeln) formaner
I svérigheter att tillhandahalla de medicinska intyg som efterfrégas (journaler, diagnos) 945 Stéd eller tjanster finns i landet, men
. . S det &r brist p& personliga/ménskliga 28%
I Oro for potentiell diskriminering 930 resurser
I Odiagnostiserad och dérfor inte beréttigad till férmaner 305
Det stod eller de tjanster som behdvs 159%
I Annat (ange vad) 613 &r inte tillgdngliga i regionen/landet °
TOTAL 7 042 Behovskriterierna var ouppfyllda
(8lder, bosattning, nationalitet,
. .  lem el . 14%
historia av socialforsdkringsavgifter,
Overskridande av inkomsttrdskeln)
Svérigheter att tillhandahalla de
medicinska intyg som efterfragas 13%
(journaler, diagnos)
This question was only asked to people who didn't find it very easy Oro for potentiell diskriminering - 13%

to obtain state support.

Odiagnostiserad och darfér inte
beréttigad till formaner

Annat (ange vad)

3
S
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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

Har du en personlig assistent som hjdlper dig att leva sjdlvstiandigt?

N
[ BE 1112
I NEJ men det behdvs/behodvdes 1 845
I NEJ men det behdvs/behdvdes INTE 5483
I NEJ, Jag valde att inte gora det 818
TOTAL 9 258

NEJ men det o
behovs/behdvdes - 20%
NEJ men det o
behtvs/behtvdes INTE _ 2%

NEJ, Jag valde att inte
gora det . 9%

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

N

I Ha en familjemedlem som personlig assistent 755
I Vara arbetsgivare fér den personliga assistenten med medel fran

offentliga myndigheter. 313
I Valja personlig assistent 244
I Ha en personlig assistent anstédlld inom den offentliga sektorn 137
I Tilldelas en personlig assistent 92
I Annat (ange vad) 55
TOTAL 1138

Kunde du ...?

%

66%

28%

21%

12%

8%

5%

Ha en familjemedlem som
personlig assistent

Vara arbetsgivare for den
personliga assistenten med medel
frén offentliga myndigheter.

Valja personlig assistent

Ha en personlig assistent anstalld
inom den offentliga sektorn

Tilldelas en personlig assistent

Annat (ange vad)
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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.
Hur manga timmar per dag har han/hon for nidrvarande personlig assistans? How many days of personal assistance do they currently have per week?
Mean Mean
Hur manga timmar per dag har han/hon for ndrvarande personlig assistans? 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 du n6jd med antalet timmar du f&r personlig assistans? Vilka uppgifter hjdlper den personliga assistenten till med just nu?
N % N %
I Mycket missnsid 108 12%  Mycket missndjd - 12% I Hushé&lissyssior 424 76% Hushallssysslor _ 76%
[ Missnsjd 92 10% I Personlig vard 309 56%
J Varken néjd eller missnajd 195 21% Missndjd - 10% I sociala tillstaliningar 308 55% Personlig vard - 56%
I Nojd 324 35% I Transportation from or to
Varken nodjd h 274 49% Sociala
o our house 9
Hyeet nond o % eller missnojd - o ’ tllstallningar - o
TOTAL 924 100% I R6r|ighet i ditt boende
. L . Transportation
forflytt h 204 7%
frén en position till en annan) house
I Medicinsk vérd 193 35%
Mycket nojd 22% Rorlighet i ditt ... 37%
I P& arbetsplatsen 25 5%
I 1 skolan 23 4%
Medicinsk vard - 35%
I Aktiviteter utanfor skolan 14 3%
I Annat (ange vad) 70 13%
P& arbetsplatsen ' 5%
TOTAL 555
I skolan I 4%
Aktiviteter o
utanfor skolan I 3%
Annat (ange vad) . 13%
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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.

Hur svart tycker du att det dr att hantera den personliga assistansen (anstilla, hantera, betala)?

N %
I Mycket svart 62 14%
Varken ell 17 %
B varken eler : o varken cler [ R -:
I Latt 64 14%
I Mycket 1att 58 13% . °
TOTAL 457 100%

Vet inte 0%

Vilken typ av utmaningar kommer med den personliga assistansen?

N %
0,
I Inga 456 45% Den personliga assistenten kan ofta
) : w o
I Den personliga assistenten kan ofta inte arbeta och ingen ersattare kommer 167 17% inte arbeta och ingen el:z:?:— _ 17%
. . - e . Den personliga assistenten ar inte _

Den personliga assistenten ar inte tillrackligt utbildad 163 16% 0
I penp 9 9 ° tillréckligt utbildad 16%
I Det ar sallan samma personliga assistent 144 14% Det &r sdllan samma personliga _ 14%

. o o . . . assistent ?
I Det ar svart att halla den personliga assistenten motiverad 140 14% . o ° .
Det &r svart att halla den personliga _ 14%

I Den personliga assistenten accepterar inte att géra alla uppgifter 107 11% assistenten motiverad

. o . ) ) . Den personliga assistenten accepterar _ 11%
I Det ar utmanande att h8lla granser med den personliga assistenten 107 11% inte att géra alla uppgifter °
| Den personliga assistenten respekterar inte alltid val 82 8% Det &r utmanande att halla grénser _ 11%
med den personliga assistenten
I Annat (ange vad) 168 17% Den personliga assistenten -
TOTAL 1 006 respekterar inte alltid val

Annat (ange vad) 17%

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

[ Hush&llssysslor
I Sociala tillstallningar

I Transportation from or to

your house

I Personlig vard

I Medicinsk vérd

I I skolan

I Aktiviteter utanfor skolan

I Rérlighet i ditt boende
(forflyttning i och ur sangen,

frén en position till en annan)
[ P& arbetsplatsen
I Annat (ange vad)

TOTAL

Vilka uppgifter skulle du behoéva hjalp med?

1219

919

904

858
693
419

418

379

239

175

1789

%

68%

51%

51%

48%
39%
23%

23%

21%

13%

10%

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

N %
Hushallssysslor _ I kraven for att f3 tillgdng till en
349 31%
personlig assistent uppfylldes inte
Sociala o
tillstallningar 51% I Ansdkningsprocessen ar otydlig 274 24%
Transportation I Landet/regionen erbjuder inte 175 16%
from or to your _ 51% personlig assistans
house
I Det begardes men nekades 115 10%
Personlig vard _ 48% I Det har begarts, men ar
. 81 7%
fortfarande pa vantelista
. . o
Medicinsk vard - 39% I Annat (ange vad) 301 27%
TOTAL 1119
I skolan - 23%
Aktiviteter
utanfér skolan - 23%

Rorlighet i ditt ... 21%

-
23
B3

P& arbetsplatsen

Annat (ange

0
vad) 10%

Kraven for att fa
tillgdng till en
personlig
assistent
uppfylldes inte

AnsOkningsprocessen

ar otydlig

Landet/regionen
erbjuder inte
personlig
assistans

Det begéardes
men nekades

Det har begarts,
men ar
fortfarande pa
vantelista

Annat (ange vad)

Vad ar anledningen till att du inte har en personlig assistent?

16%

10%

7%

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

Bor du ... Ar du néjd med ditt nuvarande boende?
N N

Med familj _ 79% Mycket missndjd - 12%
I Med familj 7 614 | Mycket missnsjd 1134
I Ensam 1624 Ensam - 17% I Missnéjd 569 Missndjd - 6%
I Residential institution 143 . . l Varken ndjd eller missndjd 1342

Residential I 1% Varken ngjd eller -

. R PR o - 14%
J 1 1agenhet med stodtjénster 63 institution I Nojd 3020 missnojd
| Annat (ange vad) 147 I lagenhet med o Mycket néjd 3221
stodtjanster 170 N&jd 33%

TOTAL 9 591 TOTAL 9 286

Annat (ange

vad) | 2% Mycket ndjd 35%

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.

Tillbringar du storre delen av dagen med ...? Skulle du foredra att bo ...?

Al -

familjemedlemmar

l Ensam 1614 I Ensam 1225
Ensam - 20%
- I I lagenhet med stodtjanster 384

I Olika manniskor med och utan 1 262 Ensam

funktionsnedsattningar i samhallet I 1 ett mindre sarskilt boende med I lagenhet med o
Olika ménnisk 98 stédtjanster 6%
| Andra personer med IKa manniskor eget sovrum
) o 197 med och utan 179% )
funktionsnedséttningar funktionsnedsattningar ° I 1 en sérskild boendeform med _ Lett mindre
i samhallet 18 sarskilt boende 2%
TOTAL 7 216 delat sovrum med eget sovrum
Andra personer I en sarskild
med || 3% I Annat (ange vad) 427 boendeform med 0%
funktionsnedsattningar delat sovrum

TOTAL 6 056

Annat (ange vad)
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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

Har du ndgonsin upplevt diskriminering relaterat till den sillsynta diagnosen eller funktionsnedsattningen?

N %
v || Yes 5270 58%

l 1nom vérden 2234 24% Yes 58%
I P3 offentliga platser (hotell, restauranger, kollektivtrafiken, museer osv.) 2 158 24%
| 1nom utbildning 1 850 20%
1 arbetslivet 1822 20%
I P& bostadsmarknaden 506 6%
I Annat (ange vad) 454 5% Aldrig 42%
I In the social environment (family, friends...) 83 1%

I Aldrig 3860 42%

TOTAL 9126 ® Yes @ Aldrig

Har du ndgonsin upplevt diskriminering relaterat till den séllsynta diagnosen eller funktionsnedsattningen?

I Aldrig 3860 42%
: tnom vércen |
I 1nom vérden 2234 24% nom varden 24%

P8 offentliga platser (hotell,

I P& offentliga platser (hotell, restauranger, kollektivtrafiken, museer osv.) 2 158 24% restauranger, kollektivtrafiken, _ 24%

museer osv.)

N %

1 arbetslivet 1822 20%
I P& bostadsmarknaden 506 6%
3 0

I Annat (ange vad) 454 5% Pa bostadsmarknaden 6%
I In the social environment (family, friends...) 83 1% Annat (ange vad) 5%
l Vet inte 25 0% In the social environment (family,

friends...)
TOTAL 9 150

Vet inte l 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 Anstalid (eller delvis anstalld)
I Egenforetagare
vl Unemployed or cannot work because of a disease
I Arbetslos
I Cannot work because of the disease
I Homemaker (t.ex. hemmamamma eller -pappa)
I Pensionerad
I Student/elev
Inte i skoldldern &nnu

I Annat (ange vad)

TOTAL

2 567

2 329

238

1216

716

500

177

714

500

154

5332

Vad ar din nuvarande situation?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

0,
of a disease 9%

Homemaker (t.ex. hemmamamma

3%
eller -pappa)

Pensionerad 13%

Student/elev 9%

Inte i skoldldern annu 0%

Annat (ange vad) . 3%

@ Anstilld (eller delvis anstilid) ® Egenféretagare @® Arbetslés
@ cannot work because of the disease @® Homemaker (t.ex. hemmamamma eller -pappa)
® Pensionerad ® student/elev Inte i skoldldern &nnu ® Annat (ange vad)

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.

Vilken typ av anstidllningsavtal skulle du foredra om du blev anstadlld?

N
Heltidsanstallning -20%
I Heltidsanstallning 185
I Halvtidsanstallning 431 Halvtidsanstallning _ 48%
l Ingen, soker inte arbete 290
Ingen, soker inte
TOTAL 206 arbete - 32%

Vilka ar dina skal till att du ar arbetslos just nu?

N % o .
Il svérigheter att hantera symtom/Iakarbessk 503 55% symtom/l&karbesok
I Svar arbetsmarknad 271 30% Svar arbetsmarknad _ 30%
o . - . Brist p& arbetsanpassningar som
I Brist pa arbetsanpassningar som t.ex. adekvata arbetsmiljéer, flexibla 263 59% t.ex. adekvata arbetsmiljder, flexibla _ 0%
scheman, stod for transporter eller personlig assistent scheman, stod for transporter eller
personlig assistent
I Annat (ange vad) 159 17% Annat (ange vad) _ 17%
Negativa attityder och stigma frén potentiella eller tidigare arbetsgivare 158 17% o
I Negativa attityder och stigma frén potent rcigare ambetsgivar ’ Negativa attityder och stigma frén NS 1o,
| Brist p& adekvat utbildning, karrigrradgivning eller arbetsvégledning 116 13% potentiella eller tidigare arbetsgivare
Brist p& adekvat utbildning,
I Radsla for att forlora ekonomiska férdelar 75 8% karriarrddgivning eller - 13%
0 arbetsvagledning
(o)
I vérdansvar e e Radsla for att forlora ekonomiska - 8%
[l Motst&nd fr@n familjen 26 3% fordelar
TOTAL 916 vardansvar - 7%

3%

Motstand frén familjen
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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.

Vilka anstdllningsstod och arbetsplatsanpassningar tror du kan forbattra ditt arbetsliv?

Arbetsanpassningar som t.ex.
adekvata arbetsmiljoer, flexibla
scheman, distansarbete, méjlighet att vara franvarande frén arbetet 2 463 scheman, distansarbete, mdjlighet
att vara fr@nvarande fran arbetet for

behandlingar eller terapier

I Arbetsanpassningar som t.ex. adekvata arbetsmiljéer, flexibla

for behandlingar eller terapier

I Inkludering och positiva attityder fr&n kollegor och/eller arbetsgivare 1211

I Adekvat utbildning, karridrrddgivning eller arbetsvégledning 459

l Stéd for transporter 432 Inkludering och positiva attityder
frén kollegor och/eller arbetsgivare

I Personlig assistent 151

TOTAL 3 005

Adekvat utbildning,
karrigrradgivning eller
arbetsvagledning

Stod for transporter

Personlig assistent 5%

15%

14%

40%

82%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

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

Vilken typ av anstdllningsavtal har du? Vad ar din nuvarande niva av deltagande pa arbetet?
N % N %

o L o . Tillsvidareanstallning
|T|IISV|dareanstaIIn|ng pa heltid 1561 56% p3 heltid l Fullt deltagande 1942 64%

. - o . o . Fullt deltagande
IT|IISV|dareanstaIIn|ng pa deltid 621 22% I Nagot begransad 892 29%
| visstidsanstalining p§ heltid 300 11% T”'s"‘darea";gé('j'g:;g - 22% I Mycket begransad 220 7%
I Visstidsanstéllning pd deltid 158 6% TOTAL 3 054 100%

o —_— A
I Annat (ange vad) 142 5% VlsstldsansEaIInlqg 11% N3got begransad 29%
pa heltid

TOTAL 2782 100%

Mycket

7%
begransad °

Annat (ange vad)

Visstidsanstallning o
p3 deltid l 6%
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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 I vanlig anstallning (arbetar pa en organisation som sysselsétter personer med och utan

funktionshinder, utan stéd eller arbetsplatsanpassning)

I I vanlig anstallning med stod eller arbetsplatsanpassning (arbetar pa en organisation
som sysselsatter personer med och utan funktionshinder, med stod eller
arbetsplatsanpassning efter personlig situation).

I I skyddad anstallning (organisationer som framst sysselsatter personer med

funktionshinder)

TOTAL

I I vanlig anstallning (arbetar pa en organisation som sysselsétter personer med och utan

funktionshinder, utan stéd eller arbetsplatsanpassning)

I I vanlig anstallning med stod eller arbetsplatsanpassning (arbetar pa en organisation som
sysselsatter personer med och utan funktionshinder, med stdd eller arbetsplatsanpassning

efter personlig situation).

I I skyddad anstallning (organisationer som framst sysselsatter personer med

funktionshinder)

I Ingen preferens

TOTAL

Arbetar du?

N % I vanlig anstallning (arbetar p& en

organisation som sysselsatter

o personer med och utan

2199 73% funktionshinder, utan stod eller
I vanlig anstdletspiatsed saddnetigl
arbetsplatsanpassning (arbetar pa en
organisation som sysselsatter
personer med och utan
funktionshinder, med stod eller
arbetsplatsanpassning efter personlig
situation).

75 2% I skyddad anstélining (organisationer
som framst sysselsatter personer
med funktionshinder)

735 24%

3 009 100%

Foredrar du att arbeta ...

N % I vanlig anstallning (arbetar pa en

organisation som sysselsatter

personer med och utan

funktlonshlnder uta

I vanlig ang H}gr}g ?}%?g;g g Lgrz
arbetsplatsanpassnl g tar pa

organisation som sysselsatter

1175 39% personer med och utan

funktionshinder, med stod eller

arbetsplatsanpassning efter personlig

990 33%

I skyddad anstallning (organlsatlo ngr
120 4% som frémst sysselséatter personer
med funktionshinder)

732 24%

3017 100% Ingen preferens

2
ES

73%

24%

33%

39%

4%

24%

Y Sample information : Situation_m among "Anstalld (eller delvis anstalld); 'Egenfb'retagare"
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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

Deltar du i...
N
I Vanlig skola utan boende eller anpassningar 662 anpassningar
. (o]

I Specialskola fér barn med funktionsnedsattning 290 anpassningar
I Universitet 224 Specialskola fér barn med _ 15%

funktionsnedsattning °
[ inte i skoldldern &nnu 67
I Hemundervisning 62 Universitet _ 12%
I En kombination av vanlig skola, specialskola och hemundervisning 54

Inte i skoldl e 4%
I Annat (ange vad) 14 nte i skolaldern annu - °

En kombination av vanlig skola,
specialskola och hemundervisning

TOTAL 1877
Hemundervisning 3%

Annat (ange vad) 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 %
I Limited N %
v || Limited 958 55% imite o o
v | Limited 1250 72% Limited 36%
I Kan inte 99 6% I
o Kan inte 134 8%
I Mycket begransad 494 28%
| Mycket begransad 312 18% i
s o N&got begransad 622 36% S
| Fullt deltagande 732 42% EJ tillampligt l 3% Ej tillampligt | 2%
l Fullt deltagande 454 26%
| Ej tillampligt 46 3%
TOTAL 1736 100% ® Kaninte @ Nagot begrinsad I Ej tillampligt 36 2% ® Kaninte @ Mycket begrinsad
® Mycket begrénsad TOTAL 1 748 100% © NAagot begrinsad @ Fullt deltagande
@ Fullt deltagande @ Ej tillampligt ® Ej tillampligt
Compared to other people the same age, what is your current level of participation in moving Anvinder du utbildningsmaterial och utrustning som ér tillginglig for andra elever i klassrummet
around at school/university (e._g., to get to and use the bathroom, playground, cafeteria, library eller som har modifierats for dig (t.ex. bocker, datorer, stolar och skrivbord)?
or other rooms and things that are available to other students the same age)?
N %
v | Limited 834 48%
I P . - I Kan inte 68 4%
0,
Fullt deltagande _ 49% I Mycket begransad 197 11%
I Mycket begransad 237 14%
Nagot begransad 433 25% e
Il N&got begransad 481 28% Ej tillampligt l 3% I &g . Ej tillampligt . 6%
I Fullt deltagande 922 54%
I Fullt deltagande 855 49%
P 2 Ej tilldmpligt 103 6% i 5
I &j tillampligt 54 3% @® Kaninte @ Mycket begrinsad 5] plig @ Kan inte ". Mycket begrinsad
@ NA&got begrinsad TOTAL 1723 100% @ N&got begridnsad @ Fullt deltagande
TOTAL 1743 100% @® Fullt deltagande @ Ej tillampligt ® Ej tillampligt

B
W—. Ik

Baromet
e EURORDIS

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

v || Limited
I kan inte
I Mycket begransad
Il N&got begransad
I Fullt deltagande
| Ej tillampligt

TOTAL

vl Limited participation

I N&got begransad

I Very limited particip...

l Limited participation
I Fullt deltagande

TOTAL

Kommunicera med andra studenter och vuxna pa skolan/universitetet?

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

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

Ej tillampligt l 3%

@® Kaninte @ Mycket begrinsad @ NAagot begrinsad @ Fullt deltagande
@ Ej tillampligt

Sc_ScP_cat

Limited participation 23%

Fullt deltagande 21%

@ Nagot begrinsad @ Very limited participation @ Limited participation
@ Fullt deltagande
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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:

Sociala aktiviteter, lek- eller fritidsaktiviteter med vanner i grannskapet och lokalsamhallet
(t.ex. vardagsspel, umgange, ga till offentliga platser som en biograf, park eller restaurang)?

N %
vl Limited participation 7 008 73% particl_iipn;iég: -- 37%

I Kan inte 838 9%
I Mycket begransad 2 608 27% Fullt deltagande - 24%
I N&got begransad 3562 37%

I Fullt deltagande 2 283 24% Ej tillampligt I 3%

I Ej tilampligt 270 3%

TOTAL 9561 100% @ Kan inte @® Mycket begrinsad

© NA&got begrinsad
@ Fullt deltagande @ Ej tillampligt

Ta sig runt i grannskapet och lokalsamhadllet (t.ex. offentliga byggnader, parker, restauranger,
biografer)?

N %

vl Limited participation 6 085 64% participation
I kan inte 711 7%
Fullt deltagande 33%

I Mycket begransad 2 066 22%
I N3got begransad 3 308 35% Ej tillampligt l 3%
I Fullt deltagande 3178 33%
I & tillampligt 303 30 ® Kaninte @ Mycket begrinsad
@ NAagot begrinsad
TOTAL 9 566 100%

@ Fullt deltagande ® Ej tillampligt

Strukturerade evenemang och aktiviteter i grannskapet och lokalsamhallet (t.ex. lagsporter,
klubbar, helgdagar eller religiosa evenemang, konserter, parader och massor)?

N %
Limited 340,
vl Limited participation 7 280 76% participation °
I kan inte 1339 14%
Fullt deltagande - 18%
I Mycket begransad 2677 28%
| N&got begransad 3264 34% o
Ej tillampligt 5%
| Fullt deltagande 1 760 18%
I & tillampligt Sl = ® Kaninte @ Mycket begrinsad
TOTAL 9 544 100% @ Na&got begrinsad @ Fullt deltagande

@ Ej tillampligt

Kommunicera med andra i grannskapet och lokalsamhallet?

N %
vl Limited participation 8 648 91% participation
I Fullt deltagande 4523 47%
Kan inte l 5%

I Mycket begransad 1448 15%

I N&got begrénsad 2677 28%  tillampligt l 4%
I kan inte 512 5%
| Ej tilampligt 395 4% @ Fullt deltagande @ Mycket begrinsad

N N Kan [

TOTAL o 555 100% ©® NA&got begrinsad @ Kan inte

@ Ej tillampligt
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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
I N&got begransad
I Fullt deltagande

TOTAL

7 281
3110
1859
2312
1411

8 692

%

84%

36%

21%

27%

16%

100%

Sc_CoP_cat

Limited participation 27%

Fullt deltagande 16%

@ Very limited participation @ Limited participation
@ NAagot begrinsad @ Fullt deltagande
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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®
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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

Hur skulle du virdera det sociala stod du far frdn manniskor (ndra manniskor du litar p3, Har du gjort ndgot obetalt, icke-obligatoriskt arbete eller informella aktiviteter (t.ex. att hjidlpa
omtanke frdn andra manniskor, praktisk hjilp frdn grannar vid behov)? andra manniskor, hjdlpa djur) for en organisation under de senaste 12 manaderna?
N N
I Déiigt 2 080 I Nej 6 570 Nej 0%
| Medelmattigt 3693 la 2 865
| starkt 3 454 TOTAL 9 435
TOTAL 9 227 Ja 30%

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

Varfor inte? Ange den viktigaste orsaken.

N %

= 0,
I Brist p& tid 1108 27%
| Brist pg intresse 433 10%

l Foér ung for att vara volontar 242 6% . o .
Brist pa intresse 10%
| otillganglig miljs 115 3%
I Rédsla for att forlora ersattningar vid For ung for att vara 6%
R 87 2% volontar
arbetsoféormaga om frivilligarbete
TOTAL 4149 100% Otillganglig miljo l 3%
Réadsla for att forlora
ersattningar vid 2%
arbetsoférmaga om

frivilligarbete
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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

Tack!

For alla fragor, vanligen kontakta Rare Barometer-teamet pa
rare.barometer@eurordis.org

For alla fragor, vanligen kontakta Rare Barometer-teamet pa
rare.barometer@eurordis.org
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