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

Bu BignoBigaeTe Ha onNUTyBaHHSA AK...?

9 591

MNpucTpin ana sipnosiai CepenHA KiNbKIiCTb XBWIMH ANA
3anoBHEHHSA aHKeTu/60

71

® PC O Tablet Smartphone

Mean

CepeaHs KifibKIiCTb XBUWJIMH ANA
3anoBHeHHA aHkeTn/60

15

Median

B e ol
- (]
‘UBl Rare ‘
{
e EURORDIS

oE ¥ 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

Bu BignoBigaeTte Ha onNUTyYBaHHSA AK...?

I JNtoanHa, sika cama XuBe 3 PiAKiICHUM 3aXBOPHOBAHHSM 6136 3axBOPOBAHHAM

KonuwHin nauieHT abo nauieHT, wo
I KonuwHin nauieHT abo nauieHT, wo oayxye (Hanpukniag, oayXye (Hanpuknaa, MoanHa, Lo l 1%

123
N0AMHA, WO nepexuna pak) nepexwuna pak)

O'D‘MH I3 6inKiB it oD rOS _ 290/
I OAawnH i3 6iTbKiB NIOANHM, KA XUBE 3 PIAKICHAM 3aXBOPHOBAHHAM 2 816 PIAKICHUM 3aXBOPHOBAHHAM

I Babycsa um aigycb NOANHK, AKa XUBE 3 PiAKICHUM babycs um aigycb NOANHK, KA XUBe I 0%
43 3 PiAKICHUM 3aXBOPIOBAHHSAM
3aXBOPIOBAHHSAM .
YonoBik/apy>XnuHa/napTHep NAVHMK,
I YonoBik/apy>XnHa/napTHep NOANHK, WO XUBE 3 PiAKICHUM Lo XWMBE 3 PiAKICHUM . 3%
240 3axBOPOBAHHAM
3aXBOPIOBAHHSAM

[aabko/TiTKa MIOANHK, WO XUBE 3

o,
19 PiAKICHMM 3aXBOPHOBAHHAM ‘ 0%

I OsaAbKO/TiTKa NIOAMHU, LLO XMBE 3 PiAKICHMM 3aXBOPOBAHHAM

I PioHnin 6paT/cecTpa noanHK, ika XuUBe 3 pPiAKICHUM PiaHWiA bpat/cecTpa NloANHM, sika I 1%

82 XWBE 3 PiAKICHMM 3aXBOPHOBAHHAM
3aXBOPIOBAHHAM
i 1%
I IHWe, BKaXiTb... 132 THWe, BKaXIT. . l °
flkwo "IHWe, BKaXiTb...", BKaXiTb: UYu € Bu TakoXX NpeacTaBHUKOM NauieHTiB, TO6TO 6epeTe yuacTb y BOJIOHTEpPCbKii Ta/a6o
NOJIITUYHIN AiANbHOCTI, CNIPAMOBaHI Ha NIATPUMKY PiAKICHUX 3aXBOpOBaHb?
N %
n N
I JlloanHa, sika cama toanHa, sika
caMma XuBse 3 I Tak 2 210 Tak 23%
XuBe 3 piaKICHUM 6 260 65% piaKicHUM
3aXBOPIOBAHHSAM ;
3aXBOPIOBAHHAM P I Hi 6 643
3331 35%
(parent, spouse...) Family member TOTAL 9 591
(parent, 35%
o,
TOTAL 9591 100% spouse...) 1 He BreBHEHUN . 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

Bu: CKifibkn BaM 6yN0 pokKiB, KOJIM BU NPUNUHUIN HaBYaHHA Ha AieHHiN ¢opmi?
N N
I ) 80 I | s a6 0 15 pokis abo 6%
XKinka 5807 XKinKa 759% 5 pokiB abo MeHLe 45 MeHLe
I Yonosik 1 864 I BiA 16 no 19 pokis 1817
| 1Hwe / Bonito He BianosinaTh 72 I 8in 20 a0 23 pokis 2 291 BiA 16 po 19 - 24%
poKiB
TOTAL 7 743 Yonosik 24% I 24 pokun abo binbLue 2 142
I Lue rasaet 848 o 20 p‘o 23 _ 300/0
poKiB
TOTAL 7 548
IHwe / Bonito o
ne BiﬂnOBip‘aTM 1 /0 24 pOK'M a60 _ 280/0
6inbwe
LLle HaBYalCb - 11%
Ckinbku Bam pokis? CKiZIbKM POKIB JIIOAUHI, AKa CTpa)Aa€ Ha piagKicHe 3aXBOPIOBaHHSA?
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 %
DOpaHuis 1168 14% Cepbis 69 17%
Itania 946 12% Jokcembypr 50 13%
Icnanis 858 11% NaTtsiA 46 12%
HimeyunHa 762 9% Monbwa 44 11%
Benbris 465 6% YkpaiHa 33 8% 197
HigepnaHam 429 5% NvtBa 32 8% 273
21
[Oania 427 5% CnoseHis 27 7% 95
PymyHis 368 5% Kinp 24 6% 3
TypeyumnHa 368 5% ManbTa 24 6% 35
334 23
CnonyyeHe Pocis 21 5%
KoponiscTteo BocHis i 1
0,
Benukoi BputaHii 367 5% FepueroBuHa 13 3%
22

i MiBHIYHOI
t HHIBHISHOL MakenoHis 4 1%
Ipnanaii 1

EcToHiA 3 1%
DiHNaHAINA 338 4%

YopHoropis 3 1% 232
MopTyranis 274 3%

IcnaHgaia 2 1%
LWsewis 228 3% 42

AHpoppa 1 0%
Yecbka 211 218

154 2% Binopycb 1 0% 858

Pecnybnika 125

NixTeHwTenH 1 0%
Ipeuis 150 2% 24

MonpoBa 1 0%
CnoBayyunHa 127 2%

MoHako 1 0% s
Hopseris 123 2%
YropuwuHa 114 1%
Xopsaris 104 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

B skiii kpaiHi Bu xusere?
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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

Byab nacka, 06epiTb peueHHs, ike Halikpalle onucye Bawy cutyauito:

N
I S 3Hato HA3BY piaKicHOro 3axBoproBaHHs, CMHAPOMY abo Baan po3BUTKY, | BOHO 6yo
NIATBEPOXEHO BiaNOBiAHMMU rEHETUYHUMU, KNIHIYHUMU, MeANYHO-Bi3yani3auinHmumu, 8 624
MonekynsapHuMn abo 6ioxiMmiuHuMK gocnigxeHHaMn (Hanpuknaa, 6ioncieto, aHanizoM KpoBi abo ceui)
I A 3Hato HA3BY pigkicHOro 3axBoptoBaHHs, cMHApOMYy abo Baau poO3BUTKY, ase BOHO we HE
MNIATBEPOXEHO BignoBiAHUMW FrEHETUYHUMMU, KNIHIYHUMK, MeANYHO-Bi3yani3auiiHuMm, 456
MONeKynsipHUMKN abo 6ioxXiMiyHMMK TecTamum
I S mato nuwe YACTKOBY iHdopMaLito Npo Ha3By piAKICHOrO 3aXBOPIOBAHHSA, IeH, WO MOro BUK/INKAE,
184
abo T1n 3axBOplOBaHHS
I q o . - T — i @ A 3Haro HA3BY pigkicHOro 3axsoploBaHHsl, CMHAPOMY a60 Bagu po3BuUTKY, i BoHO 6yno NMIATBEPA...
3Halo, WO 3axXBOPIOBAHHS € PiAKiCHUM, ane 1oro Hasea abo npuunHa we -
u e . > u @ A 3Haro HA3BY pigkicHOro 3axsoploBaHHsl, CMHAPOMY a60 Baau po3BUTKY, ane BoHO we HE MIATB...
I IHWe, BKaXiThb... 84 ® 5 maro nuwe YACTKOBY iHdopmMaLito npo Ha3By PiAKICHOro 3aXBOPIOBaHHS, FeH, WO WOro BUKJIUK...
TOTAL 9590 ® 9 3Halo, Wo 3axBOpPIOBaHHA € PiAKICHMM, ane oro Ha3Ba a6o npuunHa we HE BUSHAYEHI
® IHwe, BKaXiTb...
This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
Hackinbku Bu nam’ATa€re, CKiZlbkn 4acy MUHYJIO 3 TOrO MOMEHTY, ik Bu Bnepue pisHanuca HA3BY Hackinbku Bu naMm’siTa€Te, CKilbKM Yacy MMHYJ10 3 MOMEHTY, KOJIU Ha3Ba piaKicHOro
piaKicHOro 3axsoploBaHHs, CMHAPOMY a6o Manbdgopmauii? 3axBOpIOBaHHSA, cMHAPOMY a6o manbdopmauii 6yna NIATBEPAXXEHA 3a gonomororo BignosBigHux
reHeTUYHMX, KNiHIYHUX, MeanYHunX, MmonekynapHux abo 6ioximiuHnx TecrtiB (Hanpuknaga, 6ioncis,
N aHani3 kposi abo ceui)?
i i o)
I Menwe 6 micsiuis 43 MeHuie 6 Micsuis l 7% N
I . . . ) . MeHwe 6 MmicsuiB
Bia 6 no 23 micauis 76 Big 6 10 23 . 199 I MeHwe 6 micauis 739
I Bin 2 no 4 pocis 140 Micauis I Bia 6 no 23 micauis 1001 Bia 6 no 23
MmicsauiB
5 pokiB abo 6inblie 362 . . Big 2 4 i 1502
Is» Bia 2 no 4 pokis - 23% I 8ia 2 a0 4 pocie >0 Bia 2 10 4 boKi
i o} oKiB
TOTAL 621 I 5 pokiB a6o 6inbLie 5 366 Acaosp
5 pOKi-B abo 58% TOTAL 8 608 5 pokis abo
6inblwe 6inbLie
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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

—
w
w

[ay
w
ul

—
N
[&)]

[a
N
w

-
-
o

113

O
(o))

o}
N

N N
LS ul

N
N

o B wu
O ul
O_hm
OO'\CT\
N

w
(o9}

w
~N

w
~N

w
@

w
o

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

Ba
‘U ' Rare
Barometer

015 ¥

%

14%
12%

11%

11%
10%
9%
9%
8%
8%

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

A 2. DISABILITIES

Disability rates; diversity, complexity
and severity of disabilities

TR

bl Yy - ale
- (]
‘ U J Rare ‘
Barometer £ \JRORDIS

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

The Washington Group Short Set on functioning assesses the

difficulty experienced by people living with rare diseases in doing The Global Activity Limitation Index (GALI) measures disability People living with rare diseases were asked if they
. o . . . Lo through activity limitations that an individual experienced in the last 6 perceive themselves as living with a disability, be it
six activities: seeing, hearing, walking or climbing steps,
months or more due to a health problem. invisible, visible or both.

remembering or concentrating, self-care, communication.

MpoTarom ocraHHix 6 a6o 6inblue Micawis, uu 6ynu Bu o6MexeHi y Bu BBaXKaeTe cebe 1lOANHOIO 3...7

BUKOHAHHI 3BMYaiiHMX BUAIB AifANbHOCTI Yyepe3 npob6bnemu 3i

3popoB'amM? Bu 6 ckasanu... N %
WG-SS2
N % v With disability 8 030 88%
N %
v With disability 7790 83% Buaumoto iHBanigHicTio 1626 18%
With disability 8 351 87% ) L
CUNbHO 06MeXeHuit/-a 2 964 31% HeBunaumoto iHBanigHICTIO 4107 45%
Without disability 1 240 13% .
O6Mexenuil/-a, ane He aAyx.. 4 826 51% AK BUAMMORO, TaK i HEBMAM... 2 297 25%
TOTAL 9 591 100% . . .
v Without disability 1 652 17% v Without disability 1068 12%
30BCiM HE 0BMEXEeHMi/-a 1652 17% Bes iHBaniaHoCTI 1068 12%
TOTAL 9 442 100% TOTAL 9 098 100%
WG-SS2
MpoTtsirom octaHHix 6 a6o 6inble Micauis, um 6ynn Bu obMmerxkeHi y Bu BBakaeTte cebe noamnHOIO 3...?

BUKOHAHHIi 3BUYailHUX BUAIB AiANbHOCTI uepes npob6aemum 3i
Without disability 13%
Without disability 12%
Without disability - 17%

@ Buaumoto iHBanigHicTio

@ CunbHoO o6MeXxeHuit/-a @® Hesuaumolo iHBanigHicTio
©® O6mMexxeHwmii/-a, ane He Ay><e CYTTEBO flk BUAMMOLO, TaK i HEBUAUMOIO IHBanNigHICTIO
@ 3o0BciM He o6MeXxeHMIt/-a @® bes iHBanigHocTi
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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/

Yu Barkko Bam BAYUTH, HaBiTb KON HOCcuTe oKynsapu? Bu 6 ckasanu... Yu BiguyBaeTte Bu TpyaHouwi 3i CJ/IYXOM, HaBiTb SIKLO BUKOPUCTOBYETE C/IyX0BuUii anapart (-u)?
Bu 6 ckasanm...

N %

30BCiM HE MOXY I 1% N %
I 30BCIM He MOXY 6aumntn 30BCiM HEe MOXY 0%
98 1% I 30Bcim He Moxy 6auuTy
6aunTun X . 38 0%
3Ha4Hi TpyAHOLLi 8% 6aunTh 3 ) ) l 3%
I 3HauHi TpyaHoLwi 758 8% Ha"HI TPyAHOLL °
; I 3HauyHi TpyAHOLLUi 326 3% .
I HeBenuki TpyaHoLui 3 200 33% :'ef:omm'(; 33% HEBeﬂVIK! 16%
PY I HeBenuki TpyaHoLLi 1 544 16% TpyAHOLLI
Hemae TpyaHoLlis 5 535 58% Y
enae 58% Hemae Tpyarowis 7 683 80% Hemae 500
TOTAL 9 591 100% TpyAHoLIB TPYAHOLLIB
These questions were only asked to people with difficulty.
Ui TpyaHoLLi... i TpyaHoui...
N N %
Fa MocTinHi 43% o o
| Tumuacosi (suHukae nia yac | 6inbwumn / noripwyioTses 498 26% )
i a6 1196 Tumuacosi (Bv... - 29% binbwnmm / 26%
3aroCTPeHHS, KPpU30BMX CTaHiB abo I Tumuacosi (BUHMKAE Nia Yac NOFipLYOTHCS

Peuvaneis) . 3aroCTpeHHs, KpU30BUX CTaHIB 498 26%
G6inbwumMn / 259 ) .
l 6inbwumn / noripwyrotbes 1036 NOripLIYOTHCS ° a6o peunamsis) Tumyacosi (Bu... 26%

I CTaloTb MEHLWNMN / 3MEHLUYIOTLCH 108 Craiots I CTaloTh MEHIIMMM / Crators
0 34 2%
TOTAL 4 100 MeHLMMA / l 3% 3MEHLLYIOTbCS MeHWwwumn / I 2%
3MEHLLYIOTBCA 3MEHLLYIOTHCS
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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/

UYu BuHMKaIOTb y Bac TpyaHowi npu XOAIHHI a6o NIANOMI no cxoaax? Bu 6 ckaszanm... UYu maete Bu TpyaHouwi 3 MAM'SITTIO a6o KOHLUEHTPAL|IEIO? Bu 6 ckasanm...
N . N
30BCiM He MOXy - 9% 30BCiM He MOXy l 39
I 30BCiM He MOXYy 6aunTn 827 GaunTy I 308ciM He Moy 6aunTn ?
246
i i . . 6auntn
| Hesenuki TpyaHoLwwi 3447 | 3hauHi Tpyarowi 1652
Hesenuki Q Hesenuki
Hemae TpyaHoLis 3166 i 36% Hesenuki : 41%
pPY. TPpyAHOLLi I . 3910 TPpYyAHOLLi
TOTAL 9 591 TPyAHoW! Hemae
Hemae TpyaHoLuis 33% . 39%
PyAHow ° Hemae TpyAHoulis ’
3 783
These questions were only asked to people with difficulty.
i TpyaHoLi... Lli TpyaHoOLLi...
N N
- o o
ITMMqacosi (BUHMKaE nia ITMMqacosi (BUHMKaE nig
Uac 3aroCTPeHHs, KPU30BUX 1 580 Tumyacosi (BuH... - 25% yac 3aroCTpeHHs, Tumuacosi (By... _ 37%
2133
cTaHiB abo peunamsis) KPWU30BMX CTaHiB abo
Ginbwunmn / 8 6inbwumn /
I cratots Menwmumn / - I Gineuuamn / 1210 CratoTb
1 CraloTb MeHLWNMH )
3MEHLUYI0TbCS / 3MeHLLIYI0TbCA 6% noripwytoTbes MEHLNMHK / 4%
3MEeHLUYTbCS
AT PRV I craioth verinumn /
1y AR,
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

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

Washington Group Short Set (WG-SS)

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

Yu BuHUKalOTL y Bac TpyaHouwi 3 OI/1IS40M 3A COBOIO, Hanpuknaa, 3 MUTTAM Tina a6o BasiraHHAM? Yu maere Bu TpyaHouli 3 KOMYHIKALIIEIO Bawwoo 3BU4YHOI0 MOBOIO, Hanpuknaa, 3 po3yMiHHAM
Bu 6 ckasanu... a6o 3 TMm, Wo6 posyminm Bac? Bu 6 ckasanm...
N . N
30BCiM He MOXY . 8% 30BCIiM He MOXyY ' 306
I 30BCiM He MoXy 6auntu 766 6aunTy I 30BCiM He MOXy H6aunTtun 287 6auntn
I 3rauni Tpyarowi 989 3HauHi TpyAHOLW - 10% | 3hauHi Tpyarowi 814 3HauHi TpyaHoOLL| . 8%
I HeBenuki TpyaHoLLi 2783 HeBenuKi 9% I HeBenuki TpyaHoLi 2093 HeBenuki 5901
. . 0
Hemae TpyaHoLliB 5053 TPyAHouWl HeMmae TpyaHoLLiB 6 397 TPpYAHOLL
. Hemae
TOTAL 1 % 9
o 9 59 Hemae TpyaHowiB 53% TOTAL 9 591 TpyaHousiB 67%

These questions were only asked to people with difficulty.

i TpyaHOLLi... i TpyaHoOLLi...
N N
I HOCT”7|H| 1 926 |_|0CTil7IHi 420/0 I I—IOCT”*;IHI 1 294 |_|OCTil7IHi _ 400/0
ITMMqaCOBi (BUHMKaE nMig, ITMMqacosi (BMHMKaE nig
yac 3aroCTpeHHs, TuMyacosi (BUH... - 24% 4ac 3aroCTPeHHs, KPU30BUX 945 Tumuacosi (Bu... - 30%
1108
KPW30BMX CTaHiB abo CcTaHiB abo peunaneis)
eunamBiB) Ginbwunmn / Cratote
peuna ) 250, | craiotb meHwmMMM / MEHLIUMM / 12%
MoripwyoTbCs 380
I 6inbwmmn / 3MEHLLYIOTHCS 3MeHLWYTbCA
_ 1142
NOriplwytoTbCA CTaloTb MEHLIMMMU I 6iNbWLNMK / MOTiPLIYIOTLCA 580 GinbwmnMm / o
8% ; 18%
/ 3MEHLUYTbCA noripLwyoTbcs
I CtaloTb MEHLWMUMHN / er TOTAL 3 199
) ] ') et
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https://www.washingtongroup-disability.com/question-sets/wg-short-set-on-functioning-wg-ss/

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

Washington Group Short Set (WG-SS)

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

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

6 918 72%

Y Sample information : Number_difficulties_ WGSS >= 2

com_prog

6 134

¥ Sample information : Index_prog >= 1

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

5 086 3%

Y Sample information : Number_difficulties_ WGSS >= 3

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

Sk yacTo 3a octaHHi Tpu Micsaui Bu BiguyBanu BIJ1Ib? Bu 6 ckasanm... ik yacrto Bu BiguyBanu cebe ay>xke BTOMJIEHUMWN a6o BUCHAXXEHVUMW? Bu 6 ckasanm...
N N
I woans 2 391 I woans 2 499
I Binbwicts anis 1589 BinbLWICTL AHiB - 17% I Binbwicts anis 2 668 Binbwicre aHi _ 8%
I Y neski gHi 3639 I Y neaki AgHi 3 564
He xouy Bignosigatn 59 He xouy
XogaHoro pa3sy 17% _ _ 40 XogaHoro pasy 7%
TOTAL 9 251 BlanosiAam™
He xouy o TOTAL 9 399 He xouy o
sianosigatn 17 signosigatn | 07
flk ywacrto Bu BiguyBanu cebe ayr>ke BTOMJIEHUMU a60 BUCHAXXEHUMWU? Bu 6 ckasanm...
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

UYu npoxoannu Bu konn-Hebyab OUiHKY iHBaNIiAHOCTI, ika cCNpsAMOBaHa Ha OLiHKY Ta BU3HAHHSA iHBanigHOCTI?

N %
HI, ane BoHa €/6yna - 15%
[ H1, ane BoHa €/6yna notpi6Ha 1435 15% noTpi6Ha
I HI, ane BoHa €/6yna HE HI, ane BoHa €/6yna HE 20%
1878 20% noTpi6Ha °
noTpibHa
I Hi, 9 BupiWwKnB He pobuTh LbOro 655 7% Hi, 5 BUpiWNB He pobuTy - 7%
Lboro
f Tax 5 364 57%
TOTAL 9 332 100%
These questions were only asked to people who underwent a disability assessment.
ki daxisui 6ynu 3anyueHi 4o oyiHku?
N %
N i nikapi 429
I " . . (ni . ) o MeaunyHi npauiBHWKK (nikapi,
eAVYHi NpauiBHWKK (Nikapi, MeacecTpu, TepaneBTW...) Ta cneuianictu
iHWKX cep (couianbHi NpauiBHUKMK...) cneuianictv iHWnx cdep (couianbHi
npauiBHUKMW...)
[ Kinbka MeanuHMx npauisHukis (nikapi, MeacecTpy, TepanesTy...) 979 19% Kinbka MEAUYHUX NpaLiBHMKIB _ 19%
o . . . (nikapi, MmeacecTpu, TepanesTw...) °
I Cneuianictn , HAMHATI NPUMBATHUMMN KOMMAHIAMU 168 3%
I 1hwe, sraxio... 106 2% Cnewjanictit , HailHATI NpUBaTHUMM . 3%
KOMMaHisiMu
TOTAL 5159 100%
IHWe, BKaxXiTb...
B P ol
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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.

flkoro 6yna Mmerta OouUiHKM iHBanigHOCTI?

OTpuMaTK cTaTycC JOAMHU 3

o,
N Yo iHBaniAHicTo, "cepTudikat
. . o 0,
l OTpuMaTtu cTaTyc oAnHM 3 iHBaniaHicTo, "cepTudikaTt Heaniarocti” a6o _ 70%
3apeecTpyBaTucsa Sk ocoba 3
iHBanigHocTi" abo 3apeecTpyBaThCs K ocoba 3 1157 70% iHBaniaHiCTIO
. o OTpuMaTH iHWI rpoLwOoBIi Nisibru 349
iHBanigHicTio ANns oci6 3 iHBanigHicTio ?
I OTpuMaTK iHWIi rpowoBi Ninbrn ansa ocié 3 iHBanigHIcTO 565 34% OTpWUMaTH AOMOMiXKHI 3aco6m
lo e 3ac06 e repecysann, sonoviet |
TPUMaTN AOMNOMIXHI 3acobun nepecyBaHHS, AOMNOMIKHI 533 329 TexHoNorii a60 NpUCTPOi
TexHonorii abo npucTpoi
. . . ! OTpuMaTK NeHCito Mo iHBaMiAHOCTI _ 29%
I OTpMMaTK NEeHCito No iHBaNiAHOCTI 476 29%
I OTpuMaTK AOMNOMOrYy y npaueBnawTyBaHHI abo
i 364 220/0 OTpMMa-TM AOHOMory y - 220/0
HaBYaHHi npauesnawTyBaHHi abo HaBYaHHI
q .o H o)
I OTpuMaTK NEeHCio 3a NOCTIMHY Henpaue3aaTHICTb 307 19% OTPUMATU MEHCio 3a NOCTikHY - 190,
. (o]
l OTpuMaTK nepcoHasbHy AONOMOry 271 16% HEMpaUesaaTHICTL
I OTpuMaTK NIATPUMKY ANa aganTauii xutna abo gocrtyny
234 14% OTpuMaTh NepcoHanbHy AONOMOry 16%
[0 XUTna
I OTpuMaTK HanpaB/ieHHS A0 iHWWNX FPOMaACbKUX CNy»X6 180 11% Q__TpMMaTM MATpUMKY ANA
afjanTauii »xutna abo goctyny 4o 14%
I 1Hwe, Braxits... 140 8% KnTna
l He 3Hato 6 0% OTpMMaTK HanpaBneHHS A0 IHWNX 11%
rpPOMaACbKUX Cryx6
l OTpMMaTK MEeHCilo AN YNeHiB CiM'i, SKi 34iNCHIOTb
149 9%
aornan IHWe, BKaXiTb... - 8%
TOTAL 1651

He 3Hato 0%

OTpuMaTK NeHCIto A4S YNeHIB

R A 9%
CIM'I, AKI 3AIMCHIOKTbL Aorngaan
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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.

Mig yac ouiHkK, um 6yno Heo6xigHUM HagaHHA iHpopMauio npo...

N %
I CtaH 340poB's (MeanyHi ornsaam abo 3ak/ioYeHHs) 5128 97% 3aK/II0YEHHSA)
i i o)
I MoTpebu y pornsaai Ta nigTpumui 2 834 53%
I IHWwe, BKaAXITb... 155 3%
®diHaHCOBI pecypcu _ 29%
TOTAL 5 306
IHWe, BKaXiTb... ' 3%
Ckinbku pasis Bu npoxoannu ouiHkKy iHBanigHoCTI? Micna 3aBepleHHs OUiHKM iHBanigHOCTI, Yn Manu Bu poctyn Ao o4vikyBaHOi NiATPUMKM Ta
nepeabavyeHux npas?
N
) N
| Ginbuwe oaroro pasy 3268 Binbwe oaHoro 61% He mas(-na) - 16%
pasy I He maB(-na) pocrtyny 872 nocrtyny
I OavH pa3 2 089

TOTAL 5 357
o pes - o I o -
icTio (s
TOTAL 5 380 MoBHicT 36%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

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

I Hi
ITaK

TOTAL

Uu 6yB pe3ynbraT OLiHKM TaKuM, K Bu ouikyBanu?

1608

3512

5120

This question was only asked to people who answer NO.

I Byno npu3HayeHo HUX4UKUi BiACOTOK abo CTyniHb iHBANiAHOCTI, HiX

ouyikyBasiocs
I [MoTpebun 6ynn HepooLUiHEHI

I TpyAaHoui 3 poboToto abo BUKOHAHHSM LWOAEHHMX 3aBAaHb 6ynn

HeaoOoUiHeHi

I 3paTHICTb nNpautoBaTn abo BUKOHYBATK WOAEHHI 3aBAaHHA 6yna

HeaoouiHeHa

I PigkicHe 3axBoptoBaHHSA He 6yn0 B CIMCKY 3aXBOPHOBaHb, SKUM

HapaxoBYOTbCA NiNbru

I IHBanigHicTb He 6yna BU3HaHa

I Y poctyni Ao HeobxiaHOT NiATpMMKK 6yno BiAMOBAEHO
I THWwe, BKaAXIiTb...

l He 3Hato

TOTAL

977

832

748

541

513

406
342
149

13

1 607

%

31%

69%

100%

Ha Bawy aymMKy, ye 6yno ToMy, Wo...

%

61%

52%

47%

34%

32%

25%

21%

9%

1%

Byno npusHayYeHo HMX4YMIA BiACOTOK
abo cTyniHb iHBaNiAHOCTI, HiX
OouiKyBasocs

MoTpebu 6ynn HeaoOoUiIHEHI

TpyAaHouwi 3 po6oTot0 abo BUKOHAHHAM
LWOAEHHMX 3aBAaHb 6yan HeaoOouiHeHI

3paTHiCcTb npautoBaTth abo
BMKOHYBAaTK LWOAEHHI 3aBAaHHs byna
HepooLiHeHa

PiakicHe 3axBoptoBaHHS He 6yno B
CMUCKY 3aXBOPIOBaHb, AKUM
HapaxoBYHTbCA MiNbrn

IHBanigHicTb He 6yna BM3HaHa

Y pocTtyni A0 HeOob6XiAHOT NiATPUMKM
6yno BigMoBNeHoO

IHWe, BKaxiTb...

He 3Hato

52%

47%

34%

32%

25%

21%

9%

1%

61%



Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;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 % .
PO3yMiHHAM Ta 3HaHHAMK NpoO
I PO3YMiHHﬂM o rer npo pIﬂKICHe 3aXBomeaHHﬂ, ﬂKi plp‘KICHe 3aXBopraHHﬂ, o _ 530/0
1 665 53% NPOAEMOHCTPYBaAu N0AM, WO
NPOAEMOHCTPYBaNM N0AM, WO NPOBOAUIN OLIHKY NpoOBOAWIIN OLHKY
ITe, AK ouiHtoBann Bawi noTpebun 1345 43%
i i 43%
ITe, K Ao Bac craBunucs noaum, ki NpoBoAMAN OLHKY 1073 34% Te, sk ouiHiosanm Bai noTpety ?
I Te, 9K 3anuTyBanu Ta BpaxosyBanu Baly AyMKy Mif Yyac OUiHIOBaHHSA 1 002 32%
I Toyarouwis ta HesaposoneHHs He 6yno 837 27% Te, Ak Ao Bac ctaBunvcs noau, sKi 34%
NpoOBOAWN OLUIHKY
I HeobxigHoto iHbopMauieto Ta JOKYMeHTaMu 658 21%
I JlerkicTio npouecy nogadi 3assum 626 20%
Te, K 3anuUTyBanun Ta BpaxoByBanu 329
TOTAL 3150 Balwy AyMKy nig 4ac ouiHBaHHSA °

TpyAaHoOLWiB Ta HE3A40BOJIEHHS HE

0
6yno 27%

HeobxigHoto iHdopMaLieto Ta 21%
AOKyMeHTaMu
JlerkicTio npouecy noaadi 3assu - 20%

Y Sample information : PATIENTvsCARER among "JlloanHa, sika caMa )xuBe 3 PifKiCHUM 3axBOproBaHHAM"
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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

Yu kopuctyerecsa Bu Hapasi...

N %
. . . : o
I OTpuMaTK NeHcito No iHBaNiAHOCTI 1082 17% OTpumaTi nexcilo no iHeaniaHocTi _ 17%
I OTpuMaTK AOMNOMIXKHI 3acobu nepecyBaHHS, AOMOMDKHI 1 024 7% OTpUMaTH AOMOMiIXKHI 3aco6M
TexHosorii abo npucTpoi nepecyBaHHs, AOMOMIXHI TexHoorii - 17%
abo npucTtpoi
I OTpuMaTH iHWI rpowosi Ninbrn ansa ocié 3 iHBanigHICTIO 855 14%
OTpuMaTK iHWIi rpoLwWwoBi Ninbrn ans 149%
I OTpuMaTK NEHCIto 3a NOCTINHY Henpaue3aaTHICTb 719 12% oci6 3 iHBanigHicTO °
I OTpuMaTK AOMNOMOryY y npaueBnawTyBaHHi abo HaBYaHHI 443 7%
OTpuMaTK NEeHCIto 3a MOCTIMHY 129
I AfanToBaHUM XMTIOM abo MiATPMMKOIO XUTna 395 6% HenpauesaaTHICTb °
I OTpuMaTn nepcoHanbHy AONoMory 303 5%
OTpuMaTK gonomory y 7%
I OTpuMaTK NEeHCito ANs YneHiB CiM'i, AKi 34INCHIOTbL A0OrNag 120 2% npavesnalwTyBaHHi abo HaBYaHHi
I S He Mato XOAHUX NiNbr 3 205 52%
AnanTtoBaHuM xuTtiom abo - 6%
[ 1Hwe, BraxiTs... 347 6% NIATPVUMKOIO XNTNa
TOTAL 6 194

OTpuMaTu NepcoHanbHy AOMOMOrY

3
X

OTpuMaTK NEHCito ANs YneHiB ciM'i,
SKi 34iMCHIOTbL Aornsa

s e Maro oRIX niner _ 520/0

6%

2
BN

IHWe, BKaXiThb...

Y Sample information : PATIENTvsCARER among "JlloanHa, sika cama )xuBe 3 PifKiCHUM 3axBOproBaHHAM"
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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

Hackinbku Ba>kko Bam oTpuMaTy NiATPUMMKY Bia AeprkaBu, Hanpukiag, Yy BUrnaai HagaHHa cynposoay, AOMOMOru
Ha aomy, (piHaHCOBOI AONOMOrU1, AOMNOMIXKHUX TEXHOJIOril, 3ac06iB NnepecyBaHHSA TOLWWO?

I [y>xe Baxko
I Baxxko
I HewTtpanbHo
I Jlerko
[yxe nerko
He 3acTocoByeTbcA

TOTAL

2 358

2 598

1744

431

89

2 088

9 308

%

25%

28%

19%

5%

1%

22%

100%

[y>xe Baxko

Baxkko

HelTpanbHo

Jlerko

[yxe nerko

He 3acTtocoByeTbCS

25%

19%

;-

1%

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

3 AKMMKM nepewikogamm Bu cTukaeTecb Npu oTpMMaHHI Takoi NiATPUMKHK, AK AOMOMoOra no gornsaay, Agonomora B no6yri, piHaHcoBa gonoMora, 4OoNoOMi>XKHI TexHoNorii, 3acobu nepecyBaHHA TOWO0?

N
) Mpouec nNoaaHHA 3a8BKW € CKNAAHUM i o
I npouec nonanns saseku € cknaannm i TpuBanum 2923 TpMBaNUM 42%
I IHBanigHiCTb He BBaXanacs AOCTaTHbO CEPMO3HOIO 2421
I Bi'qCYTHiCTb IHCbopMaLUI npo npouec 2 038 IHBanIﬂHICTb o BBaV)KanaCﬂ _ 340/0
AOCTaTHLO CEPNO3HOI0
I PiakicHe 3axBoptoBaHHSA He 6yN0 B CMMCKY 3aXBOPIOBaHb, LLO MakTb NPaBo Ha Ninbru 1977
I MiaTpMmka abo nocnyrun iCHytoTb Y KpaiHi, ane He BUCTa4ya€ NepcoHany/noacbKUX pecypcis 1970 BiacyTHICTb iHbopMaLLii npo npouec _ 29%
I HeobxigHa nigTpuMka abo nocnyrm HeAOCTYMHI B perioHi/KpaiHi 1079
I Hesianosianictb kpuTepism Bia6opy (BiK, MiCLE NPOXMBaHHS, FPOMAASIHCTBO, CNaTa BHECKIB Ha PiakicHe 3axsoptoBaHHs He 6yno B
982 CMUCKY 3aXBOPIOBaHb, WO MakoTb 28%
couianbHe CTpaxyBaHHs, NepeBULLEHHSI MOPOroBOro pPiBHS A0OX0AY) npasBo Ha Minbrm
I Baxxko HagaTu HeobXxiaHi MeanyHi fokasy (MeanyHi 3anucK, AiarHos) 945 MiaTpuMka abo NoCayrv iCHYOTb Y
) . ) KpaiHi, ane He BMUCTa4ae 28%
I CTypb0oBaHiCTb MOX/IMBOK AUCKPUMIHALIED 930 nepcoHany/nioackkux pecypcis
I Bes piarHo3y abo cmHapomu 6e3 HasBwu i, 0TXXe, He Aa€E npaBa Ha Minbru 305
HeobxiaHa niaTpmmka abo nocnyru o
I : 613 . . . 15%
I HLle, BKaXiThb... HeAOCTYMNHI B perioHi/kpaiHi
HeBignosigHicTe KpuTepiam Bigbopy
TOTAL 7 042 (BiKk, Micue NMpoOXMBaHHSA,
rpoMaasiHCTBO, CniaTa BHECKIB Ha 149%
couianbHe cTpaxyBaHHs, °
nepeBULLEHHS MOPOrOBOro PiBHS
aoxony)
Ba)kko HazaTu HeobXiaHi MeanyHi 13%
[oKasn (MeauyHi 3anmcum, aiarHos) 0
This question was only asked to people who didn't find it very easy CTypﬁoBa:';ZEp"“M%’ﬂa”jzz - 13%
to obtain state support.
Bes piarHo3y abo cuHapomu 6e3
Has3BW i, OTXXe, He AaE rnpasa Ha 4%
ninbru
IHWe, BKaxiTb... - 9%
) ’ ') B2
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

Uu € y Bac gOMalLHi/ aCUCTEHT, AK1MiA gonomarae Bam >kxutn HesanexxHo?

N
[ rax 1112 Tak - 12%
I HI, ane BoHa €/6yna noTtpibHa 1 845
HI, ane BoHa €/6yna 20%
I HI, ane BoHa €/6yna HE noTpi6Ha 5483 noTpi6Ha °
I Hi, 9 BupiwnB He pobuTK LbOro 818

HI, ane BoHa €/6yna 59%
TOTAL 9 258 HE noTpibHa
Hi, 9 Bupiwmne He . 9%
pobuTn Lboro

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

Bun...?
o, o g o
N Yo Manu uneHa cim'i, aKkui
Iu M, kM 608’ BUKOHYEBaE 0508'33Ki _
anu yneHa ciM'i, sKUi BUKOHYBaB 060B'sI3kM NepCcoHaIbHOro 55 6601 NepCcoHanbHOro accTeHTa
T o Manu 3MOory caMocCTiMHO HavMaTu
. 0
I Manu 3Mory camocCTiliHO HaliMaTn NepCcoHabHOr0 acUCTEHTa, BMKOPUCTOBYIO4M KOLWTH, HaAaH
315 28% AEepXaBHUMWN OpraHaMu.
BUKOPUCTOBYHOUM KOLWITU, HaaHi Aep>XaBHUMKU opraHaMmu. Manu MOXAMBICTb 06paTy _ 210
(o]
) ocobucToro acucrteHTa
I Manun MmoxnuBicTb 06paTn 0CO6UCTOro acuCTeHTa 244 21%
Manun ocobucToro acucTeHTa,
I Manu ocobuCcToro acucTeHTa, HaMHATOro AepXKaBHUMU Cly6amu 137 12% HaMHATOrO Aep>KaBHUMU - 12%
) _ cnyxbamu
I He Manu Takoi MOXIMBOCTI - 0COBUCTUIN aCUCTEHT ByB 9> 8% He Manu Takoi MOXIMBOCTI -
npuU3HaYeHuN ocobucTuin acucteHT 6yBs 8%
npu3HayYeHuni
I IHWwe, BKaXITb... 55 5%
IHWe, BKaxXiTb...
TOTAL 1138
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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.
CKiJIbKM roAuH NnepcoHasnbHOI AONOMOr1 BiH/BOHa Ma€ B JaHMM YacC Ha AeHb? How many days of personal assistance do they currently have per week?
Mean Mean
CKiZibKM roAuH nepcoHasnbHOI AOoNOMOrM BiH/BOHa Ma€ B JaHUM YacC Ha AeHb? 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.
UYwu 3apoBosieHi By KinbKiCTIO roAMH NepcoHasibHOro gornaay? 3 AsKkuMu 3aBAaHHAMM BaM Hapasi gonoMarae nepcoHasjibHUM aCUCTEHT?
N % N %
Hyxe
I oyxe Hesanosonenuii(-a) 108 12% HeBaﬂOBO”eH””(; - 12% | Domawni cnpasw 424 76% AomawHi cnpasu _ 76%
a
I Ckopiwe He3agoBoneHnn(-a) 92 10% . I OcobwucrTa ririeHa 309 56%
Ckopiwe
| Hi 3anoBonenuii(-a), Hi He HEe3a40BOIEHNNA(- - 10% I couianshi Buxoamn 308 55% Ocobwcra ririeHa - 56%
. 195 21% a)
3a40BoOJIeHUIA(-a) Hi I Transportation from or to
3a40BOSIEHNI(- 274 49% CouianbHi
. 3a40BONIEHNI(-
[y>xe 3agoBoneHunin(-a) 205 22% a) I [MepecyBaHHS No AoMy
3 (- (nepeknagaHHs B NXKO Ta 3 Transportation
TOTAL 924 100% amoBoneHui( 35% P A 204 37% from or to your - o
a) niXkKa, 3 0OAHOro MoJIOXeHHS B house
ﬂy}Ke IHLLIe) -
3a40BOSIEHNIA(- 22% MepecyBaHHs n... 37%
anoson HMMa() ’ IMe,u,qua Aoromora 193 35% pecy
I Ha po6oyomy Micui 25 5% "
eaAn4Ha o
Iy wkoni 23 4% nonomora - 35%
I Mo3aLKinbHi 3axoamn 14 3%
Ha po6oyomy 50
I IHWe, BKAXIiTb... 70 13% MicLi ?
TOTAL 555

Y wkoni

-—
5
B3

Mo3awWwKinbHi
3axoaun

——
3
>

IHWe, BKaXiThb... 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.

Hackinbku Baxko Bam kepyBaTu NepcoHa/ibHUM aCUCTEHTOM (HalMaTH, ynpasiaTh, NJIaTUTN)?

N %o
I [yxe Baxko 62 14%
I oo o4 21% oo | -+
A 0,
I nerxo 64 14%
I [yxe nerxko 58 13%
I He 3Hato 0 0% Oy>xe nerko _ 13%
TOTAL 457 100%

He 3Hatw 0%

3 akumun npob6siemammn Bu cTtukaerecob y cnisnpaui i3 ocob6ucrmm acucreHTom?

N %
. o 3 ]
I Hemae Hiskux npobnem 456 45% OcobunCTUIM acUCTEHT YacTo He B 3MO3i
. . . -~ . npuiTK Ha poboTy, i Moro He _ 17%
I OcobuCTUNn aCUCTEHT YacTo He B 3MO3i NPUNTK Ha poboTy, i MOro He 3aMiHTb, - S .o
167 17% 3aMiHIOTb, KONU BiH BiACYTHIN
KON BiH BiACYTHIN OcobucTnii acnCTeHT He MaE _ 16%
[OCTaTHbLOI MiArOTOBKMU
o L o, o
I OcobuCTuin aCNCTEHT He Ma€E AOCTaTHLOI MiArOTOBKM 163 16% OCOBUCTUI acMCTEHT YacTo _ L4%
. (o]
v . 3MIHIOETbCSA
I OcobUCTNIA aCUCTEHT YacTo 3MIHIOETbCS 144 14%
Baxkko niaTpMMyBaTn MOTMBALIO o
. . o 14%
I Ba)xko niaTpuMyBaTu MOTUBALiO OCOBUCTOro acucTeHTa 140 14% 0cobucToro acnucTteHTa
I OcobUCTNii aCUCTEHT He BMKOHYE BCi 3aBAaHHS 107 11% OcobuCTuit aCUCTEHT He BUKOHYE BC _ 11%
3aBAaHHS
I Baxko AOTPMMYBaTUCS KOPAOHIB 3 0COBUCTUM aCcUCTEHTOM 107 11% BaXkKko JOTPUMYBaTUCA KOPAOHIB 3 _ 119%
(o]
. . 0COBUCTMM aCUCTEHTOM
I OCobuCTUIM aCUCTEHT He 3aBXAM NOBaXa€ AyMKY MauieHTa 82 8% .
OcobnCTUil acMCTEHT He 3aBXan - 8%
. (o]
I IHWe, BKaXiThb... 168 17% MOBaXxa€ AYyMKY NnauieHTa
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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.

Y BUKOHaHHIi SskMx 3aBaaHb Bam noTtpi6bHa gonomora? 3 Akux npuyuuH Bu He MaeTe 0co6UCTOro acucreHra?
N % N %
He 6ynun
| Domawni cnpasu 1219 68% Homauni cnpasy I He 6ynu BukoHaHi BUMOrM ans BVKOHaHI BUMOTH
AN HajaHHSA 31%
I CouianbHi BUXOaM 919 51% HafaHHs NepcoHanbHOro 349 31% nepcoHanbHOro
CouianbHi acucTeHTa
51% acucTeHTa
I Transportation from or to BMXOAN _ °
204 1% I He3posyMinuii npouec nogaHHs
your house Transportation 274 24% Hespozyminuii
- from or to your _ 51% 3a9BKU rnpolec nogaHHsa 24%
0,
I Ocobwucra ririeHa 858 48% house I 339BKM
KpaiHa/perioH He Hajae nocnyrm
I Mean4yHa gonomora 693 39% P /p A 4 175 16%
Ocobucra ririeHa _ 48% NnepcoHanbHOro acuCTeHTa
I Y wkoni 419 23% KpaiHa/perioH He
I Mpocunu, ane BiAMOBUN 115 10% Hazae nocnyru o
I [Mo3awKinbHi 3axoaun 418 23% MeanuHa nepcoHanbHOro 16%
onoMora 39% I Npocunu, ane Bce we B cnncky acucTeHTa
I [MepecyBaHHA No Aomy A ) 81 7%
OYiKyBaHHS
(nepeknagaHHSA B JIXKO Ta 3
. 379 21% Y wkoni - 23% I 1Hwe, BraxiTs... 301 27%
Ni>KKa, 3 0OAHOro NMOJIOXEHHS B Mpocunn, ane 10%
iHwe) TOTAL 1119 BIAMOBMNIN
Mo3alKinbHi 239%
I Ha po6oyomy Micui 239 13% 3axoau °
I IHWe, BKaXiThb... 175 10% Mpocunu, ane Bce
MepecyBaHHS ... - 21% e B CrUCKy 7%
TOTAL 1789 OYiKyBaHHS
Ha poGouc_my_ . 13%
Micui
IHWe, BKaXiThb... 27%
IHWe, BKaxiTb... . 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

Bu xuBere... UYu 3apgoBoneHi Bu cBoiMu TenepiwHiMU XXUTJIOBUMU YyMOBaMn?

N N Oyxe
I 3 ciM'eto 7 614 l Oyxe He3agoBoneHuin(-a) 1134 a)
Ckopiwe
I OavH 1624 OnuH - 17% I Ckopille He3a0BosIEHMIA(-a) 569 He3a40BOMEHN(- - 6%
a
I Residential institution 143 . ) l Hi sagoBoneHuii(-a), Hi He )
Residential 1% " 1342 Hi 3agoBoneHun - 14%
I Y KBapTuMpi 3i cnyx60t0 MiATPUMKM 63 institution 3a40BONEHNI(-a)
i 3apoBoneHuii(-a 3020
I Inwe, sraxiTs... 147 Y kBaptupi 3ic.. 1% I 32 (-2) 3af0BoOsEeHwii(-a) 33%
TOTAL 9591 Oyxe 3an0BoneHuin(-a) 3221
. LOyxe
IHWe, BKaXIiThb... 2% TOTAL 9 286 3370B0NEHMII(-a) 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.

UYu nposBoaute Bu 6inbliy 4YacTUHY AHA 3...?

Yu xoTtinm 6 Bu xutn...?

N N
3i im'
I 3 iHwuMu unenamm cim'i 4143 qneHa::;Jrinl::. _ 57% I 3cimen 3904 3 cim'eio _
| o 1614 | oaun 1225
I 3 pi3HMMU NtOABMU 3 iHBaNIAHICTIO L 262 OanH - 220 I Y kBapTupi 3i cny>x60t0 NigTPUMKHK 384 N
Ta 6e3 iHBaniAHOCTI B rpoMaai I v hesenukomy xutnoBOMY Y KBapTupi 3i
3 pi3HMMM 98 cnyxboro . 6%
I 3 iHWUMW NOAbMU 3 IHBanIAHICTIO 197 MOABMU 3 6yANHKY 3 OKPEMOIO CrasibHeto nigTPMMKM
— - iHBanigHicTio Ta - 17% I B o
o 6 6e3 iHBanigHoCTI IHTEpHATHOMY 3aKnajl 3i 18 Y HEeBENUKOMY X... I 2%
B rpomajl CNiNbHOIO CrasnbHeto )
3 iHWKMHK B iHTepHaTHOMY
noabMu 3 | 3% I IHWe, BKaxiThb... 427 3aknagi 3i 0%
iHBanigHicTO CMNiNIbHOO
TOTAL 6 056 cnanbHeo

IHWe, BKaxXiThb...

. 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

UYu ctukanucsa Bu konn-Hebyab 3 AUCKpPUMiHALUIED, NOB'A3aHOI0 3 pPiAKICHMM 3aXBOpOBaHHAM a6o iHBanigHicTiO?

N %
v || Yes 5270 58%

I Y cepi 0XOpOHU 340pOB'S 2 234 24% Yes 58%
I B iHWnX rpoMaacbkux micusx (roteni, pectopaHu, TpaHCNoOpT, My3ei Towo...) 2 158 24%
I B ocsiri 1 850 20%
I Mpwn npaueBnawTyBaHHI 1822 20%
I MoB’A3aHi i3 NpoXXMBaHHAM 506 6%
I 1Hwe, Braxits... 454 5% XoaHoro pasy 42%
I In the social environment (family, friends...) 83 1%

I XXoaHoro pasy 3 860 42%

TOTAL 9126 ® Yes @ XopHoro pasy

UYu ctukanucsa Bu konn-Hebyab 3 AUCKpUMiHaLUI€ED, NOB'A3aHOI0 3 pPiAKICHMM 3aXBOpOBaHHAM ab6o iHBanigHicTiO?

N %
I XXoaHoro pasy 3 860 42%
I Y cdepi 0XopoHU 340p0oB'a 2234 24% Cepi 0XOpOHY 3A0POB'S °
i i i i = erommn sancnome wyat ronoes | NG -
I B iHWMX rpoMaacbkux micusx (roteni, pectopaHu, TpaHCNopT, My3ei Towo...) 2 158 24% pPECTOpaHU, TPaHCMOPT, My3ei Towwo. ) o
I Mpwn npaueBnawTyBaHHI 1822 20%
I MoB’A3aHi i3 NPOXMBaHHSAM 506 6%
, L %
I THIWe, BKAXITb... 454 5% MoB’A3aHi i3 NpoXMBaHHAM - 6%
I In the social environment (family, friends...) 83 1% IHWe, BKaxiTb... - 5%
l He 3Hato 25 0% In the social environment (family, l 19
friends...) 0
TOTAL 9 150

He 3Hato 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 Mpautoto (abo yacTKoOBO MpaLtoo)
I MpuBaTHWMIA NignpuemeLb

vl Unemployed or cannot work because of a disease
I Be3pobiTHuii/-a

I Cannot work because of the disease

ILI,OMorocno.u.apKa (Hanpuknaa, mama abo TaTo, LW...

I [MeHcioHep/ka
I CTyneHT/y4eHb

LLle He gocAar WKiNbHOro BiKy
I IHWe, BKaAXIiTh...

TOTAL

2 567

2 329

238

1216

716

500

177

714

500

154

5332

flka Bawa noTto4yHa cuTtyauia?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

o,
of a disease 2%

[omorocrnoaapka (Hanpuknaz, Mmama

3%
abo TaTo, WO 3a/MWIAaTLCA BAOMA)

MeHcioHep/ka 13%

CTyAeHT/y4eHb 9%

LLle He gocAar WKiNbHOro BiKy 0%

IHWe, BKaxiTb... 3%

@ nMpautoro (a6o yactkoso npautoo) @ MpusaTtHuii nignpnemeur @ Be3pobiTHuMiI/-a

@ cannot work because of the disease

® [fomorocnopapka (Hanpuknag, Mama a6o TaTo, WO 3a/MLWAIOTLCS BAOMA) ® nMeHcioHep/ka
® CryaeHTt/yuyeHb Llle He pocAr WKiNbHOro BiKy ® IHwe, BKaXiThb...

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.

flkomMy TUnNy TpyaoBoro gorosopy Bu 6 Bigaanu nepesary, akwo 6 Bac npauesnawtyBanm?

N
| nosHoro po6ouoro ams 185 poboyoro AHs
I HenosHoro po6oyoro AHSA 431 HenosHoro _ 48%
po6o4yoro agHs
l XoaHomy, He wykat poboTy 290
XXogHomMmy, He 329
TOTAL 906 WwyKat poboTy °

AAKi npuunHM TOoro, wo Bu 3apa3s 6e3pobiTHI?

N % Baxxko KepyBaTu NposiBamMu
iwnauroryears T -
. (o]
[l Baxko kepyBaTv nposiBaMu 3axBopoBaHHSI-CUMMTOMaMW/MiANAWTOBYBATH cuMNTOMaMu/MiAnaWToBYBaTH
503 55% MeAUYHI Bi3WUTK
I CKIagHWit pUHOK npaLi 271 30% BigcyTHiCTb agekBaTHUX YMOB A9
o0 ranonors s pamcnopron 260 NN >/
I BiacyTHiCTb agekBaTHMX YMOB AN pob0TU, TakMX K THYYKUA rpadik, Aoromora 3 TpaHcnopTom abo
. 263 29% 0CO6NCTUIN aCUCTEHT
AornoMora 3 TPaHCnopToM abo 0COBUCTUIN aCUCTEHT THwWe, BKaXiTh... _ 17%
i )
I Hwe, sraxire... 159 17% HeraTuBHe CTaBfeHHS Ta CTUIMa 3
. ) 60Ky noTeHuinHMX abo nonepeaHix _ 17%
I HeraTvBHe CcTaBfieHHs Ta CTUrMa 3 60Ky MOTEHUiiHUX abo nonepesHix 6 )
158 17% poboToaaBuUIB

BiACYTHICTb Ha/IeXXHOro HaBYaHHS,
Kap'epHOro KOHCY/bTyBaHHSA abo
npodopieHTauii

po6oToaasuiB 13%

I BiaCyTHICTb HaneXHoro HaB4YaHHS, Kap'EPHOro KOHCY/IbTyBaHHS abo

116 13% . o o
npodopieHTaLii CTtpax BTpatuTK (piHaHCOBI NiNbrn - 8%
I CTtpax BTpaTUTK iHAHCOBI Ninbrn 75 8%
0O60B’s3kM Mo gornsay - 7%
I O608B’A3kKM Mo gornaay 64 7%
[l 3Heoxouenns 3 6oky cim'i 26 3% 3Heoxo4eHHs 3 6oky cim'i .
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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.

flka nigTpuMkKa B nNpauessialiTyBaHHI Ta aganTtayii HA po6oyomMy Miculi, Ha Bawy AyMKy, MO>ke NOoKpawuTu Bawe >xnu1ra Ha poborTi?

Po6oui yMOBM, Taki ik HanexHi

Pob6oui yMOBM, Taki Ik HanexHi yMOBM NpaLi, FTHy4YKuii rpadik ; . .
I Y ! Y paul, THy pacdik, YMOBW Mnpaui, rHy4Ykuin rpadik,

BigAaneHa poboTta, MOXIMBICTb 6yTW BiACYTHIM Ha po6oTi nig Yac 2 463 BifAaneHa poboTa, MOXIUBICTb 6yTK 82%
. BiACYTHIM Ha poboTi nig vac
nikyBaHHs abo Tepanii nikyBaHHA abo Tepanii
I IHK/TI03MBHICTb Ta NO3UTUBHE CTaBfiEHHS 3 60Ky Koner Ta/abo
) 1211
po6oToaasuiB
, IHKNO3MBHICTb Ta MO3UTUBHE
l HanexHe HaBYaHHS, KOHCYNbTyBaHHS 3 NUTaHb kap'epun abo o
459 CTaBneHHs 3 6oky koner Ta/abo 40%
npodopieHTauis poboToaasuiB
I Jonomora 3 nepecyBaHHAM 432
I MepcoHanbHWU acncTeHT 151
TOTAL 3 005 HanexHe HaBYaHHS,
KOHCY/NbTYBaHHS 3 NUTaHb Kap'epu 15%
abo npodopieHTauis
[Jonomora 3 nepecyBaHHAM 14%
[epcoHanbHU acUCTEHT 5%
et 3 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 respondents who are currently employed.

filkuii y Bac TMn TpyAOBOIro AOrosopy? fiIkuii Ball NOTOYHUM piBeHb 3aJIly4eHOCTi Ha po6orTi?
N % N %
[ Nocriithuii korTpakT Ha MOCTIAHMIA KOHT... _ | nosha yuacrs 1942 64%
1561 56%
. o [MoBHa y4acTb
MOBHWIA pOboUMit AeHb | yactkoso o6Mexera 892 29%
I Mocriimwii konpak Ha . 9206 TIOCTIiiHMUiA KOHT... - 22% I Ayxe obmexena 220 7%
HENoBHMN poboYnin AeHb TOTAL 3 054 100
(o]
I CTpOKOBWI KOHTPAKT Ha YacTKOBO
y y 300 11% CTPOKOBWIA KOH... 11% 29%
MOBHWUI pobounin AeHb obmMexeHa

I CTpOKOBUI KOHTPAKT Ha

158 6%
HEMOBHUIM POBOUNIA AEHb CTPOKOBMIA KOH... 6%
I IHWwe, BKAXITb... 142 5%
Oyxe obMmexeHa 7%
TOTAL 2782 100% IHWe, BKaXiTb... ' 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.

Bawa 3aHATICTb ?

N O/o o . . e
3BuyariHa i (Npautoto B opraHisadii,
I 3BKMYaliHa i (Npautoto B opraHizauii, Ae npautotoTb N0An 3 iHBanigHICTO Ta 6e3 [le NpautoTh Noax 3 iHBanigHICTIo Ta 73%
2199 73% 6e3 iHBanigHocTi, 6e3 NiATPUMKN YN
iHBanigHocCTi, 6e3 NiATPMMKM Yn NPUCTOCYBaHHS poboyoro micus) NPUETOCYBAHHS POBOYOTO MiC 3
@BMH%MHa, 3 ?IID,TDVIMKOIO 1
I 3BWYaliHa, 3 NiATPUMKOK abo NPUCTOCYBaHHAM Ha poboyoMy Micui (Npautoto B MPUCTOCYBAHHAM Ha pobo4oMy Micui
. . o . . . . (npautoto B opraxisauii, e npautoTb
opraHisauii, e npauloloTb N0AN 3 iHBaNiAHICTIO Ta 6e3 iHBaniAHOCTI, 3 NiATpMMKOLO abo 735 24% noav 3 iHBanigHicTio Ta 6e3 249,
MPUCTOCYBaHHSAM Ha po60YOMY MicLi BiAMOBIAHO 40 0CO6MCTOI cUTyaLii). IHBaNIAHOCTI, 3 NIATPUMKOO 7_“60_
I'Ipl/ICTocyBaHHf-IM Ha poboyomy Micui
" i 7 i iAnoBi C CTOI cUT i
I 3aniHATICTb ANns nogen 3 ocobnmsmMm notpebamm (opraHisauii, Ae NpaulooTb NEepeBaXHO - -~ 3aﬁ#;|T(|)c i 'gonorop.oeﬁvll/la 8COglﬂ%aHM%/l
noan 3 iHBanigHICTIo) notpebamu (opraHisauii, ae 20
npaLoTb NEPEBaXXHO AN 3
TOTAL 3 009 100% iHBanigHicTIO)

UYu xoTtinm 6 Bu npayroBaTtm...

o,
N o 3BuYariHa i (Npautoto B opraHisauii,
I 3BKMYaliHa i (Npauoto B opraHisadii, Ae npautotoTb Ntoan 3 iHBanigHicTio Ta 6e3 iHBaniaAHOCTI, Ae npqurorm:n: mop‘_” 3 'HB‘?”"”‘H'CT*O Ta 33%
990 33% 6e3 inBanigHoCTi, 6€3 NiATPUMKN YN
6e3 NigTPUMKM Yn NPUCTOCYBAHHS po6040ro Micus) NPVBEAGYHRIAHS POSPIATROICEE]
. ) o L NpUCTOCYBaHHAM Ha pobo4oMmy Micui
I 3BMYanHa, 3 NiATPUMKOK abo NpPUCTOCYBaHHSAM Ha poboyomy Micui (Mpautoto B opraHisauii, (Npauioto B opraHisalii, 4e NpaLoTh
[e NpaLoTb Noan 3 iHBaNiAHICTIO Ta 6e3 iHBanigHOCTI, 3 NiATPUMKOK abo NMPUCTOCYBaHHAM Ha 1175 39% . JioAn 3 _iHBa’.'mHiCT*O Ta 6e3 39%
iHBanigHoCTI, 3 niaTpMmMKoto abo
po6o4yoMy Micui BiANOBIAHO A0 0cobuCTOI cuTyauii). NPUCTOCYBaHHSAM Ha Po60OYOMY MicCLi
I 3aiinsi y N 3aRMOSHAHYA QRN STOECBITYB W)
3aliHaTicTb Ana nogen 3 ocobnmemmu notpebamu (opraHisauii, Ae NpaulolTb NepeBaxHo 120 % noTpe6amu (opraHisauii, ne ”
noan 3 iHBaJ‘Ii,D,HiCTPO) I'IpaLl,IOPOTb I'IepeBa)KHO nwan 3
iHBaniAaHIcTIO)
I Hemae nepesar 732 24%

Y Sample information : Situation_m among "lMpayroro (abo yacTkoBo npavroro);[ipusaTHuii n/;qaneMeub"
' 'y t R -
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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

Uu BigBigyeTe BM...

N
I 3BUYalNHy WkKony 6e3 npuctocyBaHb abo aganTtauin 662 abo aganTauin
I 3BUYANHY LLIKOJY 3 MPUCTOCYBaHHAMKM abo aganTtauismMm 504 3BMuaiiHy WKOMY 3 NPUCTOCYBaHHAMM 5700
. (o]
L RV - abo aganTauisMu
I CneuianizoBaHy WKONYy AN AiTel 3 iHBaNigHICTIO 290
I YHiBepcuter 224 CnieuianizoBaHy KONy 414 AiTen 3 15%
iHBaNiAHICTIO
I LLle He pocAar WKiNbHOro BiKy 67
I HaBuyatocb BAomMa 62 YHiBepcuteT _ 12%
I Komb6iHOBaHMIM BapiaHT 3BUYaMHOI LWWKOM, Creuiani3oBaHoi WKoAN Ta
54 . . o
JIOMaLLHBOr0 HaBUYaHHA LLle He gocAar WKiNbHOroO BiKy 4%

KoMb6iHOBaHMI BapiaHT 3BUYaNHOI
LKONM, crieuianizoBaHoi KON Ta
AOMaLlHbOro HaBYaHHS

I IHWe, BKaxiThb... 14
Hasuatock Booma . 3%
TOTAL 1877

IHWe, BKaXiThb... ' 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 . 0
v | Limited 1250 72% Limited 36%
I Hemoxxnmea 99 6% I
Hemoxnusa 134 8%
0,
I Yactkoso o6mexena 547 32% flosHa yuacts _ 42% MoBHa y4acTtb - 26%
I [yxe obMexeHa 494 28%
I ayxe o6mexena 312 18%
He l 3% I YactkoBo obMexeHa 622 36% He o
I Mosna yuacrs 2 e e | nosha yuacts 454 26% 3aCTOCOBYETbCA ’
I He 3acTocoByeTbcs 46 3%
TOTAL 1736 100 @® Hemoxxnusa @ YacTkoBo o6MexxeHa I He sacrocosyerscs 36 2% ® Hemonmsa @ [ysxe o6MexceHa
o
@ [Ayxxe o6merkeHa @ nMosHa yuacTb TOTAL 1 748 100% ® YacTtkoBo o6MeXxeHa
©® He 3acTocoByetbes ® NosHa yuyactb @ He 3acTocoByeTbCs
Compared to other people the same age, what is your current level of participation in moving BMKOPUCTaHHA HaBYaJibHMX MaTepianis Ta o6/1aaHaHHA, AOCTYNHOrO iHWMM CTyAeHTaM y knaci aéo
around at SChOOl/unlverSIty (e-.g-, to get to and .use the bathroom, playground, cafeteria, Ilbrary aKe 6yno MOAM¢iKOBaHe ana Bac (Hanpuknanl KHUTHK, KOMI'I'I‘OTePM, cTinbLUi Ta nap-r“)?
or other rooms and things that are available to other students the same age)?
N %
mi
Limited _ 28% v || Limited 698 41% °
v | Limited 834 48%
I H . - I Hemoxnunsa 68 4%
n 49%
I Qyxe o6mexena 237 14%
. He l 300 [l YactkoBo o6mexeHa 433 25% He . 6%
I Yacrioso obmexce... 481 28% 33CTOCOBYETbC o 3aCTOCOBYETbCH
I MoBHa yyacTb 922 54%
I MoBHa y4acTb 855 49%
He 3acTtocoByeTbCA 103 6%
| He sacTocosyeTbes 54 3% ® Hemoxnmsa @ [lyxe obMexeHa I @® Hemoxnmea @ [yxe o6MexeHa
©® YacrtkoBo o6MexxeHa TOTAL 1723 100% ® Yactkoso o6MexxeHa @ MosHa yyactb
TOTAL 1743 100% ® nMNosxa yyactb @ He 3acTocoByeTbCs ® He sacrocoByeTbea
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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

CninkyBaHHSA 3 iHWWMMM CTyAEHTaMM Ta AOPOC/IMMM B WWKOANi/YyHIiBepcuTteTi?

N %
I Hemoxnumea 82 5%
I [yxe obMmexeHa 291 17%
[MoBHa y4acTtb 50%

I YacTtkoBo obMexeHa 440 25%
I lMoBHa y4yacTtb 880 50%
I He 3acTocoByeTbCsa 54 3% He 3acTocoByeTbCs l 3%
TOTAL 1747 100%

@® Hemoxxnuea @ [Ayxe o6mexxeHa @ Yactkoso o6MexxeHa @ MMosHa yyactb
@® He 3acTocoByeTbeA
Sc_ScP_cat
N %
vl Limited participation 1229 79% o o
Limited participation 23%

I YacTtkoBo obmexeHa 484 31%

I very limited particip... 386 25%

l Limited participation 359 23%

lMoBHa y4acTb 21%

I MoBHa yyacTb 319 21%
TOTAL 1548 100%

@ Yactkoso o6MexceHa @ Very limited participation @ Limited participation
@ fMoBHa yuacTb

y ek
Y’y ] * 3 . e
‘ U : Rare ‘

. Barometer EURURD'

RORDES ¥ INITIA 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

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

CouianbHi, irposi a6o A03BiNbHI 3axoAun 3 APY3AMU B palioHi Ta cninbHOTIi (Hanpuknaga,
HedopManbHi irpn, «TycoBku», BiABiAYBaHHSA rPOMaACbKUX MiClb, TaKMX fIK KiHOTeaTp, napk a6o MnaHoBi NoAii Ta 3axoau B paloHi Ta cninibHOTI (Hanpuknah, KOMaHAHI BUAU CNopTy, kKNy6u, CBATKOBI
pectopaH)? a6o peniriiiHi 3axoau, KOHUEpPTHU, Napaau Ta spMapku)?

N % N %

Limited Limited
. o T 37% imite 349%
v | Limited participation 7 008 73% participation v | Limited participation 7 280 76% participation

I Hevoxnmea 838 9% 0 I Hemoxmea 1339 14%
MosHa y4acTb 24% MoBHa yyacTb - 18%

I Oyxe obMmexeHa 2 608 27% I [y>xe obmexeHa 2677 28%
I YacTkoso obmMexena 3 562 37% He | 3% | Yactkoso obmexe.. 3 264 34% He
3aCTOCOBYETbLCA 33CTOCOBYETbES 5%
I MoBHa y4yacTb 2283 24% l MoBHa y4acTtb 1760 18%
| He 3acTocosyetbes 270 3% ® Hemoxnusa @ Aysxe o6merxcena | He 3actocosyetbes 504 5% ® Hemonmea @ [Aysxe o6MexeHa

©® YacrtkoBo o6MeXxeHa

TOTAL 9 561 100% ® NosHa yuacrs TOTAL 9 544 100% @ YactkoBo o6MexxeHa @ TMMosHa yuacTb
@ He 3acTocoByeTbCs
® He 3acTocoByeTbeA
MepeMilweHHs No paloHy Ta cninbHOTI (HanNpukaah, rpoMaacbki MicUs , NapkKu, pecTopaHu, CnisikyBaHHSA 3 iHWWMMMK y palioHi Ta CNiNIbHOTI?
KiHOTeaTpm)?
N %
.I‘.'m'Fed _ 35% vl Limited participation 8 648 91% participation
v | Limited participation 6 085 64% participation
I MoBHa y4acTb 4523 47%
I Hemoxnuea 711 7% MoBHa y4yacTb - 33% HemoxxnumBa l 5%
I Oyxxe obMexeHa 1448 15%
I [yxxe obMexeHa 2 066 22% He
' 3% I YacTkoBo obmexe... 2677 28% He l 4%

I YacTtkoBo obmexe... 3 308 35% 3aCTOCOBYETLCH 3aCTOCOBYETbCA
I I Hemoxnunea 512 5%

[MoBHa y4acTb 3178 33% H
i : quomnuBaG ® Ayxe oGmexnena | He sacTocoByeTbes 395 4% @® NosHa yuyactb @ [yxxe o6MexxeHa

He 3actocoByeTbCs 303 3% acTKOBO OOMeX<eHa y

acTkoBo o6MexxeHa HemoxxnuBa
@ nMosHa yuacTb TOTAL 9 555 100% ® ®

TOTAL 9 566 100% ® He 3acTtocoByeTbcs

® He 3acTtocoByeTbcs
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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 YacTkoBo obMexeHa
I MoBHa y4acTb

TOTAL

7 281
3110
1859
2312
1411

8 692

%

84%
36%
21%
27%
16%

100%

Sc_CoP_cat

Limited participation 27%

[MoBHa y4acTb 16%

@ Very limited participation ® Limited participation
® YactkoBo o6MexxeHa @ MoBHa yuacTb
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

0a®
«®w5.5. SOCIAL ENVIRONMENT
-
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

filk 6u Bu ouiHMAM couianbHy NiATPUMKY, siky B oTpuMyeTe Big nroaen (aonomora Big 6/1M3bkUX Yu 3aiManucsa Bu HeonnauyBaHow, pakynbTaTUBHO po60TOor0 a6o HedpopMasnbHOK AiANIbHICTIO
nroaen, Ha skux Bu moxkete po3paxoByBaTH, CTyp60BaHiCTb IHWIMX l0Aei, NpaKTUYHa AonoMora (Hanpuknapg, gonomMaranym iHWKUM NIAAM, TBapMHaM) ana 6yab-aKoi opraHisauii nporarom
cycigiB y pasi notpebu)? ocTaHHix 12 Mmicauis?
N N

Hu3bka

0,
I Hun3bka 2 080 23% I Hi

I cepeans 3693 I Tax 2 865
CepeaHs 40%
I cunbha 3 454 TOTAL 9 435
Tak 30%
TOTAL 9 227 CunbHa 37%

6 570 Hi

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

YoMy Hi? Byab slacka, HagauTe Mwie HaliBaXk/IMBiLLYy NPUUYUHY.

N %

Mpobnemn 3i 520
I Mpobnemu 3i 300poB'sam 2 164 52% 340pOB'aAM °
I BiacyTHicTb yacy 1108 27%
BiacyTHicTb yacy - 27%
I BiacyTHicTb iHTepecy 433 10%

l 3aHaaTo Monoaui, wob 6ytm . . .
242 6% BiacyTHicTb iHTEpecy 10%
BOJIOHTEPOM
3aHaATo Monoaun
HepocTynHe po3TallyBaHHS 115 3% !
I AocTy P 4 ? wob 6yTn . 6%
| crpax srpatuTi ninbru yepes BOJIOHTEPOM
87 2%
iHBaniAHICTb y pa3i BONOHTepCTBa HepocTtynHe 39
pO3TallyBaHHs °
TOTAL 4 149 100%
CTpax BTpatutu
_ ninbru yepes ' 2%
iHBanigHiCTb y pasi

BOJIOHTEPCTBaA
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Sample size 9591 responses
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3 6yAb-IKUMW 3anNUTaHHSAMM 3BepTaiTecs A0 KOMaHAW Rare
Barometer 3a agpecoto rare.barometer@eurordis.org

3 6yAb-IKUMU 3anNMTaHHSAMM 3BepTaiTecsa 40 KOMaHAM Rare
Barometer 3a agpecoto rare.barometer@eurordis.org
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