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

Bbl 3anosiHAAeTe ONpPOCHUK KakK...?

9 591

YCTPOMACTBO, UCNOJIb3yeMOEe ANl OTBETA CpeaHee KOJIMYECTBO MUHYT Ha

3anoJiHeHne aHKeTbl

® PC O Tablet Smartphone

Mean

CpeaHee KOIMYECTBO MUHYT Ha
3anoJiIHEHNnEe aHKeTbl

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

Bbl 3anosiHsieTe ONPOCHUK KakK...?

N
I Yenosek c penkum 3abonesaHnem 6 136 o
YenoBekoM, KOTOpbI nepeHec
I YenoBekoM, KOTOpbIV nepeHec 60/1€3Hb WY Bbi3J0OpaBvBaeT GonesHb nnn BbISAOpaB/IBaeT l 1%
123 (Hanpumep, yenosek, nobeanBLUNIA
(Hanpumep, Yyenosek, No6eaAnBLLMIA paK) POAUTENEM YENOBEKa C pepﬂa)lﬂ
I Poaoutenem yenoBseka C pefkuM 3abonieBaHMEM UM MPOXMBaETE
2 816 BMEeCTe C TakMM YesI0BEKOM
BMeCTe C TaKMM Ye/lI0BEKOM Oen vnn 6abylwika yenoseka c I 0%
peakuM 3abonesaHueM °
I,El,e.u. nnn 6abylika yenoseka C peakum 3aboneBaHnem 43
[ Cynpyr wau cynpyra 4yesioBeka . 30
0
Cynpyr uam cynpyra 4yenoseka C peakum 3abonesaHnem 240 peAKVM 3a60sieBaHeM
I,D,ﬂ,qﬂ W TETS YesioBeKa C peakmm 3aboneBaHnem 19 [la0s Vv TeT YenoBeka ¢ peakuM ‘ 09
(o]
N 3aboneBaHnem
I BpaToM nnun cectpoi yenoBeka, XUBYLLEro C peaKUM
82 .
3a601eBaHneM BpaTom unu cectpor yenoseka, l 1%
XUBYLLEro ¢ peakum 3aboneBaHnem

I Opyron (yTouHuTe) 132
Opyron (yTouHuTe) l 1%

TOTAL 9 591

Ecnu Bbl Bbi6panu «[ipyroe», yKakure... Bbl aiBNsieTecb npeacraBurenemMm 60sbHOro, To €CcTb, NPpUHMMaeTe yyacTue B NoIMTUKe B o6slactun

AEATEeNIbHOCTU B NOAAEP)KKY BbiABJIEHUS NPUYUH peaKux 3aboneBaHuin?
N %
N
I Yenosek c peaknm 6 260 6 Yenosek ¢ I 23
5% a 2 210 a %
3aboneBaHnemM PEAKIM A
3aboneBaHnem
, | Her 6 643

I Family member 333 3

1 5%
(parent, SDOUSE) 0 I ﬂ e 738 HeT —
TOTAL 9 591 100% Family member TOTAL 9 591

(parent, 35%
spouse...) S He 3Hat . 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

YKakute cBOM non Ckonbko Bam 6bus10 ner, korga Bbl 3aKkoOHUYMAM gHEBHOe 06yuyeHune?
N N
I Xenwmra 5807 | He crapuwe 15 net 450 He capue 15 . 6%
W XeHwuHa 75% P ner

I My>umnHa 1 864 I OT1 16 8o 19 net 1817
Iﬂpyroﬁ 72 I Ot 20 po 23 net 2 291 OT 16 no 19 net - 24%
TOTAL 7 743 My>xunHa 24% I He monoxe 24 net 2 142

I npop‘onma'o 06yquMe 848 OT 20 p‘o 23 net _ 300/0

TOTAL 7 548

Opyron 1% He mMonoxe 24 o
ner 28%
Mpoaonxato 119%
o6yyeHune °
Ckonbko Bam ner? CKOJ1IbKO JIET YUesioBeKYy, CTpaaaroweMy peakum 3abonesaHmnem?
N % N %o
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 %
DdpaHums 1168 14% Cepbus 69 17%
NTannsa 946 12% Jokcembypr 50 13%
NcnaHusa 858 11% NaTteu4 46 12%
[epMaHus 762 9% MonbLwa 44 11%
Benbrusa 465 6% YKpaunHa 33 8% 197
HuaepnaHabl 429 5% NvtBa 32 8% 273

21

OanHuns 427 5% CnoseHus 27 7% 95
PyMbIHMSA 368 5% Kunp 24 6% 3
Typuwns 368 5% ManbTa 24 6% 35
CoeaunHeHHoe Poccus 21 5%

367 5% 1
KoponescTtBo BOCHUS U

13 3%

duHNAHANSA 338 4% [epuerosuHa P
MopTyranus 274 3% MakenoHus 4 1%
LBeuunsa 228 3% DCTOHUA 3 1% <
Yewwckas YepHoropust 3 1% 232

154 2%
Pecnybnuka Wcnanams 2 1%

42
peumns 150 2% AHZoppa 1 0%
211 218
Cnosakus 127 2% Benapycb 1 0% 858 -~
Hopserusa 123 2% JIMXTEHWTENH 1 0%
BeHrpus 114 1% Monzosa 1 0% >
Xopsatus 104 1% MoHaKo 1 0% o
Wpnanams 91 1%
Lsenuapus 87 1%
ABCTpUSA
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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 kakoi cTpaHe Bbl npo)xuBaerte?
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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

Moxxanyiicta, BbiI6epuTe NnpeasioXKeHne KOTopoe, Niyylle BCero, onucbiBaeT Bawy cuTyauuio Mam cuTyauuio YesoBeka 0 KOTOpoM Bbl 3a6oTuTtech:

N
I A 3Hato HA3BBAHWE peakoro 3aboneBaHus, cMHapoMa UM Nopoka pasBUTUSA, U ero Hanuyue 6b110
MOATBEPXAEHO ¢ noMoLLblo COOTBETCTBYHOLWMX FEHETUYECKUX, KITIMHUYECKUX, BU3YaNIM3aLUNOHHBbIX, 8 624
MOSIEKYNAPHbIX NN BUOXMMMUYECKMX nccnefoBaHnn (Hanpumep, 6uoncms, aHaan3 KpoBM UM MOYN)
I 51 3Hato HA3BBAHWUE peakoro 3aboneBaHns, cMHApoMa UM NOpoKa pa3BUTUSA, HO ero Hanuyue ewle
HE noaTBep>XAeHO C MOMOLLbIO COOTBETCTBYOLWNX FrEHETUYECKNX, KITMHUYECKNX, MEANLMHCKNX 456
BU3Yyann3aUMOHHbIX, MONEKYSPHbBIX UM BUOXMMUYECKUX UCCea0BaHNUN
I S pacnonarato Tonbko YACTUYHOM nHdopMaumeit o Ha3BaHWM peaKoro 3abonesaHuns, Tune
184
3aboneBaHns UK reHe, KOTOPbI C HUM CBS3aH
@ A 3Haro HABBAHME pepakoro 3a6oneBaHusi, CMHAPOMA WJIM NOPOKa Pa3BUTUS, U ero Haaunuume 6bin...
I S 3Hat0, YTO 3TO peakoe 3aboneBaHne, HO ero HasBaHue unn npmunHa HE YCTAHOBJIEHbDI 242
@® 5 sHao HA3BAHME peakoro 3a6onesaHus, CUHAPOMa WM NMOPOKa pasBUTHUSA, HO €ro HaJiMumne eLy...
I Opyron (yTouHuTe) 84 ® s pacnonarato Tonbko YACTUYHOW nHdbopmaumeii o HasBaHuM peakoro 3a6onesBaHus, Tune 3a6o...
Sl 3Halo0, YTO 3TO peakoe 3aboseBaHne, HO ero HassaHue wam npmumHa HE YCTAHOBJIEHbI
TOTAL 9 590 ¢ o pea ' P
® QApyroii (yTouHute)
This question was only asked to people with an INITIAL diagnosis. This question was only asked to people with confirmed diagnosis.
BcnoMHUTE HaBCKMAKY, CKOJIbKO BPEMEHM MNMPOoLLJIo € TeX nop, kak Bbl Bnepeble ysHann HASBAHMUE sTtoro BCrnoMHUTE HAaBCKUAKY, CKOJIbKO BPEMEHMU MNMPOLUJIO C TEX NOP, Kak Ha3BaHUe 3TOro peaKkoro
peakoro 3a6onesaHus, CMHAPOMa UM NOPOKa pa3BUTUA? 3aboseBaHuna, cuHApoMa waun natonorum 6oino NOATBEPXXAEHO cooTBeTCTBYHOLMMHU
reHeTM4eCKMMMH, KJIMHNYECKUMUN, MEAULIMHCKUMU BU3yasin3aLuMoHHbIMU (C NnonyyeHuem
n3o6parkeHuin), MoneKyNipHbIMU UM 6MOXMMMUECKUMU aHann3amu (HanpuMmep, 6uoncuen,
N aHaJIM30M KPOBM WJIN aHAJIN30M MOUM).
MeHee 7%
I Menee 6 mecaues 43 6 mecsueB
N
I OT 6 go 23 Mecsues 76 OT 6 fo MeHee
23 . 12% I MeHee 6 MecAaLeB 739 6 mecaues
for 21004 ner 140 MecsiLeB
I OT 6 oo 23 mecsaues 1001 Ot 6 Ao
I 5 wnn 6onee ner 362 539, 23 mecaues
OT 2 po 4 net o | o 2 a0 4 ner 1502
TOTAL 621 OT 2 no 4 net
I 5 nnn 6onee net 5 366
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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 - 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%
9%
9%
8%
8%
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")
Sample size 9591 responses

A 2. DISABILITIES

Disability rates; diversity, complexity
and severity of disabilities
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Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;7;8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

Sample size 9591 responses

The Washington Group Short Set on functioning assesses the

difficulty experienced by people living with rare diseases in doing The Global Activity Limitation Index (GALI) measures disability

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

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

B TeueHue nocnegHnx 6 nnm 6osnee mecaueB 6biaiv nu Bbl
orpaHuuYeHbl B BbIMOJIHEHUM e, KOTOPbIMU O6bIYHO 3aHMMAKOTCA
nwoau, ns-3a npobnem co sgoposbeM? Bbibepurte oTBeT...

WG-SS2
N %
N %
v With disability 7 790 83%
With disability 8 351 87%
CnnbHO orpaHuyeH(-a) 2 964 31%
Without disability 1240 13%
OrpaHunyeH(-a), HO He CUbHO 4 826 51%
TOTAL 9 591 100%
v Without disability 1 652 17%
CoBceM He orpaHuyeH(-a) 1652 17%
TOTAL 9 442 100%
WG-SS2

B TeueHue nocneaHunx 6 nnam 6onee mecaues 6bian nn Bbl
orpaHuyeHbl B BbINOJIHEHUM fies], KOTOPbIMU O6bIYHO 3aHMMalOTCA
noaun, ns-3a npoébnem co spopoebem? Boibepute oTBeET...

Without disability - 17%

@ CunbHo orpaHuyeH(-a)

Without disability . 13%

® OrpaHuueH(-a), HO He CUJIbHO
@ CoBceM He orpaHuyeH(-a)

through activity limitations that an individual experienced in the last 6

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

Bbl cuntaete ceba yesnoBeKoM...?

N %

v With disability 8 030 88%
C BUANMBIM DU3NYECKUM H... 1626 18%

C HEBMAUMBIM DU3UYECKUM... 4107 45%

Kak ¢ BugumbIM, Tak U C He... 2 297 25%

v Without disability 1 068 12%
Be3 dum3nyeckoro HegocTar... 1 068 12%
TOTAL 9 098 100%

Bbl cuntaete cebs yes0BEKOM...?

Without disability . 12%

@ C BuaMMbIM PU3NYECKMM HEQOCTATKOM
@® C HeBMAMMBIM PU3MYECKMM HEAOCTAaTKOM
Kak ¢ BUAMMbIM, Tak U C HEBUAUMbBIM (PU3NUECKMU...

@® Be3 hm3nueckoro HepgocTaTka
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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/

WcnbiTbiBaeTe nn Bbl TPyAHOCTM €O 3peHuneM, [Aarke npu HoweHun cBOMX o4koB]? Bbibepute UcnbiTbiBaeTe nu [Bbl/OoH/0OHA] 3aTpyAHEHUSs co cjiyxoM, [Aarke ncnonb3ysa cnyxoBou annapar-
OTBET... (b1)]? Bbibepute oTBeT...
N % N %
He mory 310 I 1% He mory 310 o,
[ He mory a10 Aenatb I He mory 310 genats 38 0% Aenatb
98 1%
Aenatb WcneiteiBato 60... . 8% I WcnbitbiBato 6onblune . - WcnbiTeiBato 60... l 3%
e
I McnbiTbiBato 3aTpyAHeHus ’
6onbLune 758 8% UcnbiTeiBaio o... 33% I v a0 McnbiTbiBalo O... 16%
NbITbIB
3aTpyAHEHNA He UcnbITbIBaO 8% onpeneneHHble 1 544 16% He ncnbiTbiBato 80%
| vcnbitbiBaio 3aTpyAHeHuu 3aTDYAHEHNS 3aTpyAHEHWik
These questions were only asked to people with difficulty.
3Tn 3aTpyAHeHuUs...? 3Tu 3aTpyaHeHus...?
N N %

HocaT HocsaT
. MOCTOSIHHbIN 43% . v o
I HocaT nocrosHbiit xapakTep 1760 | Hocsit nocTosiHHbIN xapakTep 887 46% MOCTOSHHbIV 46%
XapaxTep xapakTtep

I HocCSIT BpEMEHHbIN XapakTep

I YcyrybnstoTcs 498 26%
(BO3HMKAIOT BO BPEMSi OCTPbIX Hocat Bpeme... 29% [ 5 Yeyry6nsioTcs - 26%
1196 HocaT BpeMeHHbIi xapakTep

NPUCTYMNOB, NEPUOANYECKUX KPU3OB WUIN
(BO3HMKAIOT BO BPEMS OCTPbIX

25% 498 26%

peunanBoB) yeyrybnsiotcs NPUCTYNOB, NEPUOANYECKMX

HocaTt BpemeH...

I yeyry6nsiotcs 1036 KPWU30B UMW peLnanBoB)

I Ynyuwarorcs 108 ynyuwatorcs 3% I ynyuwatotcs 34 2%

Ynyywatorcs l 2%
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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

UcnbiTbiBaeTe nu [Bbl/oH/0OHA] 3aTpyAHEHUSs Npu Xoab6e Uiu NOAHMMASACH MO CTyNneHbKam?

N
I He mory 370 genatb 827
I McnbiTeiBato 6onbine
2151
3aTpyAHeHus
I McnbiTbiBato
onpeaeneHHble 3 447
3aTpyAHeHus
N
I HocAaT NnocTosiHHbIN
2 515
xapakTtep
I HocAaT BpeMeHHbIN
xapakTtep (BO3HMKaT BO
BpPEMS OCTpbIX MPUCTYNOB, 1 580
NepUoANYECKNX KPU30B MK
peuvanBoB)
I YcyrybnsatoTtcs 1976

Washington Group Short Set (WG-SS)

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

BbibepuTte oTBeT...

He mory aTo
nenaTb

McnbiTbiBato 60...

McnbiTbiBato on...

He ucnbiTbiBatO
3aTpyAHEHUN

.

I He mory 310

22% Aenatb

I McnbiTbiBalo
36%
6onblmne
3aTpyaHeHus
33%
l McnbiTbiBaKO

UcnbiTbiBaeTe nu [Bbl/oH/0OHa] 3aTpyAHEHUSA NpPU YCTHOM 06LeHnn, HanpuMep, 4To6bl NOHUMaTb

unun 6bITb NOHATLIM? BbiGepuTte OTBET...

' 3%

N
He mory 3T10

nenatb
246

McnbiThiBato 60... 17%

McnbiTbiBatO O... 41%

1652

He ucnbiTbiBaKO

o 39%
3aTpyAHEHWI

These questions were only asked to people with difficulty.

3T 3aTpyAHEHUA...?

HocaTt
MOCTOSIHHbIN
XapakTep

HocaTt BpeMeHH...

YcyrybnstoTtcs

Ynydyuwatortcs

39%

25%

I HocAT NoCcTOAHHbBIN

XxapakTtep

I HocAT BpeMeHHbIN

XxapakTep (BO3HMKAT BO

31% BpEMsi OCTpbIX

NpUCTynos,

nepmoanNYecknx Kpuson

6% pvnoa p
AN peumanBoB)

9Tun 3aTpyAHEHMuA...?

HocaTt
MOCTOSIHHbIN
XapakTtep

38%
2216

HocaT BpemeH... 37%

YcyrybnsaioTtcs 21%

2133

3
B3

YnydwatoTtca

e
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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

UcnbiTbiBaeTe nu [Bbl/0oH/0OHa] 3aTpyAHEHUNA NMPY 3aNOMUHAHUN UM KOHLEHTPauyMu BHUMaHuNA?

I He mory 370 nenats
I vicnbiteiBalo Gonbive

3aTpyAHEeHUs

I McnbiThiBato onpeaeneHHble

3aTpyAHeHUs

He ucnbiTbiBato

I HocsaT nocTosHHbIN

XapakTep

I HocaT BpeMeHHbI%
xapakTtep (BO3HMKalT BO
BPEMSsi OCTPbIX NPUCTYMOB,
nepruonNYecKnx Kpusos

WIN peumanBoB)

I YcyrybnstoTcs

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

Washington Group Short Set (WG-SS)

BbibepuTte oTBeT...

29%

53%

UcnbiTbiBaeTe nu [Bbl/oH/0OHa] 3aTpyAHeHnAa c caMmoob6cny)xmBaHMeM, HanpuMep, C yMbiBaHUEM
wnun ogeBaHueM? Bbibepurte oTBeT...

I He Mory aTo fenatb
I McnbiTbiBato 60sblive 3aTpyAHEHUS

I McnbiThiBato onpeaeneHHole

3aTpyLHeHus

He vcnbiTbiBato 3aTpyAHEHUI

These questions were only asked to people with difficulty.

N
He mory aTo
766 AenaTtb
WcnbiTbiBato 607...
989
McnbiTbiBato onp...
2783
He ncnbiTbiBato
3aTpyAHEeHUN
3Tu 3aTpyAHEHuUA...?
N
HocsaTt
MOCTOSIHHbIN
1926 xapakTtep
HocsaT BpeMeHH...
11
08 YcyrybnsaioTtcs
Ynydwatotcs
1142

24%

m-

I HocsaT nocTosHHbIN

xapakTep

I HocsaT BpeMeHHbI
xapakTep (BO3HMKaOT BO
BPEMSI OCTPbIX NPUCTYMOB,
nepuoanNYecKnx Kpusos nmu

peunanBoB)

I YnydiatoTca

N
He mory 310 ' 3%
287 aenatb
814 McnbiTbiBato 60... . 8%
2093 NcnbiTbiBalo O... 22%
6 397 He VICI'IbITbIBaKB 67%
3aTpyAHEHUN
3Tn 3aTpyAHEHuUA...?
N
HocaTt
1294 XxapakTep
HocaT Bpeme-... - 30%
e Ynydwatortcs - 12%
YcyrybnstoTcsa 18%
380
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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/

3a nocneaHue 3 Mecsaua, kak yacTto y [Bac/Hero/Hee] 6binn npuctynbl 6onn? BoibepuTte oTBeT... 3a nocneaHue 3 Mecsua, Kak ‘-IaCTOvB)bI uyyBcTBOBanM ce6s YCTANbIM(-OW) nnn N3HYPEHHbIM(-
OWN)? 3a nocnegHue 3 Mecsiua
N
. Kaxxabli AeHb - 26% N
I Kaxabli aeHb 2 499
I sonbwmHcTBO AHeit 1589 BonblMHCTBO - 170
| B HexoTopbie axu 3639 aheit 2 668 AHEN
I Hincorsa 573 Brexoropoe | 39° o neccropee [
AHKN I B HekoTOpble AOHN
3 564
OTkasbiBatoCb 0TBEYaATb 59 ) IHN
HVIKOI',EI,a 17 ) HMKOF,El,a 70/0
TOTAL 9 251 I Hukorpa 628
OTkasbiBaloCh o OTkasbliBatoChb
otsevats 17 OTkasblBaloCh 40 orseuars. 0%
3a nocnegHme 3 Mecsua, Kak yacTto Bbl uyBcTBoBanu ce6sa YCTAJIbIM(-ON) nnu U3HYPEHHbBIM(-OM)? 3a nocneaHue 3 mecsiua
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

Mpoxoannu nu Bbl Korga-HM6yab OUEeHKY MHBaNMAU3aLUMM C Lesibio OLLIEHUTb M NMPU3HaTb HETPYAOCNOCO6HOCTL?

%

15%

20%

7%

HET, HO oHa Heobxoanma
(6blna Heobxoanma)

HET n HeobxoaAnMOCTb B Hell
OTCYTCTBYET/OTCyTCTBOBana

No, s pewwun(-a) aToro He
nenatb

Oa

3
B3

15%

20%

57%

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

Kakue cneuymanucrbl 6bi/IM 3aaeiACTBOBaHbI B oLleHKe?

N
I HET, HO oHa HeobxoanMa
1435
(6blna Heobxoanma)
I HET n Heob6xoanMoCTb B HEWN
1878
OTCYTCTBYeT/0TCyTCTBOBanNa
I No, s pewwun(-a) aToro He
655
aenatb
-
N
IToano Bpauu 2 164
l MeaununHckme paboTHUKM (Bpayu, MeacecTpbl, TepanesThbl...) U Anua, He
1742
ABNAOWMECS MEANLUHCKUMU paboTHUKaMn (coumanbHble paboTHUKM...)
I Heckonbko MeaNUMHCKMX paboTHUKOB (Bpayn, MeacecTpbl,
979
TepanesTbl...)
I He cBSiI3aHHbIN C MEeAMLMHOM NepCcoHan, HaHATbIN YaCTHbIMU
168
KOMMAaHUAMMU
I Opyron (yTouHuTe) 106
TOTAI 5 15Q

%

42%

34%

19%

3%

2%

1N0N0/n

Tonbko Bpauu

MeaununHckme paboTHUKKM (Bpauu,
Me[CecTpbl, TepaneBsThbl...) U Nnua, He
ABNSAOWMECT MEANLNHCKUMN
paboTHMKaMu (coumnasnbHble

paboTHUKMN...)
Heckonbko MeAUMHCKUX paboTHUKOB

(Bpaun, MeacecTpbl, TepanesThl...)

He cBA3aHHbIA C MeaULNHOM
rnepcoHas, HaHATbIM YaCTHbIMK
KOMMaHnamm

Opyron (yTouHute)

34%

19%

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

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

Llenbro(-aMn) oueHkU(-0K) uHBanuamnsaumm 6bis10 nonyyeHume...?

CTtaTyca HeTpyAoCnoco6HOCTH,

N %
crnpaekun 06 MHBANWMAHOCTU UK
3aperncTpupoBaTbCsa B KayecTBe 70%
I CraTyca HeTpyAocnocobHOCTK, cripaBku 06
nnua ¢ orpaHUYeHHbIMK
VHBaNMAHOCTU UM 3aperucTpnupoBaTbCs B Ka4yecTBe nuua 1157 70% Lipyrux ue%mmﬁ%ﬁ'&%’éﬂﬂﬁﬂﬂ
C OrpaHMYyeHHbIMM BO3MOXHOCTSIMU /iy € orpaHn4eHHbIMK _ 34%
I 6uit Bcn0MoraTean%8?%8éﬁ'(9%TﬁW§]
Opyrnx aeHexHblx nocobuit 4na nuy ¢ orpaHUYeHHbIMU cs 34% NepeaBMKEHIS, TEXHNUECKMX
BO3MOXHOCTSAMU cpeacTB peabunutauum nnum 32%
APYruX BCrioMoraTesnbHbIX
I BcnomoraTenbHbIX CPeACTB AN NepeaBdXeHuns, yCTpoWicTB
o)
TEXHUYECKMX CPEACTB peabunuTaumm uamn apyrux 533 32% MeHcnmn no MHBaMAHOCTY _ 29%
BCMoOMoOraTesibHbIX YCTPOMUCTB
CneunanbHbIX YCNOBUI ANns 220
I [leHcun no NHBaATMAHOCTU 476 29% pr'qoyc-rpOl‘,']CTBa Unn 06y|_|eHv|ﬂ o
I CneumanbHbIX YCOBUIM Anst TPYAOYCTPOMUCTBA UK
364 22% MeHcKMn No NoCTosAHHOWM 19%
0byyeHus HeTpyA0CrnocobHOCTN
I [MeHcMn No NOCTOSAHHOW HEeTPYAOCMOCO6HOCTU 307 19%
. Ycnyr nIM4HOM nomoLum - 16%
I Ycnyr IM4HON noMoLLmn 271 16%
I MopaepXkn Ansa agantaummn K MeCcTy XUTenbCTBa unm MopaepXkn Ansg agantaumm K
234 14% MECTY XWUTeNbCTBa UK JOCTYMy K - 14%
[OCTYNY K XWUNbo XKWIbLO
l HanpasneHns Ha nonyyeHue Apyrux ycnyr, HanpasneHus Ha nony4yeHue
180 11% LPYrUX YCNyr, NpeAocTaBnsieMblxX 11%
NpefoCTaBSiEMbIX MO MECTY XUTeNbCTBa MO MeCTy XMTenbCTBa
I Opyron (yTouyHuTte) 140 8%
Opyron (yTouHuTte) 8%
l He 3Hato 6 0%
I MeHcnn Ansg YNeHoB ceMbM, HecyLwmX 0693aHHOCTM MO o
149 99 He 3Hato | 0%
(o]
yxoay 3a 60nbHbIM
TOTAL 1651 MeHcnn Ansg 4YNeHoB ceMbM,

HecyLwmnx 0653aHHOCTM NO yXOAYy 9%

3a 60JIbHbIM
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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.

Bo BpeMs oueHKM y Bac Tpe6oBanu npeaoctaBuTb MHGOpPMaLMUIO O...?

N %
I CocTosHMM 340poBbs (MeaAnUMHCKoe obcrnenoBaHme Unm obcneaoBaHme MM 3aKkoueHns)
5128 97%
3aK/1Il0YeHns)
I MoBceaHEBHON AeATENbHOCTYH 3176 60%
I MoTpebHoCTAX B yxo4e 1 MoAAEpHKKe 2 834 53% MoTpebHOCTAX B yXo4e 1 noaaepxKe _ 53%
I ®UHAHCOBbIX UCTOYHMKAX 1524 29%
0,
I,El,pyroﬁ (yTounwTE) 155 3% ®UHAHCOBBIX UCTOYHMUKAX _ 29%
TOTAL 5 306 .
Opyron (yTouHuTte) 3%
CKONbKO OLleHOK MHBanuausauuu Bbl npownn? Mo 3aBepLIeHUUN OLl€eHKN UHBanuan3sauum nonyumnu nm Bbl AocTyn K o)knpaaemMbiM npasam U
noaaepxxke?
N
. N
| Bonee oaroit ouerkn 3268 Bonee oaHoit 61% Hukakoro - 16%
OLEHKM I Hukakoro agoctyna 872 focrtyna
l OfHy OueHKy 2 089

TOTAL 5 357
OnHY OLeHKY - 39% I B nonHom obbeme 1955 B nomon
36%
TOTAL 5 380 obbeme
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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 Bbin M pe3synbTaT OUEHKN TaKuM, Kak Bbl oxxnaanun?
underwent a disability assessment

N %
I HET 1 608 310/0 HeT - 310/0
I na 3512 69%

This question was only asked to people who answer NO.

Mo BawweMy MHeHUI0, 3TO U3-3a TOro, 4To...?

N % Bbin HasHayeH 6osiee HU3KUA
[l BLin HasHaueH 6onee HU3KMI NPOLIEHT MW CTEMEHb HETPYAOCNOCOGHOCTH, HETPYZOCNOCOBHOCTM, UeM 0XKMAANOCH
977 61%

4YeEM OXMnAaanocCb

Bbinn HepooueHeHbl NOTpebHOCTH 52%

I Bbinn HepooueHeHbl NOTpebHOCTH 832 52% Bbif1 HEAOOLEHEHbI 3aTPYAHEHNS NPH

0,
I Bbin Henoouererbl 3aTpyaHenus npu BeINOAHEHUM PaBOTbI MK BbIMO/HEHMY PaboTbl v — 47%
748 47% noBceaHEBHbIX gen
NoBCeAHEBHbIX Aes Bbina HegooueHeHa CnocobHOCTb
I Bblna HegooueHeHa CnocobHOCTb BbIMOIHATE paboTy WM NOBCEAHEBHbIE rnoBceAHEBHble Aena
541 34% Penkoe 3aboneBaHne He BXOAMO B

o noa oKasaHume noanepxku
I Penkoe 3aboneBaHne He BXOAWNO B CMMCOK 3aboneBaHunii, noanagatomx

o 2% rovaocnocosocre TN -
noA oKasaHue NoaAepX KM HETPYA0CMNOCO6HOCTb °
[ He 6bina npusHana Hetpyaocnoco6HOCTL 406 25% BblN0 OTKa3aHo B A0CTyne K _ 219
HeOoBX0AMMON noaaepXKKe °
I Bblno 0TKasaHo B AOCTyne K HeEO6X0AMMOW NMoALAep)KKe 342 21%
I Opyroi (yrounue) 149 9% Apyron (yTouHuTe) - 9%
I He 3Hato 13 1%

He 3Hato 1%

TOTAL 1 607




Sample information : (JPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In '3;4,;5;6;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 % 3HaHMSA N MOHMMaHWE NPOBOASALLNX
OUEHKY Nntoaen,
I 3HaHMSA U MOHUMaHKe npoBOoAsALLNX OLEHKY ﬂIOLI,EVI, NMpoAEMOHCTPUPOBaHHbIE NMpOAEMOHCTPUPOBAHHbIE B 53%
1 665 53%
B OTHOLUEHWM 3TOro peakoro 3abonesaHus OTHOLUEHWMI 5TOTO PEAKOrO
3abonesaHus
ITo, Kak oueHuBanncb Bawn notpebHocTy 1 345 43%
To, Kak oueHuBanucb Bawwu o
Ny o 43%
I OTHOLWeHWe K BaM cO CTOpPOHbI NtoAen, NPOBOAMBLLUNX OLEHKY 1073 34% notpebHoCcTn
ITo, KaK y3HaBaJioCb M YYUTbIBANOCb B X0A4e rnpouecca Bawe MHeHne 1 002 32%
I Hvkakux 3aTpyaHEHW UM Heya0BNeTBOPEHHOCTH 837 27% OTHOLWweHWe K BaM co CTOpPOH®I 34%
ntoaen, NpoBOANBLLMX OLEHKY
I Tpebytowascs nHbopmMaumnsa n LOKYMEHTbI 658 21%
I [MpocToTa npouecca nogayn 3asBieHus 626 20%
To, Kak y3HaBanocCb M y4uTbiBanoCh B 329
0
TOTAL 3150 xofe npouecca Bawe MHeHne

Hukakux 3aTpyaHeHnin unm
HeyA0BNETBOPEHHOCTH

27%

Tpebytowasnca nHbopmaums v

21%
LLOKYMEHTB!
n
3asBIeHNS

¥ Sample information : PATIENTVSCARER among "YesnoBek ¢ pegkum 3abosieBaHnem"
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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 : (IPATIENT_CARER] In "1,2" AND not( [Consent_rep_leg] = "2" )) OR ([PATIENT_CARER] In "3

Sample size 9591 responses

I [MeHcun No MHBaNMAHOCTH

I BcnomoraTesibHbIX CpeACcTB A1 NepeaBuXeHUs, TEXHUYECKNX

CpeAcTB peabunutauum unm Apyrux BCNoMoraTeSibHbIX YCTPOWCTB

I Opyrux AeHexHbIX nocobun ana nuu c OorpaHM4YeHHbIMU

BO3MOXHOCTSIMU
I MeHCUKM No MOCTOSIHHOW HETPYAOCNOCO6HOCTM
I CneumanbHbIX YCNOBUIA Ans TPYAOYCTPOACTBA UK 06yUYeHns

I MpucnocobneHHoro noa Balwm Hy>Xabl XWUNbs UKW YCRyr

KUNULLHOM MoaaepXKu
I Ycnyr NMYHOM NOMOoLLK

I MeHcUN ANna YIeHOB CEMbM, HECYLLMX 065S3aHHOCTM MO yXo4y 3a

60/1bHbIM
I Y MeHsi HET HUKaKUX NMpenMyLLecTB

I Opyron (yTouHute)

TOTAL

1082

1 024

855

719

443

395

303

120

3 205
347

6 194

Bbl Nonb3yeTecb B HacTosIlee BpeMsi NpeuMMyLiecTBaMu...?

%

17%

17%

14%

12%

7%

6%

5%

2%

52%

6%

[MeHCKn NO MHBaNUAHOCTH

BcrnomoraTenbHbIX CpeacTB And
nepeaBuXeHUs, TEXHUYECKMUX CPefCTB
peabunuTaunu Unm Apyrux
BCMOMOraTesnbHbIX YCTPOWCTB

Opyrux AeHexXHbIX nocobuii ans nmuy ¢
OrpaHUYeHHbIMM BO3MOXHOCTAMM

lMeHcnn No NOCTOSAHHOM
HEeTpyA0CnocobHOCTU

CneumanbHbIX YCNOBUI Ans
TPYAOYCTpOKCTBa Unu o0by4yeHus

MpucnocobneHHoro noa Bawwu Hy>xabl
XUNbS UAN YCNYT XUTULLHON
noAanepXKu

Ycnyr AMYHOM NoMoLLm

[MeHCcUn anga YNeHoB CeMbU, HECYLLUX
0653aHHOCTM MO yxoay 3a 60/bHbIM

Y MeHsl HET HUKaKUX NpenMyLLecTB

Opyron (yTouHuTte)

4,5,6,7:8")) AND (not( [Living_arr] = "\0" ) OR not( [Living_arr_fm] = "\0" )) AND ([EuropeWorld]= "1" AND [Final_sample]="1")

¥ Sample information : PATIENTVSCARER among "YesnoBek ¢ pegkum 3abosieBaHnem"
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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

HackonbKo CNoXHO, No BaweMy MHeHUI0, NOJIy4YUTb roCyAapCTBEHHYIO NMOAAEPXKKY, HarNlpUMMep NaTpPpoOHaXHble
ycnyru, ycnyru no yxoay Ha oMy, (oMHaHCOBYIO NOAAEPIKKY, TEXHUUECKUE cpeacTBa peabunutauuum,
BCNoMoOrartesibHble CPeACTBa AJI1 NepeABUMXEHUA U T. N.?

I OueHb CNOXHO
l CnoxHo
I 3aTpyAHSAOCh OTBETUTH
I Jlerko
OueHb nerko
HenpumeHnmo

TOTAL

2 358

2 598

1744

431

89

2 088

9 308

%

25%

28%

19%

5%

1%

22%

100%

OueHb CroXHO

CnoxHo

3aTpyaHsA0Ch
OTBETUTb

Nerko

OuyeHb nerko

HenpuMeHnmMo

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

C KaKMMM NpensaTCTBUAMU Bbl CTONKHY/IUCb B MpoLecce NojlyueHus Noaaep >KkKu, HanpuMMep NaTpoHaXKHbIX yCJyr, yCayr rno yxoay Ha AoMy, (P)MHaAHCOBO noaaep KU, TeXHUUYECKUX CpeacTs peabunutauum,
BCNOMOraTesibHbIX CPEACTB AJ1Al NepeaABUXEHUA U T. Nn.?

N
CnOXHbI 1 OAMNI Npouecc nogaymn 429
/] ] (o]
I CROXHbIM 1 JOATUIA Npouecc nogayvun 3asaBneHus 2923 3a9BNeHUs
I HapyweHune neecnocobHOCTN oKa3asioCb HEAOCTATOYHO CEPbE3HbIM 2421
HapyweHne aeecnocobHoCTU
I OTcyTcTBME MHMOPMauMmM O npouecce NoslyvyeHus NoAAepPXKKU 2 038 Py A 34%
oKaszanocb HeAOCTaTOUYHO CEPbE3HbIM
I Penkoe 3aboneBaHne He BXOAM/IO B CNUCOK 3abonieBaHUi, noanagatoLwmx noj okasaHue
1977
NoOALEPXKKMU OTcyTcTBME MHDOpMaummn o npolecce 29%
nosy4yeHus NOAAEPXKKM
I B cTpaHe cyuwecTByeT HeobxoauMas NoAnepxKa WM ycnyru, HO He XBaTaeT nepcoHana/
1970
yesloBeYeCcKMX pecypcoB Penkoe 3aboneBaHune He BXOAMIIO B
cnucok 3aboneBaHuii, noanagatoLmx 28%
I Heobxoanmas nogaepxka unun ycnyru HeAOoCTYMHbl B pernoHe/cTpaHe 1079 noA okasaHue NoALepXKu
| He 66111 cobrioaeHb! KpUTEPUN COOTBETCTBUS TPEBOBaHMSAM (BO3PACT, PE3UAEHLMS, B cTpae cywectsyet Heobxoanmas
noaaepXka Wan ycrnyru, Ho He 28%
HaUWOHANbHOCTb, UCTOPUS OTUMCNIEHUI Ha couManbHOE CTpaxoBaHWe, NpeBbIleHne NMMUTa 982 XBaTaeT NnepcoHana/vyenoBeyeckmnx °
ecypcoB
[O0XO0A0B) pecyp
Iprp,HOCTVI B NpeAocTaBfeHNNn He0b6X0AMMbIX MEANLIMHCKUX CBUAETENbCTB (MeauLMHCKMe Heobxoauman noaaepxka unu ycnyru 15%
945 He[OCTYMHbl B pernoHe/cTpaHe
[OKYMEHTbI, ANarHo3) He 6b11m cobntoaeHbl KpUtTepum
cooTBeTCTBMA TpeboBaHMsAM (BO3pacT,
I COMHEeHMS 13-3a BO3MOXHOW ANCKPUMUHALMN 930 pe3naeHunsi, HauMOHaNbHOCTb, 149
NCTOPUS OTUMUCIIEHWNIN Ha couManbHoe °
I OtcyTctBMe anarHo3za or SWAN u, cnefoBaTesnibHO, OTCYTCTBME MpaBa Ha MoslyyeHue noafepXkKu 305 CTpaxoBaHWe, NPEeBbILEHWE TMMUTA
. TpyAHOCTM B NPeaoCTRNUZION)
I 2pyroit (yrounute) 613 Heo6X0ANMbIX MeAULIMHCKUX - 139
(o)
cBMAeTeNbCTB (MeanUnHCKMe
TOTAL 7042 OOKYMEHTbI, AMarHo3)
This question was only asked to people who didn't find it very easy COMHEHNA U3-32 BO3MOXHOM - 13%
AVNCKPUMMUHALNK

to obtain state support.

OTtcyTcTBUe amarHosa or SWAN u,
crnepoBaTenibHO, OTCYTCTBME NMpaBa Ha
nosyyeHne noaaepxKu

3
3

Opyron (yTouHute)

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

EcTb 1 y Bac 1MYHbIA NOMOLWHUK, KOTOPbI NOoMoraet BaM >XuTb CaMOCTOATE/IbHO?

N
Iﬂ.a 1112 [a . 12%
HET, Ho oHa Heob6xo a (bbina
I , HO OHa Heobxoauma (6bin | gas HET, Ho oHa
Heobxoanma) Heobxoauma (6bina - 20%

Heobxoanma)
I HET 1 Heo6XxoANMMOCTb B Hel OTCyTCTBYeT/

5483 HET 1 Heob6xoanMMOCTb
OTCYTCTBOBana ° HeVI _ 590/0
OTCYTCTBYeT/OTCyTCTBOBana
I No, s pewwnn(-a) aToro He genatb 818 Y yer/otcy

TOTAL 9 258 No, s pewwun(-a) aToro 99
He genaTb °

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

YTO U3 HMXKenepevymcsieHHOro oTHocuTcsa kK Bam?

N %

Y Bac ecCTb 4JjieH ceMbM,
" BblnonH;HOLU'MM dJYHKuVIVI /IMHHOTO _
I Y Bac eCcTb YfieH CeMbW, BbINOMHAWMA GYHKLUM INYHOIO
755 66% Bbl caMn HaHARAMPAUHIGIKS
NOMOLLHMKA NOMOLLHWKA, NCMOAb3YS
¢dunHaHcmpoBaHue, 28%
I Bbl caMn HaHANM NINYHOrO MOMOLLHMKA, UCNOMb3YS 315 8% npeAocTaBneHHoe
(o]
dbunHaHCMpoBaHWe, NpeaoCTaB/IEHHOE rocyA4apCTBEHHLIMW OpraHaMmu FOC\EEP GEIS4 YU NCRREBI@NH
BO3MOXHOCTb Bbl6paTb JIMYHOIO 21%
I Bam 6bina npenocTtaBsieHa BO3MOXHOCTb BbI6paTh TMYHOIO NOMOLLHMKa
244 21% Y Bac ecTb NMYHbII MNOMOLLHUK,
NOMOLLHMNKaA paboTarowmin Ha - 12%
Iy Bac ecTb NMMYHbIN NOMOWHNK, paboTaloWwmini Ha rocyaapCTBEHHOMN FOCYAAPCTBEHHOW Criyxk6e
137 12%
cnyx6e BaM Ha3Haunam nn4yHoro - 8%
MOMOLLHMKA
I Bam HasHauuaM IMYHOIO NOMOLLHMKA 92 8%
I,Cl,pyroﬁ (yTo4HuTE) 55 5% Apyrott (yTo4nuTe)
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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.
CKONbKO 4acoB B fieHb eMy/ el ceiiyac OKa3blBalOT YCJ/IYry JIMYHOW NoMoLwm? How many days of personal assistance do they currently have per week?
Mean Mean
CKOJIbKO 4acoB B ieHb eMy/ei ceuyac oKa3biBalOT yCJIYru JIMYHOW noMoLm? 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.
YpaoBneTBopeHbl in Bbl KOZIMUECTBOM HacoB, korga Bam oka3biBalOT yC/yrm JIMUHOMK noMoLwm? C KaKMMM 3apa4aMm B HacTosiLee BpeMA NOMOraeT CnpaB/iaTbCS JIMUYHbIA NOMOLWHUK?
N % N %
OueHb 129% Pa6 o
J ouenb HenoBonbHEI 108 12% HENOBOMbHbI 0 [ Pa6ora no nomy 424 76% aboTa no Aomy 76%
I HenoBonbHbI 92 10% IJ‘IMqHaﬂ rurueHa 309 56%
l Cpenre: Hu noBonbHBI, HU HenoBosbHbI - 10% I Buixon B o6wectso noaeit 308 55% JInynas rurnexa - 56%
195 21%
HEAOBO/IbHbI [l Transportation from or to
CpenHe: Hu 274 49% B
[ DosonbHbi 324 35% [I0BONbHbI, HU 21% your house bIXOA B 550,
i obLecTso niogeit
HeA0BOJIbHbI
OyeHb A0BOJbHbI 205 22% I MepeasuxeHne no Mecrty
Transportation
Bawlero npoxunBaHus
TOTAL 924 100% [oBONbHbI 35% P from or to your - 49%
(nepemelyeHne B KpoBaTb N U3 204 37% house
Hee, U3 04HOro MOJIOXEHUS B
OueHb 22% MepeaBmxeHue... 37%
[OBOJIbHbI Apyroe)
I MeanumnHckas noMoulb 193 35%
MeauumHckas o
[ Ha pa6ouem mecre 25 5% nOMOLLb 35%
I B wkone 23 4%
Ha pabouem o
I [ononHuTesnbHble WKObHbIE MecTe 5%
14 3%
MeponpusTus
I opyroit (yrounure) 70 13% B wkone I 4%
TOTAL 555
[dononHuTtenbHblie
LUKO/bHbIE I 3%
MeponpusTus
Apyrot . 13%
(yTouHUTE)
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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.

Hackonbko BaM CJ/I0>KHO ynpaB/iiTb JIMYHbIM MOMOLWHMUKOM (HaeM, MHCTPYKTaX, onsiata)?

N %
I O4eHb CNOXHO 62 14%
3aTpyaHSA0Ch
OTBETUTL
0,
I He 3Hato 0 0%
He 3Hato 0%
TOTAL 457 100%
Kakue npo6semMbl BOSHMKAIOT C JINYHbIM MOMOLHUKOM?
N %
0,
I HeT npobnem 456 45% JINYHBI NOMOLLHWK YacTO He MOXeT
0,
IﬂMquM MOMOLLHWK YacTo He MOoXeT paboTaTb, U B €ro OTCYTCTBUE €ro HUKTO He paBotars, u B ero oTCyTCTBME €ro _ 17%
167 17% HUKTO HE 3aMeHsaeT
3aMeHsaeT JINYHbIA MOMOLIHUK He UMeeT _ 16%
COOTBETCTBYOLLEN MOAFOTOBKM ?
IﬂqubM MOMOLLHWUK HE MMEET COOTBETCTBYIOLLEN NOArOTOBKM 163 16%
JIMYHbIE NOMOLHUKM YacTO MEHSAOTCSA _ 14%
IJ‘IMqule MOMOLLHWKM 4aCTO MEHATCA 144 14%
TpyAHO noAAepXuBaTb MOTUBALMIO _ 149
IprAHo noaaepXuvBaTb MOTUBALMIO JIMYHOIO MOMOLLUHUKA 140 14% JINYHOrO MOMOLLHMKA ¢
IﬂMquu?l NMOMOLWHMNK He cornallaeTcs BbINMOSHATL BCe 3a4aHn4 107 11% JIn4HLIA NOMOWHMK He cornaluaeTcs _ 11%
BbIMOSIHATbL BCE 3afaHus
Iprp.Ho cobntoaaTb rpaHuLbl C IMYHLIM MOMOLLHUKOM 107 11% TpyaHo cobnioaaTh rpaHuLbl C _ 119%
(o]
. JINYHBIM MOMOLLHNKOM
I JINYHbI MOMOLLHUK He BCeraa yBaXkaeT Bblbop 82 8% .
JIN4YHbI NOMOLWHKMK He Bceraa - 8%
I apyroi (yrounue) 168 17% yBaxaert Bblbop
TOTAL 1006 apyroi (yrouwre) | D 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

I PaboTta no gomy
I Bbixoa B obuiectso noaei

I Transportation from or to

your house

I JlnuHas rurneHa

I MeauumnHCKas nomoLlb
I B wkone

I [ononHnTenbHbIE WKOMbHbIE
MeponpuaTUs

I [MepensmxeHune rno Mecty
Bawero npoxusaHus
(nepemelleHne B KpoBaTb U U3
Hee, U3 O4HOrO MOJIOXKEHUS B
Apyroe)

I Ha pabouem mecte

I Opyron (yTouHuTe)
TOTAL

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

B kakux 3apgavyax BaMm Hy>xHa noMolyb?

1219

919

904

858
693

419

418

379

239
175

1789

%

68%

51%

51%

48%
39%

23%

23%

21%

13%

10%

PaboTta no gomy

Bbixoa B
obuwecTBo Nntoaen

Transportation
from or to your
house

JIndyHasa rurueHa

MeauumHckas
rnomolLlb

B wkone

JononHuTenbHble
LIKOJIbHblE
MeponpusTua

MepensuxeHue...

Ha pabouem
MecTe

Apyroi
(yTOouHUTE)

51%

51%

48%

39%

23%

23%

21%

@ l
w
(<)
>

10%

KakoBbl NpUYMHbI OTCYTCTBUS JIMHHOIO NOMOLLHUKA?

I He BbinonHensbl TpeGosanms Ha

nony4yeHume JIM4YHOro NOMoOLWHUKa

| HenowsTHLI Npouecc noaaum

3adaBneHuna

I B cTpaHe/pervoHe HeT ycnyru

NINYHOM nomoLm

I Bbin caenaH 3anpoc, HO ero

OTKIOHMIN
I Bbin caenaH 3anpoc, KOTOpbI
BHECEH B CMUCOK OXWAaHUs

I Opyron (yTouHuTe)

TOTAL

349

274

175

115

81

301

1119

%

He BbINONHEHbI
TpeboBaHnsa Ha
31% nony4vyeHue
NINYHOro
NMOMOLLHMKA

24%
HenoHATHbIN
npouecc nogaum
16% 3asaBseHus
10% B
CTpaHe/pervoHe
HeT ycnyru
JINYHOW MOMOLLMN

7%
27% Bbbin coenaH
3arnpoc, Ho ero
OTKJTIOHUNN

Bbbin caenaH
3anpoc, KOTOpbIN
BHECEH B CMUCOK

oXnaaHusa

Apyro#
(yTouHUTE)

31%
24%

16%

10%

7%

27%

%
X
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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

Bbl >XxuBeTe...

I C cemben 7 614
| oaunni(-na) 1624 OauH(-Ha) - 17%
I Residential institution 143
Residential
I 1%
| B kBaptupe c ycnyramu institution
63
noaaep>XKu
i B kBapTupe c ... 1%
I Opyron (yTouHute) 147
Apyroii
TOTAL 9 591 (yrourute) | 27

YaoBneTBopeHbl i Bbl CBOMMM TEKYLLMMU YCJIOBUSIMU NPOXKUBaHUA?

OueHb
12%
| ouenb HenosonbHEI 1134 HENOBO/IbHbI
I HenoBonbHbI 569 HeaoBONbHbI - 6%
I CpeaHe: HU A0BOJbHbI, HN HEAO0BOJIbHbI 1342
ILI,OBoanbl 3020 peare: fn Aos ’
OyeHb [0BOJbHbI 3221 [10BOMbHbI 33%
TOTAL 9 286
OyeHb A0BOJbHbI 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.

Bbl npoBoauTe 60J1blIYIO HACTb AHSA C...?

N
I Apyrumun uneHamu cembu 4143 Apyrumn 57%
Py yfieHaMu ceMbu
I OauH(-Ha) 1614

I Pa3HbiMK1 nogbMn Kak c

OaunH(-Ha) - 22%
OFpaHUYEeHHbIMU BO3MOXHOCTSAMM, 1262

Tak 1 6e3 HUX
I[J,perlMVl AI0ABMU C PasHbIMK ntoab... - 17%
197

OrpaHUYeHHbIMU BO3MOXHOCTAMM
Opyrumum

TOTAL 7 216 noabMuU € 3%
OrpaHNYEeHHbIMU

BO3MOXHOCTAMU

Bbl 6b1 NpeaAnoYn >XuUTh...?

I OauH(-Ha) 1225
OanH(-Ha) - 20%
I B kBapTupe c ycnyramu

384
NoALEPXKKMN B KBapTtupe C
ycnyramu . 6%
I B Hebo/bWOM AOME-UHTEpPHATE CO noaLepPXKU
98
CBOEWN 0TAENbHOW CnasibHewn
B He6onbwomM fA... 2%
I B yupexaeHuu ana MHBanuaoB C
18
obLweit cnasnbHen B yupexaeHuu
ONS MHBanuMaoB ¢ 0%
I Apyroi (yrounute) 427 obuleii cnansHen
TOTAL 6 056 Apyroi 7%
(yTo4HMUTE)
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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

CtankuBanucb nu Bbl KOI'Aa-HVIGynb C AMCKPMMMHaLlMeﬁ, CBsi3aHHOM c Bawem peaAKuMm 3a6oneBaHnem namn orpaHu4eHHbIMU BO3MOXXHOCTAMMU?

b _ o
o _42%

N

v || Yes 5270
I B cdhepe 3apaBooxpaHeHuns 2 234

I B apyrnx Mectax obLecTBEHHOro Nofb3oBaHUsA (FOCTUHULbI, pecTopaHbl, TP... 2 158

I B cchepe obpasoBaHus 1 850

l B cdepe TpyaoycTpoinicTsa 1822

I B cdhepe xunbs 506

I Opyron (yTouHute) 454

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

I Hukoraa 3 860
TOTAL 9126

%

58%

24%

24%

20%

20%

6%

5%

1%

42%

@® Yes @® Hukorpa

CrankuBanucb nu Bbl KOFAa-HVIGyAb C AMCKPMMMHaLIMeﬁ, CcBsi3aHHOM c Bawem peaAKuMm 3a6oneBaHnem nnmn orpaHu4YeHHbIMU BO3MOXHOCTAMMU?

N

I Hukoraa 3 860
I B cdepe 3apaBooxpaHeHus 2234
I B apyrux mectax o6uiecTBeHHOro NoNL30BaHMs (FOCTUHMLIbI, PECTOPaHbI,

TpaHCMopT, My3eu U T. 4.) 2158
I B cchepe obpasoBaHus 1 850
I B cchepe TpyaoycTpoiicTBa 1822
I B cdhepe xunbs 506
I Opyron (yTouHute) 454
I In the social environment (family, friends...) 83
I He 3Hato 25

TOTAL

%

42%

24%

24%

20%
20%
6%
5%
1%

0%

Hukoraa

B cchepe 3apaBoOXpaHeHUs

B apyrnx mectax obLiecTBEHHOro
nonb3oBaHMs (FrOCTUHWULbI,
pecTopaHbl, TpaHCHOPT, My3en U T. 4.)

B cchepe obpasoBaHus
B cchepe TpyanoycTpoiictBa
B cdepe xunnbs

Opyroi (yTouyHuTte)

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

He 3Hato

6%

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
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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 TpynoycTpoeH (UM YaCTUYHO TPYAOYCTPOEH(-...

I NHavBuAayanbHbIM NpeanpyHuMaTenb
vl Unemployed or cannot work because of a disease
I He Tpynoycrpoen

I Cannot work because of the disease

I Homemaker (HanpuMep, HepaboTatowas MaTb U...

I Ha neHcumn
I CTYLEHT/yYeHnK
Ewe He goctur(-na) WKOMbLHOrO BO3pacTa

I Opyron (yTouHute)

TOTAL

2 567

2 329

238

1216

716

500

177

714

500

154

5332

KakoBa Bawa Tekyuwas cutyauma?

%

48%

44%

4%

23%

13%

9%

3%

13%

9%

0%

3%

100%

Employed 4%

Unemployed or cannot work because

(o)
of a disease 9%

Homemaker (Hanpumep,

3%
HepaboTatowas MaTb UK oTel)

Ha neHcun 13%

CTYAEHT/y4YeHnK 9%

Ewe He poctur(-na) WwWKonbHOro
BO3pacTa

0%

Opyro (yTouHute) . 3%

@ TpyanoycTpoeH (Mnm yacTMYHO TpyaoycTpoeH(-a)) @® MHamBMAyanbHLbIM NpeanpMHUMaTeNb
@® He TpyaoycTpoeH @® cannot work because of the disease

@® Homemaker (HanpuMep, Hepa6oTatowas MaTb UM otel) @® Ha neHcun

® cryneHT/yueHuk Ewe He goctur(-na) wWKoJIibHOro Bo3pacra ® QAOpyrow (yTouHure)

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.

Kakoi Tun TpyaoBoro aporosopa Bbl npeanousm 6bl Npu ycTpoiicTBe Ha pa6oTty?

I [loroBop Ha nosiHyto pabouyto

CTaBKy

I [loroBop Ha HenosHyt pabouyto

CTaBKy

iy

N
[orosop Ha no... - 20%

185

431

Hukakon, s He
nwy paboty

Ann

48%

32%

KakoBbl NpUYMUHbBbI TOro, 4To Bbl B HacTosiLee BpeMa aBnsieTecb 6e3paboTHbIM(-0i)?

I CNOXHO 3aHMMaTbCA JIeYEHMEM CUMMNTOMOB / XOAUTb Ha NMpUeEMbl Y Bpaya
I CrOXHbIi pbIHOK TpyAa

I OTCyTCTBME CNeumanbHbIX YCNIOBUI Tpyaa, HanpuMep COOTBETCTBYOLEN
paboueit 06CTaHOBKU, M’MBKMX rpadrKoB, NOAAEPXKKM C TPAHCMOPTOM MU

JNINYHOI O NOMOLWHWKa

I Opyron (yTouHute)

I Hep,06po>KenaTeanoe OTHOLWEHNE N counanbHOE HENPUATUE CO CTOPOHDI

NOTEHUMANbHbLIX UNWN NpeablayLwmnx pa60To,anenel7|

I OTCyTCTBME COOTBETCTBYOLWEro 06y4eHunsi, KOHCy/ibTauMin Mo BONpocam

npodeccuoHanbHOM AeaTeNnbHOCTU UK NnpodopueHTaumm
I CTpax notepsaTb PUHAHCOBbIE Nocobus
I 065a3aHHOCTM MO yXxoAy 3a 60/bHbIM

| Heono6penue 8 cembe

503

271

263

159

158

116

75

64

26

% CNoXHO 3aHMMaTbCS NleYyeHneM

CUMMTOMOB / XOAUTb Ha NMpPUEMbI Y
550/0 Bpaqa
30% OTcyTcTBure CRRXHEIL RBIX Qe ABYAR

TpyAa, HanpuMep COOTBETCTBYHOLLEMN
pabouen o6CcTaHOBKN, M’MOKNX

29% rpadunKoB, NOAAEPXKKN C
TPa@HCMOPTOM WU JIUYHOIO

OpyronMYMeUHIHE

17% Heno6poxenatenbHoe OTHOLIEeHWE U

coumnanbHoOE HENPUATUE CO CTOPOHbI
noTeHUManbHbIX NN NpeablayLWwnx

17% OTcyTcTBME COOTRRIGTRYHEITER

06y4YeHuns, KOHCYIbTauui no
BOMpocaM npodeccroHanbHown
OeaTeNbHOCTU UK npodopueHTaumnm

13% CTtpax notepsiTb pMHaAHCOBbIE
nocobus

8%
0653aHHOCTM MO yXoA4y 3a 60/IbHbIM

7%
3% HeonobpeHne B cembe

17%

17%

13%

8%

7%

30%

29%
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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.

Kakue Mepbl noaaep>XKu 1M cneumasnbHbie ycsioBUs Ha paboueM MecTe MoOryT, no BaweMy MHEHUIO, yNy4ylWwnTb Balwly TpyaoBYylO AeATENbHOCTb?

N
CneunanbHble yCnoBua Tpyaa,

HanpuMep COOTBETCTBYOLLAs

CrieumnanbHble yC/I0BUA Tpyaa, HanpuMep COOTBETCTBYoWas paboyas
I 4 pyaa, pumep 4 P paboyas o6cTaHoOBKa, rmbkue

obcTtaHoBKa, rmbkue rpadukn, yaaneHHas pabora, BO3MOXHOCTb 2 463 rpadukn, yananeHHas pabora, 82%
TCYTCTBOBATb H 60Te AN NPOXOXAEHUs npoLe WUAn Tepanuu BOSMONHOCTL OTCYTCTBOBATS Ha
orey oBa a pabore 4 POXOXA poueayp pa paboTe Ana NpoxXoXAeHus npoueayp
I WNHKNO3NMBHOCTb 1 AobpoxenaTenbHOe OTHOLEHWE CO CTOPOHbI nan Tepanum
1211
konner u (unn) paborogatenen
NHKTHO3MBHOCTb U
l CooTBeTcTBYlOLWEEe 06yyeHne, KOHCYAbTalMn No Bonpocam pobpoxenatenbHOe OTHOLLEHME CO 40%
(o]
. 459 CTOPOHbI Konner n (unu)
npodeccuoHanbHOM AeAaTeNbHOCTU UK NpodopueHTauns 2
paboTopaTenen
I Moaaep>kka C TpaHCMOPTOM 432
I JINYHBIA NOMOLHKUK 151
o 3 00 CooTBeTcTBYlOLLEE 0BYyUeHMe,
TOTAL 5 KOHCY/NbTauum No Bornpocam 15%
npodeccnoHanbHOM AeATeNbHOCTH
unu npodgopueHTauus
Moaaepykka C TPaHCNOPTOM 14%
JINYHbBIA MOMOLLHMK 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.

Mo kakoMy TpyaoBoMy agoroBopy Bbl pa6oTaerte? KakoB Baw TekyLwmii ypoBeHb y4yacTua B paborte?
N % MonHas N %
3aHATOCTb,
I MonHas 3aHATOCTb, NOCTOSAHHbI _ l MonHoueHHoe yyacTue 1942 64%
. 1561 56% MonHoueHHoE 64%
MOCTOAHHbLIN AOroBOP Aorosop I C HEeKOTOpbIMU yyactume
892 29%
I YacTnyHas 3aHSaTOCTb, 621 2% YacTuuHas 3aH... - 229 OorpaHuy4eHnsaIMm
MOCTOSIHHbIN AOroBOP l C 6onbWwWMMMU
220 7%
I MonHas 3aHATOCTb, CPOYHbIN MonHas OrpaHuYeHnsaIMm C HEKOTODBIMM
Oroeso 300 1o 3aHATOCTD, . 11% or aHVI‘-IeHFl)/IFIMVI 29%
A P CPOYHbIN AOroBOp TOTAL 3 054 100% p
I YacTtMyHasa 3aHATOCTb,
; 158 6% YactunyHas
CPOYHbIN AOrOBOP 3aHSATOCTb, 6%
CPOYHbIA AOrOBOP
I Opyron (yTouHuTte) 142 5% C 6onbLLIMMM
7%
TOTAL 2782 100% Apyroii S0, OrPaHNHEHNAMM
(yTo4HMTE) °
W,
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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 C NOCTOSIHHOW 3aHATOCTbIO (paboTa B opraHu3auum, npeaoctaBnstower paboTy noaam c
OrpaHUYEHHbIMU BO3MOXHOCTAMU N 63 HUX, 6€3 Hanuuus NoAAEPXKKN UK cneumanbHbIX 2 199

yCnoBuin Ha paboyem mecTe)

I C NOCTOSAHHOM 3aHATOCTbIO MPU HAaANYMM NOAAEPXKKM UK CreunanbHbIX YCN0BUIA Ha
pabouem MecTe (paboTa B opraHu3aumun, npegocrabnsgowen paboTy noasam c

735
OrpaHM4yeHHbIMU BO3MOXHOCTSIMU U 6€3 HMX, NMPU HaIU4MM NOAAEPXKKN UIN CrielmanbHbIX

yCNoBuil Ha paboyeM MecTe, COOTBETCTBYHLLNX KOHKPETHOW CUTyaLunmn)

I C 3alMLLEHHON 3aHATOCTbIO (OpraHM3auunmK, npeaocTasnsowme paboTy B OCHOBHOM
75

Bbl pa6boTaerte?

%

73%

24%

2%

C NoCToSAHHOW 3aHATOCTbIO (paboTa B
opraHvsaumn, nNpenocTaBnstoLen
paboTy noaaM c orpaHMYeHHbIMK

3MOXHOCTAMA 1 6e3 Hux, be
o Ul CT

b
e KK

SREHHBREHEN: YRR e Rep
mecTe (paboTa B opraHMg'aL(fﬁﬁ
npegocTtasnswwen paboty nogam c
OrpaHMYeHHbIMMU BO3MOXHOCTAMU U
6€e3 HUX, NpU HaMMYnn NOAAEPXKKN
WIW CheuunanbHbIX YC/I0BUIA Ha
paboyel 3enNe,EIN00E CITH B Y EITHH
(opraHu13a Lot KESRQUT EBUTY BLILMG
paboTy B OCHOBHOM JIOASIM C
OrpaHMYeHHbIMU BO3MOXHOCTAMMK)

Q2

n

I
nn
ye
ye

(e]e)

3
n
n
n
M
)

D

Bbl 6b1 Nnpeanoynu paborarb...

I C NOCTOSIHHOW 3aHATOCTbIO (paboTa B opraHu3auum, npeaoctaBnstower paboTy noaam c
OrpaHMYEHHbIMU BO3MOXHOCTAMU N 6€3 HUX, 6€3 Hannuus NoAAEPXKKN UK crneumanbHbIX 990

yCnoBuin Ha paboyem mecTe)

I C NOCTOSAHHOW 3aHATOCTbIO npu Haan4dymm nogaepXXKn nan cneunaznbHbIX YCJ'IOBMIZ Ha paGO‘-IEM

MecTe (paboTa B opraHusaluumu, NnpefocTaBnstollein paboTy NoasaM C orpaHUYeHHbIMU
1175
BO3MOXHOCTSIMU 1 6€3 HUX, MPU HAMUUK NOAAEPXKKM WU CNEeLMAlbHbIX YCIOBUIA Ha paboyeM

MecTe, COOTBETCTBYHLUNX KOHKPETHOW CUTyauumn)

I C 3alUMLLEHHOI 3aHATOCTbIO (OpraHu3aunK, npeaocTasnsiowme paboTy B OCHOBHOM JIOASM C
120
OrpaHUyeHHbIMU BO3MOXHOCTSAMM)

I HeT npeanoyteHnn 732

%

33%

39%

4%

24%

C 1HOCIOAHHOWM 3dHAT0OCIDH (PAdOLUId B
opraHusaumm, NpeaocTaBstoLLei
paboTy noAsiM C orpaHUYeHHbIMU

EDBIOQIOHHITO N I3 aHERBGTBI, (SR
HanANYnA NOAAEPXKKM UK
cneunansHbIX ycnosuit Ha paboyem
MecTe (paboTa B OpraHUyE@GHe)
npepocrtasnsowern paboty nogam c
OrpaHMYeHHbIMW BO3MOXHOCTSIMU U
6e3 HUX, NpU HaMNYMn NoAAEepPXKUN
crneumnanbHblX YCIOBUIN Ha
rases %%?é%‘?é” e
OpFaHVIBaLI%I QAT RBRIR (2
paboTy B OBHOM nasam
orpaHmn4YeHHbIMU BO3M0)KHOCT9-IMVI)

HeT npeanouteHui

24%

2%

4%

24%

"'

33%

Rare

Barometer

¥

73%

39%

Y Sample information : Situation_m among "TpyZoycTpoeH (Mn 4acTUYHO TPYAOYCTPOeH(-a)),MHanBuAYabHbI npe,qanHnmaTeﬂb"
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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

fae Bbl yuurecn?

N
~ ~ ~ ~ 0
I O6blyHas wkona 6e3 cneumanbHbIX YCIOBUM UK MoandUKauni 662 yCNoBUA nnu moamndukaumin
I O6bIYyHas WKona co cneumanbHbIMKU YCNOBUSMU UNU MoAUDUKALUSMN 504 OB6bIUHas LWIKONMA CO CMEeLManbHbIMMU 70,
0
. YCNOBUSAMWU UM MOANDUKALNAMU
I CneunanuamMpoBaHHas LKoAa Ana AeTel C OrpaHUYeHHbIMK
290

BO3MOXXHOCTSIMM CI'IeLI,VIaJ'IVIBVIp(EBaHHaFl wKona ans
AeTeln C orpaHNYeHHbIMU 15%

I YHusepcuteT 224 BO3MOXHOCTAMM

I Ewe He goctur(-na) WKoONbLHOro BO3pacTa 67 YHuBepcutet _ 12%

I [omaluHee obyueHune 62

Ewe He poctur(-na) WKoAbHOro 49
I CoueTaHue 06bIYHON LWKOSbI, CNeunanmM3anpoBaHHON LWKOSbI U Bo3pacTa °
54

AomalHero obyyeHus

I,El,pyroﬁ (yTouHuTE) 14 [JomawHee obyyeHne - 3%

TOTAL 1877 CoyeTaHune 06bIYHOM LWKOSbI,
cneunanm3npoBaHHOM LWKOAbI U
AomaluHero obyyeHus

Opyron (yTouHute)

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 %

S T— o | ss% -
HonboLeHs v | Limited 1250 72%
I OTcyTCcTBME yyacTus 99 6% 0/iHOLIEHHOE _ 42% MonHoueHHOE
yHactie I orcyrcreue yuactus 134 8% yuacTve 26%
I C HeKOTOpbIMU OrpaHM... 547 32% .
I C GonbuwnMM OrpanN 31 18% HenpumeHumo l 3%, I C 6071blUIMMN OrFpaHmnY... 494 28% HenpuMeH1Mo I 2%
I C HeKOTOpbIMUK OrpaHmu... 622 36%
MonHoueHHOe yyacTme 732 42%
I ! Y ° ® OrcyTcraue yuacrus I [MonHoueHHOe yyacTmne 454 26% o OTcyTCcTBME yyacTus
I HenpumeHumo 46 3% @ C HeKOTOpbIMM OrpaHUYEeHUAMM I @® C 60nbLWIMMYK OrpaHUYEHUSIMU
@ C 60nbWMMK OrpaHNUYEHNAMN Henpumerumo 36 2%
TOTAL 1736 100% P @ C HeKOTOPbIMM OrpaHUYEHUSAMMN
@ MonHoueHHoe yyacTue TOTAL 1 748 100% @® MonHoueHHoOe yyacTue
® Henpumenumo ® HenpumeHumo
Compared to other people the same age, what is your current level of participation in moving Mcnonb3oBaHne yuye6HbIX MaTepnasnioB 1 060pyAOBaHUs, KOTOPble AOCTYMHbI APYrMM yYalMMCS B
around at SChOOl/unlverSIty (e-.g-, to get to and .use the bathroom, playground, cafeteria, Ilbrary Knacce/ayn“-rop““ UNU KoTopble 6b12In BUAOM3MeEeHeHbl ans Bac (Hanp“Mep, KHUI'U, KOMINbIOTEPDI,
or other rooms and things that are available to other students the same age)?
CTY/bSl U CTOJIbl)
N % N %
VI Limited 834 48% VI Limited 698 41%
Monnouerroe .. [ /5% Monkouenrce v... (RN
I orcyrerave yuacr.. 116 7% | orcyrerere yuactus 68 4%
I c 6onbwmmm orpa.. 237 14% Henpumermmo [ 3% I C 6onbummn orpan.. 197 1% Henpumernvo [ 6%
C HeKOTOpbIMU OF ... 481 28% 0
I p @ Orcyrcrene yuacrus I C HeKOTOpbIMU Orpa... 433 25% @ OrcyTcTBMe yuacTus
I nonHouenHoe yuacTne 855 49% @® C 60nbLWIMMKM OrpaHUYEHUSIMU I NonHouenHoe yuactve 922 54% @ C 60nbWKMMK OrpaHMYEHNUAMY
l HenpuMeHUMO 54 3% @ C HeKkOoTOpbIMM OrpaHUYEHUAMU I HenprMeHMo 103 6% @ C HekOTOpbIMU OrpaHMUYEHUAMM
@ MonHoueHHoOe yyacTue @ MonHoueHHoe yyacTue
TOTAL 1743 100% o HenpumeHnMo TOTAL 1723 100% [ ) HenpumeHumo
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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

O6weHne c ApYyrMMM y4yalmMMmnUCs U B3pOCAbiIMU B LLUKOJIe/yHMBepcUTeTe

N %
I OTcyTCcTBME y4acTus 82 5%
I C 6051bWNMK OFpaH... 291 17%
MonHoueHHOe yyacTune 50%

I C HekOoTOopbIMK Orpa... 440 25%
I lMonHoueHHOE yyacTue 880 50%
I HenpumeHnmMo 54 3% HenpuMeHnMo l 3%
TOTAL 1747 100%

@ OrcyTtcTBMe yyacTus @® C 60nbWIMMYK OrpaHUYEHUSIMU
@ C HeKOoTOpbIMU OrpaHUYEHUSIMU @ MonHoueHHoe yyacTue ® HenpumeHumo
Sc_ScP_cat
N %
vl Limited participation 1229 79% o o
Limited participation 23%

I C HeKoTOpbIMK OrpaH... 484 31%

I very limited particip... 386 25%

l Limited participation 359 23%

[MonHoueHHoe yyacTune 21%

I MonHoueHHoe yyacTue 319 21%
TOTAL 1548 100%

@ C HeKOoTOpbIMU OrpaHUYEHUSIMU @ Very limited participation
@ Limited participation @ MonHoueHHOe yyacTne
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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:

CoumanbHble, UTPOBbIE WX pa3BJieKaTesNlbHbie MeponpUATUA C APY3bsIMU B paiioHe NPOXXKUBaHUA
WJIN HAacesIeHHOM NyHKTe (HanpuMep, NPoCTbie Urpbl, «TYCOBKMU>, NOXOAbl B TaKue
o6LecTBeHHble MeCTa, Kak KMHOTeaTp, NapK Win pecTopaH)

MeponpusaTusa u Buabl AeATE/IbHOCTU, OPraHU30BaHHbIE B palioHe NPOXXUBaHUS WIN HaceJIeHHOM
nyHkTe (HanpuMmep, KOMaHAHbIEe BUAbl CNOPTA, KAy6bl, Npa3gHUYHbIE WU PEJIUTUO3HbDbIE
MeponpuATUsA, KOHLEPTbl, Napabl U s pMapKK)

N % Limited
v || Limited participation 7 008 73% participation participation _ 28% 34%
vl Limited participation 7 280 76%
I OTcyTcTBUE YyacTus 838 9% fonHoueHHoe - 24% flonHouerHoe - 18%
yHacmne | orcyrersre yuacr... 1339 14% yqactue
I C 60nbWNMK OrpaHmnye... 2 608 27% ' o
Henpumernmo I 3% I c 60nbwumMK orpa... 2677 28% Henpumenmmo =%
I C HEeKOTOpPbIMU OrpaHM... 3 562 37%
I C HeKkoTOpbIMU O ... 3 264 34% @ OrcyrcTBMe yuacTus
I NonHouenHoe yuactue 2283 24% @ OrcyrcrBue yuacTus \ Y
. @ C GonbwMMM orpaHNUeHNAMH l [MonHoueHHOe yyacTmne 1760 18% @® C 60nbLWIMMKM OFrpaHNYEHUSIMKN
I MR = 5% C HEKOTOPbIMU OFPaHUYEHUAMU
C HEKOTOpPbIMU OrpaHUYEHUsAMU l HenpuMeHnMo 504 5%
TOTAL 9561 100% @ MonHoueHHOe yyacTue ® MNonnouennoe yuactue
u y TOTAL 9 544 100% ® Henpumenumo

® HenpumeHumo

MepeaBuKeHUA MO paioHY NPOXKUBAHUA WU HaceNleHHOMY NYHKTY (HanpuMmep, YTo6bl NonacTb B
34aHUA 06LLECTBEHHOrO NOJIb30BaHUSA, NAapKU, pecTopaHbl, KNHOTEeaTPbl)

O6weHune c aApyrmMu nrogbMmum B paﬁone MpoOXMBaHUA UJIN HaCeJIEHHOM NyHKTe

N %
participation | RS 35% v || Limited participation 8 648 91% participation
v | Limited participation 6 085 64%
MosiHoLEeHHoe _ 33% I nonrouenHoe yu... 4 523 47% OtcyTcTBune l 50,
I OTCyTCTBME y4yacT... 711 7% yyacTtue y4actuns
I C 6onbwmnmMun orpa... 1448 15%
I c 60nbwuMK orpa... 2 066 22% HenpumeHumo l 3% HenpvMeHuMo l 4%
I C HeKoTOpbIMM OF... 2 677 28%
I C HeKoTOpbIMU O ... 3 308 35%
@ OTcyTtcTBMe yyacTus IOTCYTCTBVIe yyacTtus 512 5% @ MonHouenHoe yuacTue
I NonvouerHoe yuactue 3178 33% @ C GonbWMMK OrpaHNUEHNAMH I . y
ernpuMeHnMo 395 4% @® C 60nbWIMMK OFrpaHUYEHUSAMMU
I HenpumeHMo 303 3% C HEKOTOPbIMU OrpaHUYEHUAMU C HEKOTOPBIMM OFPaHNUYEHUAMMN
@® MonHoueHHoe yyacTue TOTAL 9 555 100%
TOTAL 9 566 100% @® OTcyTtcTBMe yuacTus ® HenpumeHumo

® Henpumenumo
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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

Sc_CoP_cat
N %
vl Limited participation 7 281 84%
I very limited participation 3110 36% Limited participation 27%
l Limited participation 1 859 21%
l C HEKOTOpbIMW OrpaHuye... 2312 27%
I [MonHoueHHoe yyacTmne 1411 16%
TOTAL 8 692 100% [MonHoueHHoe yyacTme 16%

@ Very limited participation ® Limited participation

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

Kak 6b1 Bbl OLleHWJIM coLManbHY0 NoAAEPIKKY, KOTopylo Bbl nonyuyaeTte ot snitogeit (noaaep)kka BbinosiHAAM Nin Bbl Kakyo-iM60 HeonJlauMBaeMyro, Heo6s3aTesnibHy0 pa6oTy wnm
6/1M3KMX Noaen, Ha KOTOPbIX MOXKHO MOJIOXKUTbCS, 3a60Ta CO CTOPOHbI APYrux Joaen, HeodMUMaNbHYIO AeATeNbHOCTbL (HanpMMep, OKa3biBaJiu NOMOLULb APYrUM NIOAAM UK
npakTuyeckasi NoMollb cocefen B cilyyae Heo6xoanmocTu)? YXMBOTHbIM) B KaKOi-1M60 opraHu3auMm B TeueHue nocnegHux 12 mecaues?
N N

I craéas 2 080 | Her 6 570 Het

CpepHsas 3693 a 2 865
I cunbhas 3 454 TOTAL 9 435

Oa 30%
TOTAL 9 227 CunbHas 37%

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

MoueMy HeT? YKaXkuTe To/ibko Haubosiee BECKYIO MPUUYUNHY.

N %

Mpobnembl co 520,
I Mpobnembl co 340poBbEM 2 164 52% 340pOBbEM °
I HexBaTka BpeMeHu 1108 27%
HexBaTka BpeMeHun - 27%
l OTcyTCTBME MHTEpeca 433 10%

I Cnuwkom monoa(-a), 4tobbl 6bITb
242 6% OTCcyTCTBME MHTEpeca 10%
BOJIOHTEPOM
Cnnwkom monoga(-a)
TpyAHOAOCTYMHas cpeaa NpoXuBaHus 115 3% !
I PyaHoaoccty peAa np ? 4yTO6bI 6bITH . 6%
| crpax notepsitb nocobue no BONIOHTEPOM
87 2%
WHBaNWAHOCTM NMPU BOJIOHTEPCTBE TpyAHOAOCTYNHas 30,
cpena NpoXxvBaHust °
TOTAL 4 149 100%
Ctpax notepsaTb
nocobue no l 2%
WHBaNWAHOCTY NpU
BOJIOHTEPCTBE

17y g o™
- (]
‘UBl Rare ‘
{
e EURORDIS

OF ¥ INTIA RARE DISEASES EUROPE




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

Sample size 9591 responses

Cnacuboo!

Mo nbbIM Bonpocam obpalwiantecb K komaHae Rare
Barometer no agpecy rare.barometer@eurordis.org

Mo nobbIM Bonpocam obpalwantecb K kKomaHae Rare
Barometer no agpecy rare.barometer@eurordis.org
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