LIVING WELL: THE MENTAL HEALTH OF PEOPLE LIVING WITH A RARE
OR UNDIAGNOSED CONDITION AND THEIR FAMILY MEMBERS

A Rare Barometer survey

11 Sept. - 14 Dec. 2025

Target population :

10,732 respondents worldwide and

9,897 in Europe

e People living with a rare or
undiagnosed condition

e Family members of those living with
a rare disease

25 languages

43 countries
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1,657 diseases represented

1y o ek
1/55 W Ik
T EURORDS



Sample information : [FINAL] in "1"
Sample size 9897 responses

DASHBOARD FOR EUROPE

5/ HOW TO USE THIS DASHBOARD

In this dashboard, you will find results for each 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:
¢ contact the Rare Barometer team at rare.barometer@eurordis.org
¢ visit the Rare Barometer website at eurordis.org/voices

¢ visit our mental health & wellbein-dedicated webpage:
https://www.eurordis.org/mental-wellbeing/

LIST OF CONTENTS

1. Sample information

2. Mental health: depressive symptoms, anxiety symptoms,
loneliness, suicidal thoughts, number of difficulties, quality of
life

3. Support needed and received: before diagnosis, at
diagnosis, in the last 6-12 months

4. The impact of living with a rare disease on mental
health: daily experiences and link with mental health

MORE ON THE SURVEY

Research questions and in-depth analysis of European results are
in the full report in English: tiny.cc/RB-MH

Key results are available in the factsheets: tiny.cc/RB-MH-results

Original questionnaire: tiny.cc/RB-MH-questionnaire
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Sample information : [FINAL] in "1"
Sample size 9897 responses

ANAvTarte To EPWTNHATOAOYIO WG...; KaTaAaBaivoupe 0TI HNopPEi va avayvwpideTe OTOV EAUTO 0AG
nNoAA£G ano TiG ISIOTNTEG NOU NEPIYPAPOVTAI NAPAKAT®, dAAd sival onpavTiko va eniAé§eTe MONO
MIA IAIOTHTA vyia TO EpWTHHATOAOYIO auTo. @a pnopoUoceE va gival n 1I5310TATA Nou ennPeadel
NEPICOOTEPO TNV KABNHUEPIVOTNTA OAG.

9.897

SUOKEUN NOU XPNnOoIJonoIgiTal yia andavrnon TEMPS_SAISIE_MN TEMPS_SAISIE_MN
® PC O Tablet Smartphone Mean Median
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Sample information : [FINAL] in "1"
Sample size 9897 responses

ANAavTdaTe To EPWTNHATOAOYIO 0G...; KataAaBaivoupe OTI HNopei va avayvwpifeTe 0TOV £aUTO 0dG NOAAEG ano TIG IBIOTNTEG NoU NePIypd@ovTdl NApakaTw, aAAd sival onpavTiko va eniAé§Eete MONO MIA
IAIOTHTA yida TO Ep®TRHATOAOYIO AUTO. @a HNopoUCoE va €ival n I310TNTA NOU ENNPEAdEl NEPICCOTEPO TNV KAONHEPIVOTNTA OAG.

N %
v I People living with a rare disease 6.627 67%
l ‘Atopo nou (el ue Wia onavia r adiayvwoTn naenon o ... 6.482 65%
l Mpwnv acBevig r acBevng nou avappwvel (n.x. emiw... 145 1% o ) )
People living with a rare disease
v I Carers / family members 3.270 33%
I lMovéag atopou nou el e onavia f adiayvwaortn nasnon 2.749 28%
l MannoUg kail yiayid evog atopuou nou gl Ye pia onavia ... 56 1%
l >0luyog aTtopou nou Cel PJe onavia r adidyvwaoTn naen... 198 2%
l Ociog/Beia aTdopou nou el Pe onavia n pn dIayVwOoHEV... 29 0%
I ADEAPOC 1 adeAr aTopou nou fel Je anavia n un dia... 71 1%
l Child of a person living with a rare or undiagnosed co... 48 0%
Carers / family members pso
| Ao 119 1%
TOTAL 9.897 100%

EioTe HEAOG HUN KEPBOOKONIKOU OpyaviopoU yia atopa nou {ouv HE ondavia i adidyvwoTn naénon n
HEAN TV OIKOYEVEIMV TOUG;

I Nai 6.106

I Ag YVWpilw 392

TOTAL 9.897 Ag yvwpilw l 4%
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Sample information : [FINAL] in "1"
Sample size 9897 responses

EioTe:
N %
I ruvaika 7.931 80%
l ‘Avdpacg 1.898 19% Avdpag - 19%
I Ao 32 0%
ANO ] 0%
I MPOTIH® va PNV Nw 36 0%
TOTAL 9.897 100% MpoTiu® va unv nw ’ 0%
Age of the participant Age_PLWRD
N % N %
I <20 84 1% I Less than 18 1.944 20%
I 20-29 493 5%  50.29 - 500 I From 18 to 23 528 5% From 18 to 23 - 5%
30-39 1.527 15% From 24 to 29 546 6%
1 ° I From 24 to ° From 24 to 29 - 6%
I 20-49 2.661 27%  30-39 _ 15% I From 30 to 39 1.113 11%
I s0-59 2.665 27% I From 40 to 49 1.632 17% rom 30 to 39 °
I co+ 2.467 25% I From 50 to 59 1.950 20% From 40 to 49 _ 17%
TOTAL 9.897  100%  50-59 _ I 60 and over 2.146 22%

TOTAL 9.859 100%
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Sample information : [FINAL] in "1"
Sample size 9897 responses

& noia xwpa {eite; 2€ noia xwpa {eite;

N % N %
leppavia 1.475 16% >AoBakia 70 11%
FaAAia 1.248 13% BouAyapia 68 11%
Ionavia 1.197 13% Ouyyapia 57 9%
Italia 967 10% >\oBevia 56 9%
Hvwuévo Nou&eguBoupyo 48 8%

465 5%
BaoiAeio Toupkia 46 8%
OMavdia 423 5% AatBia 40 7%
®ivAavdia 407 4% SepBia 36 6%
BEAvio 371 4% AiBouavia 34 6%
Poupavia 349 4% Fewpyia 28 5%
Aavia 323 3% Pwoia 32 5%
MopToyaAia 319 3% KUnpog 21 3%
EAAGOQ 237 3% Oukpavia 17 3%
Kpoartia 231 2% MaATa 15 20/
>oundia 231 2% Boovia Kkal

8 1%

MoAwvia 206 2% Epleyopivn
AuacTpia 190 2% IoAavdia 8 1%
NopBnyia 178 2% MaupoBouvio 8 1%
Toexikn Makedovia 4 1%

167 2%
Angokparia MoAdaBia 4 1%
EABeTia 158 2% EoBovia 2 0%
IpAavdia 143 2% AABavia 1 0%
>AoBakia 70 1% Av36ppa 1 0%
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Sample information : [FINAL] in "1"
Sample size 9897 responses

€ noia xwpa {eiTe;
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Sample information : [FINAL] in "1"
Sample size 9897 responses

EnMIAEETE TRV NPOTACT NOU NEPIYPAPEI KAAUTEPA THV KATACTACT 004G | TV KATAOTACH TOU ATOMOU NOU (PPOVTIETE:

N
I Mvwpifw Tnv ONOMAZIA Tng onaviag nadénaong kai €xel EMIBEBAIQOEI pe
KATAAANAEG 1aTPIKEG EEETATEIG N KAIVIKA KPITHPIA 8.904
I Mvwpilw Tnv ONOMAZIA Tng ondaviag ndénong aAAa AEN gxel eniBeBaiwBdei akoun
ME KATAAANAEC 1aTPIKEG EEETATEIC I KAIVIKA KPITRPIA 314
I 'EXw povo MEPIKES nAnpo@opieg OXETIKA PE TO OVOUA TNG ondviag acBevelag n
TO EUNAEKOMEVO YOVidIo i ToV TUMO TNG aoBévelag 167
I M'vwpilw 0TI N acBévela sival anavia, aAAa 1o ovopa f n arria AEN EXEI
ANAINQPIZTEI 330
[ Ao 182
TOTAL 9.897

%

90%

3%

2%

3%

2%

100%

Nvepifm Tnv ONOMAZIA TnG onaviag nadnong kai €xel EMIBEBAIQOEI pe kataAAnAEgG 1aTPIKEG
€EeTAOEIG N KAIVIKA KPITAPIA

Nvwpidm Tnv ONOMAZIA TnG onaviag nadnong aAAa AEN £xel eniBeBaiwBei akopun He kataAAnAegg
1aTPIKEG EEETACEIG 1) KAIVIKA KPITRAPIA

yovidio r} Tov TUNo TnG acO&veiag

Nvepifw O0TI n acBévela eival onavia, aAAa To ovopa R\ n airtia AEN EXEI ANAITNQPIZTEI
‘AAAO

[
L
® 'Exw pévo MEPIKEZ nAnpo@opieg OXETIKG HE TO OVOHA THG onaviag acO£veiag f To EHNAEKOHEVO
o
[

Time SINCE diagnosis (initial or confirmed), in years

N %
I <4 2.029 21%
f 2-10 2.485 25%
J 10-20 2.396 24%
J 20+ 2.308 23%
I Undiagnosed 679 7%
TOTAL 9.897 100%

Undiagnosed 7%
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Sample information : [FINAL] in "1"
Sample size 9897 responses

orphacode

1.657

Orphacode associated nomenclature (english)

Hereditary hemorrhagic telangiectasia
Myasthenia gravis

Monosomy 22q13.3

Hypermobile Ehlers-Danlos syndrome
Neurofibromatosis type 1

Primary biliary cholangitis

Systemic sclerosis

22q11.2 deletion syndrome

Williams syndrome

Postpoliomyelitis syndrome
Sarcoidosis

Addison disease

Systemic lupus erythematosus

Cystic fibrosis

Fragile X syndrome

Tuberous sclerosis complex

10/59

N
609
355
331
308
207
118
100

94

92

86

86

82

81

80

80

80

Orphacode associated nomenclature (english)

Primary sclerosing cholangitis
Adult-onset myasthenia gravis
Angelman syndrome
Poliomyelitis

Granulomatosis with polyangiitis
BehA§et disease

Chronic inflammatory demyelinating

polyneuropathy

Friedreich ataxia

Idiopathic intracranial hypertension
Antiphospholipid syndrome

Marfan syndrome

Primary SjAfgren syndrome

Diffuse cutaneous systemic sclerosis
Facioscapulohumeral dystrophy
Charcot-Marie-Tooth disease type 1A
Hereditary spastic paraplegia
Vascular Ehlers-Danlos syndrome
Duchenne muscular dystrophy

Ehlers-Danlos syndrome

77

72

64

61

57

55

52

50

49

47

45

44

43

43

42

41

41

40

40

Orphacode associated nomenclature (english)

Amyotrophic lateral sclerosis
Rett syndrome
Wilson disease

Facial dysmorphism-developmental
delay-behavioral abnormalities syndrome

due to 10p11.21p12.31 microdeletion
Lamellar ichthyosis

Charcot-Marie-Tooth disease/Hereditary

motor and sensory neuropathy
WaldenstrAm macroglobulinemia
Autoimmune hepatitis

Classical Ehlers-Danlos syndrome
Familial Mediterranean fever

Acromegaly

Autosomal systemic lupus erythematosus
Neurofibromatosis type 2

Prader-Willi syndrome

37

37

37

36

35

34

33

31

31

31

30

30

30

30

Orphacode associated nomenclature (english)

Common variable immunodeficiency
Pemphigus vulgaris
X-linked hypophosphatemia

Idiopathic pulmonary arterial

hypertension

Scleroderma

Classic phenylketonuria

Fabry disease

Hereditary angioedema
Non-acquired panhypopituitarism

Angelman syndrome due to maternal

15g11g13 deletion

Arnold-Chiari malformation type I
Esophageal atresia

Idiopathic achalasia

Limited cutaneous systemic sclerosis
Monosomy 5p

Primary lymphedema
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29
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28
27
26
26

26
25

25
25
25
25
25
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Sample information : [FINAL] in "1"
Sample size 9897 responses

list_orphacodes_ classification_updated ERNs 2024
Genetic diseases NGNS 5.395 EVE _ 2614
Neurological diseases I 5.023
pevelopmental anomalies U9 I .91 1 ercnet [ A : >
embryogenesis
SINGEGIECCRCE. PR
Transplant related diseases |GGG 2 .407
Ophthalmic diseases NG 2385 vetabern [ <+
Circulatory system diseases [N 1.358
i di o | o
Hepatic diseases | IIEED 1.073
Endocrine diseases [N 948 EpiCARE _ 599
Respiratory diseases [ NIEEED 929
Renal diseases IR 894 rRiTA [ 598
Bone diseases [ 827
Neoplastic diseases D 783 ITHACA _ 494
Inborn errors of metabolism D 649 reconneT [ 372
~ Cardiac diseases [ 617
Systemic or rheumdail;(;g)sg;g D 458 Liver - 297
Hematological diseases [HlB 357
GENTURIS 282
Infertility [l 355 -
Immunological diseases [l 274 Lung - 265
Cardiac malformations [ 261
Gynecologic/obstetric diseases [ 256 Skin - 130
Gastroenterological diseases [l 228 Heart . 119
Otorhinolaryngologic diseases [ 205
Abdominal surgical diseases B 129 eUROGEN . 117
Surgical maxillo-facial diseases B 118 BOND . 106
Odontological diseases B 94
Urogenital diseases D 89 1
Systemic or rheumatologic Endo . 05
diseases of childhood b 87
Infectious diseases ) 37 ERNICA . 99
Surgical thorac?c d?seases I 14 EuroBloodNet ' 87
Allergic diseases 7
Ophthalmic disorders 2 RND . 71
Diseases due to toxic effects 1
Teratologic disorders 1 CRANIO l 16

11/35
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Sample information : [FINAL] in "1"
Sample size 9897 responses

EURORDIS European Federations

FEDERG - Federation of
European Associations of
Patients affected by Renal

Diseases

EAMDA-European Alliance of

Neuromuscular Disorders

Associations
HHT Europe

LGD Alliance Europe

European Myasthenia Gravis

Association
Phelan McDermid

European Liver Patients

Association
NF Patients United

Federation of European

Scleroderma Associations
Lupus Europe

European CMT Federation
Systemic Sclerosis

European Polio Union

Albi France

1.573

1.248

609

513

438

331

306

267

222

195
183
182
162

157

%

37%

29%

14%

12%

10%

8%

7%

6%

5%

5%

4%

4%

4%

4%

EURORDIS European Federations

European Network for Ichthyosis

Euro Ataxia - European

Federation of hereditary Ataxias
22Q11 Europe

European Federation of Williams

Syndrome
Sarcoidosis
Williams syndrome

Sarcoidosis Europe - European
Association of Patients
Organizations of Sarcoidosis and
other Granulomatous Disorders

(EPOS)

PHA Europe (Pulmonary Arterial

Hypertension)
European Fragile X Network
CF Europe

European Tuberous Sclerosis

Complex Association
Tuberous Sclerosis

Cystic Fibrosis Worldwide

141

140

96

92

92

92

92

84

81

80

80

80

80

%

16%

16%

11%

10%

10%

10%

10%

10%

9%

9%

9%

9%

9%

EURORDIS European Federations

Sclerosing Cholangitis
PSC Patients Europe
EDINETWORK

Marfan Europe Network
CANPKU+

OIFE - Osteogenesis Imperfecta

Federation Europe

European Society for

Phenylketonuria

European Federation for

Hereditary Spastic Paraplegia
SMA Europe

Rett Syndrome Europe

Sj gren Europe

FSHD Europe

MPS Europe

Duchenne Muscular Dystrophy

European Huntington

Association

Gaucher

N

77
77
71
68

58

49
48

47

47
44
44
43
42

40
27

26
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11%
11%
10%
10%

8%

7%
7%

7%

7%
6%
6%
6%
6%

6%
4%

4%
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Sample information : [FINAL] In "1"
Sample size 9897 responses

2. MENTAL HEALTH AND WELLBEING

Poor mental health: depressive symptoms,
anxiety symptoms, loneliness, suicidal thoughts

e
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Mental health score

Poor mental health

Percentage of participants who reported at least one mental health
difficutly among:

- moderate to severe depressive symptoms (PHQ-8 score = 10)
- clinically significant anxiety symptoms (GAD-2 score = 3)

- loneliness (UCLA loneliness scale score > 9)

- or suicidal thoughts in the past six months.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Score PHQS8
N %
v Minimal or mild depressive symptoms 5.579 56%
Minimal depression 2.239 23%
Mild depression 3.340 34%

Depressive symptoms were measured using the Patient Health Questionnaire
(PHQ-8), often used to screen individuals based on eight core DSM-based ¥ Moderate to severe depressive symptoms 4.318 44%
symptoms by asking how often the symptoms were experienced over the past two

. . . Moderate depression 2.390 24%

weeks, generating a total score from 0 to 24. See the eight questions next page.
. ) . Moderately severe depression 1.239 13%
A cut-off score of 10 or more was used to identify moderate to severe depression
symptoms. Severe depression 689 7%
The PHQ-8 score does not correspond to a clinical diagnostic and as such, TOTAL 9.897 100%
estimates based on a cut-off score of 10 or more should be interpreted as
reflecting the prevalence of elevated depressive symptoms, rather than clinically
confirmed major depressive symptoms.
Score PHQS8

Comparison with general population in the EU and per EU country
(Eurostat):

https://ec.europa.eu/eurostat/databrowser/view/hlth_ehis_mh2e$defaultview/default
lang=en

Minimal or mild depressive
symptoms

Moderate to severe depressive
symptoms

*
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https://ec.europa.eu/eurostat/databrowser/view/hlth_ehis_mh2e$defaultview/default/table?lang=en
https://ec.europa.eu/eurostat/databrowser/view/hlth_ehis_mh2e$defaultview/default/table?lang=en

Sample information : [FINAL] In "1"
Sample size 9897 responses

MIKPO €vdla@EPOV 1 Aiyn amoAauon oTIg
dpacTNPIOTNTEG POU

NiwBeTe KataBepAnuévog(n),
KotateOAIppévog(n) N aneAmopévog(n)

‘EXeTe MPOBANPO VA OTIOKOIPNBEITE 1) va
ouveyioete Tov OTIVO 0OC 1) KOIUAOTE

uTtEP BOAIKA

N1OeTe KOoupaaopévog(n) N EXETE Aiyn evépyela
‘Exete Alyn 0peén n} TIpwTe LTIEP BOAIKA

NIQOETE AoXNUO yIa TOV €0UVTO GAC I OTI EXETE
OTOTUXEL 1) OTI £XETE ATTOYONTEVOEL TOV EAUVTO
0ag 1 TNV OIKOYEVEIA Gag

‘EXETE MPOPBANHO CLYKEVTPWONG OE KATIOIEG
EVEPYEIEC, OTIWC OTOV JIARALETE TNV €@NUEPIdA
) OTAV TIAPOKOAOLBEITE TNAEOP AT

KiveioTe 1 AGTE TO00 apyd oL GAAOL
avBpwmol Ba to mapatnpoloav ‘H 1o avtibeto —
giote 1600 avriouxog(n) 1N VeLPIKOG(N), oL

KIVEIOTE TTOAD TIEPIGCOTEPO ATO TO GLVNOICPEVO

>XEAON
KAGE
MEPA
1.062

1.077

2.640

3.533

1.530

1.304

1.312

798

MEPIZXO
TEPEZ
AIMO TIZ
MIYEZ
MEPEX
1.485

1.333

1.896

2.237

1.553

1.201

1.400

861

APKETEX
MEPEX

4.547

4.514

3.431

3.440

3.230

3.234

3.820

2.603

KAGQOAOY

2.803

2.973

1.930

687

3.584

4.158

3.365

5.635

Combined analysis

TOTAL

9.897

9.897

9.897

9.897

9.897

9.897

9.897

9.897

MIKpO evdla@Epov 1 Aiyn anmoiavon
OTIG OpACTNPIOTNTEC POV

Niwbete kKataBepAnuevog(n),
KotateOAppévoc(n) n
aneATopévog(n)

'EXETE MPOBANPO VA OTIOKOIUNBEITE 1
va guveyioete Tov OTVO 0ag N
KOIMAOTE LTIEPBOAIKA

N1wBeTe Kovpaopévog(n) N EXETE
Aiyn evépyela

‘Exete Alyn 6peén 1 tpwte
LTTEP BOAIKA

NIWBETE doxnMUa yia TOV €0VTO 0AC N
OTI £XETE ATIOTUXEL 1] OTI €XETE
anoyonteVOoEl TOV €AUTO 0O¢g 1] TNV
OIKOYEVEIA Tag

'EXETE MPOBANPO CLUYKEVTPWONG OE
KATIOIEG EVEPYEIEC, OTIWC OTAV
dlapalete TNV e@nUepida ) otav
TIopaKoAouBeite TNAedpaON

KiveioTte i IAGTE TOOO apyd IOV
GAAol avBpwTol Ba To TTapATNPOVCAV
'H to avtiBeto — eiote 1000
avrjouxog(n) n veupikog(n), mou...

@ >x£306v KABe pépa

11% 15% 46%

11% 13% 46%

13% 12% 33%

8% 9%

@ Meplood tepeg amod Tig pioéc pépeg @ Apketég pépec @ KaBoAou
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / Score PHQ8

SCORE PHQ8
MINIMAL OR MILD DEPRESSIVE MODERATE TO SEVERE
SYMPTOMS DEPRESSIVE SYMPTOMS TOTAL
STATUS FOR MH N %0 N % N %
PLWRD 3.633 55% 2.994 45% 6.627 100%0
Parent 1.600 58% 1.149 42% 2.749 100%6
Spouse/partner 128 65% 70 35% 198 100%0
Other FM 218 67% 105 33% 323 100%
TOTAL 5.579 56%0 4.318 44%0 9.897

B Under-represented elements [l Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 32,0 ; dof= 3.

*
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Sample information : [FINAL] In "1"
Sample size 9897 responses

GAD2 score anxiety

N %
Anxiety symptoms were measured using the Generalised Anxiety Disorder l May have clinically significant anxiety
scale (GAD-2), a brief screening tool recommended in population surveys and symptoms 4.143 42% May have clinically
clinical settings. It captures two core symptoms of generalised anxiety (see significant anxiety 42%
next page). I No potential anxiety symptom present 5.754 58% symptoms
A cut-off score of 3 is widely applied in community and clinical settings to TOTAL 9.897 100%

identify individuals who may have clinically significant anxiety symptoms.

Comparison with general population in the EU and per EU country (IHME
estimates for WHO): No potential anxiety
symptom present

58%
doi.org/10.1787/health_glance_eur-2018-en

Combined analysis

MEPIZXO
TEPEX
AlO TIZ >XEAON
! APKETEZ MIZEX KAGE Alo8avBnkate velpa, dyxog 1 évtaon
KAGOAOY MEPEZ MEPEZ MEPA TOTAL
AloBavenkate vevpa, ayxoq 1 évtoon 1.697 4.470 1.795 1.935 9.897
Agv umopoVoATE VO CTAPOTACETE 1 VA
2.833 4.004 1.598 1.462 9.897

Agv umopoVoATE VO CTAPOTACETE 1
Va EAEYEETE TO AYXOG OUC

EAEYEETE TO AYXOC 0AC 40% 16% 15%

® Kabdiou ©® ApkeTéc uépeg @ Mep160d TEPEC aTO TIC UICEC PEPEG @ >x£36v K&Be pépa
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https://www.sphinxonline.com/dataviv-runtime/doi.org/10.1787/health_glance_eur-2018-en

Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / GAD2 score anxiety

GAD2 SCORE ANXIETY

MAY HAVE CLINICALLY

SIGNIFICANT ANXIETY NO POTENTIAL ANXIETY
SYMPTOMS SYMPTOM PRESENT TOTAL
STATUS FOR MH N % N % N %
PLWRD 2.497 38% 4.130 62% 6.627 100%0
Parent 1.442 52% 1.307 48% 2.749 100%
Spouse/partner 87 44% 111 56% 198 100%
Other FM 117 36% 206 64% 323 100%
TOTAL 4.143 42% 5.754 58% 9.897

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 179,0 ; dof= 3.
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Sample information : [FINAL] In "1"

Sample size 9897 responses

Loneliness is commonly defined as the subjective feeling of a discrepancy
between desired and actual relationships. It was measured in this survey using the
3 items version of the UCLA-loneliness scale (see questions below), widely used
and validated in population health research.

A cut-off score of 9 was used to identify people who felt lonely.

Comparison with other populations (literature review):

doi.org/10.1136/bmj-2021-067068

Al00avVONKa 0TI POUL EAEITE N

OLVTPOPIKOTNTA
Alc0avONnKa TapapEANUEVOC

Al08avOnKa amopovVwHUEVOC aTo

TOUG GAANOULG

MNOTE

2.382

2.649

2.275

MEPIKEZX
2IMTANIA DOPEX

1.678 2.688
1.759 2.707
1.674 2.668

ZYXNA

1.531

1.322

1.595

I Feel lonely
I Other

TOTAL

MOANY
ZYXNA

1.083
909

1.151

Participants who feel lonely (UCLA loneliness scale == 9)

N %0
5.056 55%
9.277 100%o

Combined analysis

TOTAL
AlcBdavenka otTi pou e)\gme n 12%
9.362 OLVTPOPIKOTNTA
9.346
0.363 Al00avOnKa TopapeEANPEVOC 14% 10%

Al00AavONKa ATIOLOVWHEVOC ATIO TOUC

0 0
GAoUC 17% 12%

® roté¢ @ smavia @ Mepikéc popéc @ Suxva @ ToAD cuxva

Ba) = ‘;";'";
W—. J%
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https://www.sphinxonline.com/dataviv-runtime/doi.org/10.1136/bmj-2021-067068

Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / Participants who feel lonely (UCLA loneliness scale >= 9)

PARTICIPANTS WHO FEEL LONELY (UCLA LONELINESS SCALE >= 9)

FEEL LONELY OTHER TOTAL
STATUS FOR MH N %0 N %0 N %0
PLWRD 2.756 44% 3.537 56% 6.293 100%0
Parent 1.292 51% 1.229 49% 2.521 100%
Spouse/partner 89 47% 99 53% 188 100%0
Other FM 84 31% 191 69% 275 100%
TOTAL 4.221 45% 5.056 55% 9.277

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 66,0 ; dof= 3.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Eixa ok€Pelg autokKToviag

N %
; ) MoAO cuxva . 2%
I MMoAL ouxva 193 2%
o 0,

I zuxva 299 3% Suxvé . 2%

I MEePIKEC POPEQ 1.004 12%

I =névia 1.216 14% MepIKEC popEQ - 12%
f row 5.964 69%

TOTAL 8.676 100%0

Prevalence of suicidal thought for other populations (literature reviews):

doi.org/10.1017/S003329171900391X, doi.org/10.1080/13811118.2020.1765928

Cross: Status for MH / Eixa oKEWEIC OLTOKTOVIOG

E'IXA ZKEWEIZ AYTOKTONTIAXZ

MOAY ZYXNA ZYXNA MEPIKEZ ®OPEZ ZIMANIA MOTE TOTAL
STATUS FOR MH N %0 N % N % N % N % N %
PLWRD 166 3% 224 4% 759 13% 883 15% 3.851 65% 5.883 100%
Parent 19 1% 65 3% 212 9% 296 13% 1.761 75% 2.353 100%
Spouse/partner 3 2% 2 1% 7 4% 19 11% 146 82% 177 100%
Other FM 5 2% 8 3% 26 10% 18 7% 206 78% 263 100%
TOTAL 193 2% 299 3% 1.004 12%0 1.216 14%0 5.964 69%0 8.676

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 120,1 ; dof= 12.
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https://www.sphinxonline.com/dataviv-runtime/doi.org/10.1017/S003329171900391X
https://www.sphinxonline.com/dataviv-runtime/doi.org/10.1080/13811118.2020.1765928

Sample information : [FINAL] In "1"
Sample size 9897 responses

I Good mental health

I Poor mental health (at least one difficulty)
I At least 2 mental health difficulties

I At least 3 mental health difficulties

I All 4 mental health difficulties

TOTAL

STATUS FOR MH
PLWRD
Parent
Spouse/partner
Other FM

TOTAL

The relationship is very significant. p-value= < 0,01 ; Chi2= 109,1

Number of mental health difficulties

N %
Good mental health _ 32%
3.152 32%
one difficulty)
4.652 47%
2.802 28% difficulties
1.195 12% At least 3 mental health
e K 28%
difficulties
9.897
All 4 mental health difficulties - 12%
Cross: Status for MH / Number of mental health difficulties
NUMBER OF MENTAL HEALTH DIFFICULTIES
POOR MENTAL HEALTH
(AT LEAST ONE AT LEAST 2 MENTAL AT LEAST 3 MENTAL ALL 4 MENTAL HEALTH
GOOD MENTAL HEALTH DIFFICULTY) HEALTH DIFFICULTIES HEALTH DIFFICULTIES DIFFICULTIES TOTAL
N % N % N % N % N % N %
2.166 33% 4.461 67% 3.103 47% 1.850 28% 865 13% 6.627
784 29% 1.965 71% 1.354 49% 49 31% 307 11% 2.749
59 30% 139 70% 87 44% 44 22% 7 4% 198
143 44% 180 56% 108 33% 59 18% 16 5% 28
3.152 32% 6.745 68%0 4.652 47% 2.802 28% 1.195 12%0 9.897

B Under-represented elements [ Over-represented elements

; dof= 12.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / MNw¢ 6a BaduoAoyovoate TNV oloTNTA {WN¢ 00C;

STATUS FOR MH
PLWRD
Parent
Spouse/partner
Other FM

TOTAL

The relationship is very significant. p-value= < 0,01 ; Chi2= 271,5 ; dof= 12.

Comparison with the general population in the EU and EU countries (Eurostat):

https://ec.europa.eu/eurostat/databrowser/view/ilc_pw05$dv_2768/default/table

1-NMOAY KAK'H

N

W
=
N

|U'I
[o¢]

8

6

384

B Under-represented elements

%
5%
2%
4%
2%

4%

1-MoAL KakA

2-Kokn

4-KaAég
5-MoA0 KaAn

TOTAL

MQ> 0A BAOMOAOIO'YZATE THN MNOIOTHTA ZQ'HZ ZAZ;

2-KAK'H
N %0
1.495 23%
400 15%
28 14%
24 1%
1.947 20%

Nz oA
BAOGMOAOIO'YZATE THN
MOIOTHTA ZQ'HX ZAZ;

3-00Te KOA 0UTE KOKN

3-O'YTE KAANH

OYTE KAKH

N %%
2.424 37%
987 36%
73 37%
89 28%
SESIS 36%0

4-KANEZ
N %
2.135 32%
1.121 41%
74 37%
162 50%
3.492 35%

B Over-represented elements

POOR MENTAL HEALTH

N

w
\‘
o

T
0
=
o

N
\‘
w
w

=
[}
00
©

=
W
N

6.74

(6

B Under-represented elements

%0
98%
93%
16%
48%
26%0

68%0

5-TIOANY KANH

N

N
o
=

[
[V

8%
13%

5%

MENTAL HEALTH SCORE

GOOD MENTAL HEALTH

N

[o¢]

[
W
N

0
N
o

-
(09
o
W

W
0
©

8.5

N

B Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 1.868,0 ; dof= 4.

7%
24%
52%
74%

32%

TOTAL
N %
6.627 100%0
2.749 100%o
198 100%0
323 100%0
9.897

Cross: MNw¢ Ba BabuoAoyoLoate TNV totdtNTa {wn¢g oag; / Mental health score

384

1.947

3.573

3.492

501

9.897

TOTAL

B

N ‘ Rare

Barometer

D15 #

%
100%0
100%o
100%0
100%0

100%0
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https://ec.europa.eu/eurostat/databrowser/view/ilc_pw05$dv_2768/default/table

Sample information : [FINAL] In "1"
Sample size 9897 responses

V/&\\I 3 Suppart needed and received

Before diagnosis, at diagnosis, in the last 6-12 months

“‘ﬁ. " -
e Sale’S
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Since the first symptoms were noticed (while you were still searching for a diagnosis for the rare condition), did YOU receive emotional or psychological support from:

N %
I I did NOT have emotional or psychological support but I NEEDED it 3.418 35% I did NOT have emotional or
psychological support but | NEEDED 35%

I Your family, friends, neighbours 3.417 35% it
I A healthcare professional (doctor, nurse...) 1.798 19%
I | did NOT have emotional or psychological support but I did NOT need it 1.430 15%
I A mental health professional (psychologist, psychotherapist, psychiatrist...) 1.123 12% Your family, friends, neighbours 35%
I A rare disease organisation or another type of charity (e.g. helpline...) 1.018 11%
I Someone with a rare or undiagnosed condition, or their family member (not in a

_ o 542 6%
patient organisation) A healthcare professional (doctor, 19%

nurse...

TOTAL 9.631 )

I did NOT have emotional or
psychological support but I did NOT
need it

15%

12%

A mental health professional
(psychologist, psychotherapist,
psychiatrist...)

A rare disease organisation or
another type of charity (e.g.
helpline...)

11%

Someone with a rare or undiagnosed
condition, or their family member
(not in a patient organisation)

6%

*

34 P ol
- (J
N ; Rare j ‘
Barometer EURUHD'S

OIS ¥ INTIA RARE DISEASES EURDPE




Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Since the first symptoms were noticed (while you were still searching for a diagnosis for the rare condition), did YOU receive emotional or psychological support from: /7 Time from first
symptoms to initial OR confirmed diagnosis

TIME FROM FIRST SYMPTOMS TO INITIAL OR CONFIRMED

SINCE THE FIRST SYMPTOMS WERE NOTICED (WHILE YOU WERE STILL SEARCHING FOR A DIAGNOSIS FOR THE RARE CONDITION), DID YOU PIAGHOSIS
RECEIVE EMOTIONAL OR PSYCHOLOGICAL SUPPORT FROM: MEAN N
| did NOT have emotional or psychological support but | NEEDED it 53 3.042
Someone with a rare or undiagnosed condition, or their family member (not in a patient organisation) 4,9 445
A mental health professional (psychologist, psychotherapist, psychiatrist...) 4,6 920
I did NOT have emotional or psychological support but I did NOT need it 4,2 1.256
Your family, friends, neighbours 3.6 2.987
A healthcare professional (doctor, nurse...) 3.5 1.531
A rare disease organisation or another type of charity (e.g. helpline...) 3.4 834

[ | Under-represented elements [ | Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Fisher= 10,9.
Inter variance= 1.084,4. Intra variance= 99,4.

Cross: Since the first symptoms were noticed (while you were still searching for a diagnosis for the rare condition), did YOU receive emotional or psychological support from: /7 Time from first
symptoms to initial OR confirmed diagnosis

TIME FROM FIRST SYMPTOMS TO INITIAL OR CONFIRMED

SINCE THE FIRST SYMPTOMS WERE NOTICED (WHILE YOU WERE STILL SEARCHING FOR A DIAGNOSIS FOR THE RARE CONDITION), DID YOU PIAGHOSIS

RECEIVE EMOTIONAL OR PSYCHOLOGICAL SUPPORT FROM: MEAN N
I did NOT have emotional or psychological support 5,0 4.298
A healthcare professional or a mental health professional 3,8 2.035
The rare disease community (organisation or individual) or a charity 3,8 1.118
Your family, friends, neighbours 3.6 2.987

[ | Under-represented elements [ | Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Fisher= 14,3.
Inter variance= 1.413,4. Intra variance= 98,6.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

This question was only asked to people with a diagnosed rare disease

When the diagnosis was announced, did YOU receive emotional or psychological support from:

N %
I Your family, friends, neighbours 3.308 37% . . .
Your family, friends, neighbours 37%
I I did NOT have emotional or psychological support but | NEEDED it 3.078 34%
I A healthcare professional (doctor, nurse...) 1.610 18%
I 1 did NOT have emotional or psychological support but I did NOT need it 1.292 14% I did NOT have emotional or
psychological support but | NEEDED 34%
I A rare disease organisation or another type of charity (e.g. helpline...) 1.202 13% it
I A mental health professional (psychologist, psychotherapist, psychiatrist...) 968 11%
I Someone with a rare or undiagnosed condition, or their family member (not in a 507 6% A healthcare professional (doctor, L85
patient organisation) nurse...)
TOTAL 9.010
I did NOT have emotional or
psychological support but I did NOT 14%
need it
A rare disease organisation or
another type of charity (e.g. 13%
helpline...)
A mental health professional
(psychologist, psychotherapist, 11%
psychiatrist...)
Someone with a rare or undiagnosed
condition, or their family member 6%
(not in a patient organisation)
] J y el 2t
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Kotd Tn SIApKEIA TWV TEAELTAIWY 6 UNVWV, AABATE CLVAICONUATIKA 1 YUXOAOYIKI] UTIOCTAPIEN ATIO:

NAI,
ANNA
OoXIl
APKETH
A NA
OXI, OXl, KANYWEI
ANNA ANNA AE TIZ
XPEIAZ... XPEIAZ... ANAIKEX
XPEIAZ... XPEIAZ... MOY
2 TO TAQICI0 pIOG JIETIIOTNPOVIKNG
OMAdACG LYEIOVOUIKNG TIEPIBOAYNG
3.847 3.920 655
IOV EIDIKEVETAI OE OTIAVIEG I N
Sl0yVWOPEVEG TTABNOEIG
YuxoAOyocg, PuxoBepameuTig N
YuxiaTpog PE CUUPBOLAEG TTOU
EMIAOTOYNTAI PEPIKWG 1 OAIKWC
3.649 3.924 781
(11.X. 0TO dNUOCIO TOPEN, OTO
TIAQIC10 TNC BOCIKAG LYEIOVOUIKIC
mePiBaAYNC...)
‘Evag YPuxoAoyocg, WPUXo0epaTeVTNG
1 Yuxiotpoc MAHPQMENOS AMO
EXAX H THN OIKOIENEIA 2A%
2.891 4.654 813

(T1.X. OTOV IOIWTIKO TOPED, OXI OTO

TIAQIC10 TNC BOCIKAG LYEIOVOUIKIC

NAIT KAI
APKETH
A NA
NAI, KANYWEI
ANNA AE TIZ
XPEIAZ... ANAIKEX
XPEIAZ... MOY
157 686
116 796
107 801

Needs from professional psychological support over the past six months

%
NEEDS professional psychological support 6.799 73%
NO need for pro psy support 2.466 27%
TOTAL 9.265 100%

TOTAL

9.265

9.266

9.266

2 TO TAQICI0 PIOG JIETIICTNPOVIKIAG
OMAdAC LYEIOVOUIKNG TIEPIBOAYNG
oL €1OIKEVETOAI OE OTIAVIEG 1 YN
WUXOASPRY YRGB aRteBHE
Yuxiatpog Pe cLUPPBOVAEG IOV
EMIAOTOYNTAI PEPIKWCE ) OAIKQG
ok GRXBRBYGL FASBeBERDHE 1
Yuxiatpog MAHPQMENOX AlMNO EZAZ
H THN OIKOIENEIA ZAZ (11.X. oTOV
1OIWTIKO TOPEQ, OXI OTO TAQICIO TNG...

42% 42% 2%

39% 42% 1%
31%

50% 1%

31% 42% 39

FeVIKOC y10TPOC 1) VOONAEVUTNC

AANO 26% 58% 2%
DIAaVOPWTIIKO idpupa i MKO (T.X.
ypoupn Bondelag, opydvwaon 26% 49% 39 .-

aoBevwv...)

NOCOKOUEIOKN LTINPETIa WUXIKNAG

. . 21%
vyeiag (EvOOVOOCOKOUEIOKN)

74%

H olkoyéveld oag, ol @ilol oag, ol

, , 15%
YEITOVEC 00¢

20% 6%

@ OXI, aAAd XpeldZeTal/XpelaloTay @ OXI, aANG AE XpeldZetal/Xpetalotav

@ NAI, aAAG OXI apKeTH yio va KAAOWEL TIG avayKeg pouv @ NAI, aAAd de xpeldletal/ xpeialotav

@ NAI Kal apKETA yIa va KOADWEL TIC OVAYKEG UOU

Professional psychological support in the last six months

N %
Professional psychological support 4.529 49%
NO pro psy support 4.736 51%
TOTAL 9.265 100%0
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Sample information : [FINAL] In "1"
Sample size 9897 responses

AloBdveate OTI 060G OKOUVE

No eTEEEPYOOTEITE TIC VEEC TIANPOPOPIES TIOV
€iXaTe OXETIKA PE TNV TTAONON

KaAOtepn dlaxeiplon tng kadnuepivig oag {wNng,
CUMTIEPINOUBOVOUEVOL TOL AYXOUG 1] TOU OTPEG
Na eite KOAUTEPA PE TA CUPTITWHOTO TNG
nadnong

AVTIPETWTIOTE KAAUTEPA TOUC TEPIOPICPOUC IOV
oXeTilovTal pe TN Bepameio TOL AGPBATE yia TNV
nadnon (1.X. EMIOKEWYEIC OTO VOOOKOEIO,

TIOPEVEPYEIEC K.ATL.)

Na avantOEete MEPIOCOTEPEG OEEIOTNTEC YIO VA

AVTIMETWTIIOETE OVOKOAEC KATOOTACEIC

AVTIUETWTIOTE TIC DVUOKOAIEG TIOU €iXATE WG

yoveag

Na dloxelpileote KOAUTEPO TA CLVAICONUOTA COG
ZNOETE KOAUTEPO PE TNV aBeRAIOTNTA TIOV
TEPIBAAAEL TN dlAyvwaon TN mAnong

Na BEATIOOETE TNV IKAVOTNTA 0OG VO
OULYKEVTPWOEITE OTNV €pyaaia 1 TIC OTIOLOEC TOG
AVTIUETWTIOTE KAADTEPA TNV EAAEIYN OgpaTmeiag

yla TNV maenon

2E
METIANO
BAGMO

1.843

1.423

1.438

887

890

1.213

349

1.208

49

779

191

Only people who received emotional or psychological support

NITO

2.762

2.361

3.105

1.791

1.903

2.783

748

2.807

115

2.073

458

MOAY
NITO

1.577

1.479

1.545

1.092

1.136

1.654

500

1.689

104

1.666

403

KAGQOA...

1.088

1.475

1.066

885

1.062

1.326

411

1.322

113

1.823

596

TOTAL

7.270

6.738

7.154

4.655

4.991

6.976

2.008

7.026

381

6.341

1.648

Jag Bonbnoe n vtooTNPIEN TTOL AGBATE TOLC TEAEVTAIOLC 6 PNVEC Va:

AloBdaveoTte OTI 00C OKOVVE

Na eme€EpyAOTEITE TIG VEEQ
TIANPOWOPIEC TIOL EIXOTE OXETIKA HE
Vv nabnon

KaAUTtepn dlaxeiplon tTng KaBNUEPIVNC
oag {WNG, CLUPTIEPIAAUBAVOUEVOU TOU
AyX0u¢g 1] TOU OTPEC

Na (eite KAADTEPA PE TA CUUTITWHATA
g maenong

AVTILUETWTIOTE KAADTEPO TOLG
TiePIOPIoPOVG IOV OXETI{OVTal PE TN
Bepaneia mouv AdBoTE yio TNV TAONON

(T1.X. EMIOKEWEIC, ITO VOOOKOIEIO, ...
No avomntUEETE TEPICOOTEPES

Oe&IOTNTEC VIO VO OVTIMETWTIOETE
OUOKOAEG KATOOTACEIC

AVTIJETWTIIOTE TIC SUOKOAIEC TTOL
gixote wg yovéag

Na dloxelpileote KOAUTEPO TA
ouvaloOnuatd oag

ZNOETE KAAUTEPA PE TNV aBeBaidtnTa
Tov TEPIBAAAEL TN dlAYyVwWaOn NG
naenong

No BEATIOOETE TNV IKAVOTNTA 0O va
OLYKEVTPWOEiTE TNV gpyaacia 1 TIg
OTIOLOEC 00G

AVTIUETWTIOTE KOAVTEPO TNV EAAEIYN
Beparmeiag ylo TNV madnon

AANO

@ == peydro Badbuod

25% 38% 22% -
21% 35% 22%

20% 43% 22% -

19% 38% 23% -

18% 38% 23% _
17% 40% 24% -
375 255
17% 40% 24% -

139 0% e |
12% 33% 26%
12% 28% 24%

® rMoxv Aiyo @ KaBdAou

® Aiyo

Ba) = f'.*-':k
W—.. Ik

Barometer EURUHD'

DI INMTIATIV RARE DISEASES EUROPE



Sample information : [FINAL] In "1"
Sample size 9897 responses

AloB6dveoTe 0TI 0ag akoUvVE

KoAUtepn dlaxeipion tng kabnuepivig oag {wnc,
OUUTIEPIAAMPBOAVOUEVOL TOL AYXOULG 1] TOU OTPEC
Na eme€epyaoTEITE TIG VEEC TTANPOPOPIEC TIOL
€ixate OXETIKA Pe TNV TTABNON

Na {eite KAAOTEPA PE TA CUPTITWHATA TNG
nabnong

Na dloxelpileote KOAUTEPO TA CLVAICORUOTA COG
No avamtUEeTe TEPIOTOTEPEC DEEIOTNTEC YIO VA
OVTIHETWTIIOETE OVOKOAEC KOTOOTATEIC
AVTIPETWTIIOTE TIC QUOKOAIEG IOV EIXOTE WG
YOVEQQ

AVTIPETWTIIOTE KAAUTEPA TOUC TEPIOPICHOVC IOV
oxeTiovTtal pe TN Bgpameia mou AGBATE yia TNV
nabnon (1.X. EMIOKEWYEIC OTO VOOOKOUEIO,
TIOPEVEPYEIEC K.ATL.)

ZNOETE KOAUTEPO PE TNV aBeRAIOTNTA TIOV
TEPIBAAAEL TN dlAyvwon TN mabnong

Na BEATIOOETE TNV IKAVOTNTA 0O VA

OULYKEVTPWOEITE OTNV €pyaaia 1 TIC OTIOLOEC COG

AVTIUETWTIOTE KAADTEPA TNV EAAEIYN BepaTmeiag

yla Tnv maenon

Only people who received PROFESSIONAL PSYCHOLOGICAL support

ZE
MEIMANO
BAGMO

1.174

961

863

558

845

835

222

Br8

32

486

112

NITO

1.646

1.959

1.382

1.096

1.785

1.754

434

1.159

71

1.287

262

MOAY
NITO KAQOA...
851 412
801 364
852 669
634 361
923 484
893 514
276 167
640 506
67 51
989 851
221 268

TOTAL

4.083

4.085

3.766

2.649

4.037

3.996

1.099

2.878

221

3.613

863

Zag Bondnoe n vmooTNPIEN TTOL AAPBATE TOLC TEAEVTAIOLC 6 PNVEQ Va:

AloBdaveoTte OTI 00G OKOUVE

KaAUTtepn dlaxeiplon tTNG KaBNUEPIVNC
oag {WNCG, CLUPTIEPIAAUBAVOUEVOU TOU
AyXO0ug 1] TOU OTPECG

Na eMEEEPYATTEITE TIG VEEQ
TIANPOWOPIEC TIOL EIXOTE OXETIKA E
Vv nabnon

Na leite KAADTEPA PE TA CUUTITWHOATA
g maenong

Na dlaxelpileote KOAUTEPO TA
ouvaloOnuatd oag

Na avamnTtOEETE TIEPICOOTEPEG
Oe&IOTNTEC VIO VO OVTIMETWTIOETE
OUOKOAEG KATOOTACEIC

AVTIJETWTIIOTE TIC SUOKOAIEC TTOL
gixote wg yovéag

AVTIPETWTIOTE KAAUTEPA TOUC
TIEPIOPICPOUG TTIOU OXETIOVTAl UE TN
Bepamneia mov AdBate ylo TNV mAONoN

_(T.X. ETUOKEWPEIG OTO VOOOKOUEIO, ...
ZN0oeTE KOAUTEPO PE TNV aBeBalotnTa

Tov TEPIBAAAEL TN dlAYyVwWaOn NG
naenong

No BEATIOOETE TNV IKAVOTNTA 0O va
OLYKEVTPWOEiTE TNV gpyaacia 1 TIg
OTIOLOEC 00G

AVTIUETWTIOTE KOAVTEPO TNV EANEIYN
Bepameiag ylo TNV madnon

ANNO

@ == peydro Badbuod

29% 40% 21%
24% 48% 20%
23% 37% 23%

21% 41% 24%

21% 44% 23%

21% 44% 22%

20% 39% 25%
20% 40% 22%
14% 32% 30%
13% 36% 27%
13% 30% 26%

21% 12%

® Niyo @ Moxvaiyo @ KaBorou

Sample information : Pro_psy_support among "Professional psychological support”
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Z0¢g EPTIODICE TIOTE KATIOIO OTIO TA OKOAOLOA TIPAYHATA VA AABETE EMAYYEAUOTIKF WLXOAOYIKN BonBela;

N %
| AEN XPEIAZTHKATE enayyeAuotiki YuXoAOyIKr) LTOCTAPIEN 2.463 27% AEN XPEIAZTHKATE enayyeAUaTIKr 7%
WUXOAOYIKI LUTIOOTHPIEN
I AEN MMNOPOYZATE va éxete mpoofaan o€ auTthy, T.X. EMEIdN ATAV TTOAD HaKpId, 1
n Aiota avapovrg nTav moAD PJEYAAN, 1 To AdTopo dev NTav dlaBEaiuo, r dev sixate 2.382 27% AEN MIMOPOYSATE va £XeTe
TNV OIKOVOUIKI duVOTATNTA, I} GAANO AOYIOTIKO EUTIOSIO mpoaBaacn o€ AUTAY, TL.X. EMEISN NTAV 27%
TIOAD POKpPId, 11 N AloTa avapovig
I AEN T'NQPIZATE MG va OTIOKTACETE TIPOCRaacn, T.X. O€ TIOIOV Va aneubuvBeite n rTov MOAD PEYAAN, 1) TO ATOMO OEV...
1.781 20%
0TI UTPXE TETOIO LTIOOTAPIEN AEN INQPIZATE TG VO QMOKTHOETE
| 2EN AISOANOHOHKATE ETOIMOI, 11.X. eneidn @oBécactav 6T 8a ATaV TOAD npoopaon, TX. O€ MooV va 20%
OTELOVVOEITE 1] OTI LTIAPXE TETOIN
3UOKOAO, 1 OTI Ba UTTOPOVCATE VA TO KATAPEPETE POVOL 0OC, 1) OTI OEV 1.731 19% vmooTAPIEN
EHTIOTELOCOOTAV TO GTOHO AEN AIZOANGHOHKATE ETOIMOI,
I AEN OVTIUETWTIIOATE KAVEVA EUTIODIO 1.486 17% n.x.'srr?lén (pOB(’)O',O(O'TGV ot ea' frov 19%
TIOAU dUCOKOAO, 1] 0TI Ba pmopovoaTe
I AMO 301 3% VA TA KATAQEPETE POVOL 0ag, 1 OTL...
TOTAL 8.979
AEN aVTIMETWTIIOOTE KavEVA UTIOSI0 17%
AANO 3%
Mental health score
Mental health N %
- . Poor mental 41%
among people who said they did not q I Poor mental health 1.008 41% health 6
need profesionnal psychological I Good mental health 1455 2900
support (only if 30+ participants) Good mental 59%
TOTAL 2.463 100% health °
Sample information : [Limit_access_psy_support] in "4"
] J y el 2t
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Only participants who accessed
professional psychological support:

ETTayyeAMATIKI YUXOAOYIKF LTIOCTNPIEN

N %
I Meyann emipapuvon 393 18% Meyéian emBépuvon 18%
I Aiyo gmiBdpuvon 430 19%
I KaBoAou emiBdapuvon 1.401 63%
TOTAL 2.224 100% Aiyo gmupdpuvon 19%

KaBoAouv emidapuvon

63%

Sample information : [Pro_psy._support] = "2"

Ba)
MW Tk

| Baromgter EURURDI

0I5 ¥ RARE DISEASES EUROPE




Sample information : [FINAL] In "1"
Sample size 9897 responses

Combined analysis

MEIMAAH NITO KAGO...
EMIBA... EMIBA... EMIBA... TOTAL

SUVOAIKA, OAEC Ol dATIAVEC TIOV
SUVOAIKA, OAEC Ol dATIAVEC IOV OXETI(OVTAL PE TN OTIAVIA 1 oxetidovTal Pg TN oTavia A 32% 45% 23%
2.897 4.102 2.103 9.102 ad18yveatn Téaénon

adldyvwaotn naenon

SUVTAYOYPOE@OVPEVA KAl U CUVTAYOYPOA@OUUEVA QAP HOKA,

A g DV T ) 3 : 2.183 3.731 2.811 8.725 ZLVTAYOYPAPOLHEVT KAt L)
CUUTIEPIAAMBAVOUEVMV QUTIKWV 1] OPOIOTIOONTIKOV QOpUAKWY, . . . . GLVTAYOYPOPOOLEV GAPHTKT, — a9 o
CUUTIANPWHATWV SIOTPOPNAG 1 GAAWYV OUUTIEPIAOMPBOVOUEVWV QUTIKWV N
OMOIOTIABNTIKWV QAPHAKWV,...

latpikég e€eTaoelg | MapePPAoelg, EKTOZ amo tnv enayyeAUOTIKN
1.885 3.510 3.299 8.694

WUXOAOYIKI LTIOCTHPIEN
latpikég e€eTAOEIC ) TTAPEPPATEIG,
EKTOZ amd tnv €nayyeApaTIKA 22% 40% 38%
WUXOAOYIKN LTIOCTHPIEN

@ Meydan semiBdpuvon @ Aiyo emiBdpuvon @ KaBdéiou smiBdpuvon

Comparison with the general population in the EU and EU countries (Eurostat):

https://ec.europa.eu/eurostat/databrowser/view/ilc_hch01__custom_21139489/default/table

Ba) = ‘;";'";
W—. J%
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https://ec.europa.eu/eurostat/databrowser/view/ilc_hch01__custom_21139489/default/table

Sample information : [FINAL] In "1"
Sample size 9897 responses

'EXETE BIWOEL TOTE SIOKPICEIC IOV OXETIOVTAl PE TN OTIAVIO OCOEVELD 1] TNV
avamnnpiaq;

3%0

> TO KOIVWVIKO TIEPIBAAAOV (OIKOYEVEIQ/CLYYEVEIC, @IAOL, YEITOVEC...)

Question on reported-experience of discrimination was only asked to people living
with a rare disease themselves (nhot to their family members)

Cross: 'Exete Biwoel TOTE SlIAKPITEIG TTOL OXETICOVTOL PE TN OTIAVIa acBgvela ) Tnv avannpia; / Mental health score

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
‘EXETE BIQZEI NOTE AIAKPIZEIZ INMOY ZXETI1ZONTAI ME TH ZITANIA
AZOENEIA 'H THN ANATHPIA; N %0 N %0 N %

2TO KOIVWVIKO TIEPIBAANOV (OIKOYEVEID/TLYYEVEIC, @ilOL, YEITOVEG...) 1.808 85% 327 15% 2.135 100%0
TNV LYEIOVOUIKN TIEPIBaAYN 1.538 83% 310 17% 1.848 100%0
€ AANO dnNuooia KaTtoALpota (Eevodoxeia, E0TIOTOPIN, HETAPOPEC, HOVOEIA K.ATL.) 1.248 80% 314 20% 1.562 100%0
2TV amaoxXO0Anacn r tnv ekmnaideuon 1.809 80% 459 20% 2.268 100%
Other 114 73% 43 27% 157 100%0
Moté 1.256 51% 1.218 49% 2.474 100%
TOTAL 4.343 68%0 2.080 32% 6.423

B Under-represented elements [l Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 1.072,5 ; dof= 5.

*
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Sample information : [FINAL] In "1"
Sample size 9897 responses

4. The impact of living with a rare disease
on mental health

Public support, personal assistant, living arrangements

e
e Sale’S

EURORDIS



Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH 7/ 'evikd, 6a Aéyate OTI n vyeia cag gival

FENIKA, ©A NEFTATEOTI H YTE'TA ZAZ E'INAI

3-O'YTE KAANH OYTE

1-MOAY KAKH 2-KAKH KAKH 4-KANEZ 5-MOANY KANH TOTAL
STATUS FOR MH N %0 N % N % N %0 N % N %
PLWRD 340 5% 2.140 32% 2.571 39% 1.441 22% 135 2% 6.627 100%
Parent 33 1% 333 12% 927 34% 1.230 45% 226 8% 2.749 100%
Spouse/partner 7 4% 22 11% 64 32% 86 43% 19 10% 198 100%0
Other FM 6 2% 28 9% 92 28% 157 49% 40 12% 323 100%
TOTAL 386 4% 2.523 25% 3.654 37% 2.914 29% 420 4% 9.897

B Under-represented elements [ | Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 1.114,8 ; dof= 12.

Cross: lNevikd, 6a Aéyate 0TI n vyeia cag eival / Mental health score
Comparison with general population in the EU and EU countries (Eurostat):

https://ec.europa.eu/eurostat/databrowser/view/sdg_03_20/default/table MENTAL HEALTH SCORE
POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
FENIKA, ©A NEFATE OTI
H YTEIA ZAZ E'INAI N % N % N %

1-MoAL KakNA 366 95% 20 5% 386 100%06
2-Kakn 2.187 87% 336 13% 2.523 100%
3-001e KOA OUTE KOKI) 2.586 71% 1.068 29% 3.654 100%o
4-Kahég 1.458 50% 1.456 50% 2.914 100%
5-MoAU KaAn 148 35% 272 65% 420 100%0
TOTAL 6.745 68%0 3.152 32%0 9.897

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 1.187,5 ; dof= 4.
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https://ec.europa.eu/eurostat/databrowser/view/sdg_03_20/default/table

Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / Toug TeAeLTAIOLG TPEIG MAVEG, TTOCO CLXVA gixate NMONO; Oa AEyaTe...

TOYZ TEAEYTA'IOYZ TPEIZ MHNEZ, IMOZ0 ZYXNA E'IXATE NONO; ©A NElFATE...

1-MOTE 2-MEPIKEX HMEPEZ 3-TIZ NMEPIZXOTEPEX HM'EPEX 4-KAGE HMEPA TOTAL
STATUS FOR MH N % N % N % N % N %
PLWRD 868 13% 2.362 36% 1.450 22% 1.947 29% 6.627 100%
Parent 460 17% 1.504 55% 521 19% 264 10% 2.749 100%
Spouse/partner 42 21% 93 47% 39 20% 24 12% 198 100%
Other FM 72 22% 179 55% 40 12% 32 10% 323 100%
TOTAL 1.442 15%0 4.138 42% 2.050 21% 2.267 23% 9.897

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 610,1 ; dof= 9.

Cross: Toug TeEAeLTAIOLC TPEIG MAVEC, TTOCO cLXVA gixate NMONO; Oa Aéyate... / Mental health score

MENTAL HEALTH SCORE

TOYXZ TEAEYTA'IOYZ TPEIX POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
MHNEZ, NTOZ0 ZYXNA EIXATE
NMONO; ©OA NEIATE... N % N % N %

1-Moté 632 44% 810 56%0 1.442 100%0
2-MEePIKEC NUEPEC 2.559 62%0 1.579 38% 4.138 100%
3-TIg TIEPIOTOTEPEC NUEPEC 1.635 80% 415 20% 2.050 100%
4-Ka&0e nuépa 1.919 85% 48 15% 2.267 100%
TOTAL 6.745 68%0 3.152 32% 9.897

B Under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 880,4 ; dof= 3.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: Status for MH / Katd Tn SIAPKEIN TWV TEAEVTAIWV 6 1] TIEPICCOTEPWV PNVWV, EXETE TIEPLOPICEL AOYW KATIOIOL TIPOPBAAMATOC LYEIOG TNV EKTEAECN SPACTNPIOTATWY TTOU CLVHBWC KAVOLV Ol AVBPWTIOL;
Oa A&yaTte...

KATA TH ATAPKEIA TQN TEAEYTATQN 6 'H MNMEPIZZOTEPQN MHNQN, 'EXETE MNEPIOPIZEI NOI'Q KAMNOIOY NMPOBAHMATOZ YITE'TAZ THN EKTEAEZH
APASXTHPIOTHTQN MNOY ZYN'HOQX KANOYN Ol ANOPQIOI; ©A NElFATE...

2OBAPA MNEPIOPIZMENOX MEPIOPIZMENH AANA OXI ZOBAPA KAOOAQY MEPIOPIZMENH TOTAL
STATUS FOR MH N %0 N %0 N %0 N %0
PLWRD 2.157 33% 3.779 57% 691 10% 6.627 100%
Parent 327 12% 1.328 48% 1.094 40% 2.749 100%
Spouse/partner 39 20% 86 43% 73 37% 198 100%0
Other FM 32 10% 131 41% 160 50% 323 100%
TOTAL 2.555 26%0 5.324 54%% 2.018 20% 9.897

B under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 1.391,2 ; dof= 6.

Cross: Katd tn d1dpKeIa TwV TEAEVTAIWV 6 1 TIEPICCOTEPWV PNVWV, EXETE TIEPIOPICEL AOYwW KATIOIOL TIPOBANUATOCG LYEIOC TNV EKTEAECH
dpaCTNPIOTATWY TTIOL CLVHBWCG KAVOUV ol AvBpwTol; Oa Aéyate... / Mental health score

KATA TH AITAPKEIA TON
TEAEYTA'IQON 6 'H NMEPIXXOTEPQN
MHNQN, 'EXETE MNMEPIOPIZEI NOI'Q

MENTAL HEALTH SCORE

KAMOIOY NPOBAHMATOX YIE'IAZ POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
THN EKTEAEZH APAZTHPIOTHTQN
Comparison with the general population in the EU and EU countries (Eurostat): rnoy X\EZN'H@QZ KANOYN Ol N o N o N o
. . 7 - | (o] (o] (o]
https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_12/default/table? ANOPQIIOL; OA NETATE
lang=en&category=dsb.dsb_p.dsb_pgali ZoPapd TePIOPICHEVOG 2.197 86% 58 14% 2.555 100%
Meploplopévn aAAG OX1 coBapd 3.598 68% 1.726 32% 5.324 100%0
KaBOAOL TIEPIOPITHEVN 95 47% 1.068 53% 2.018 100%
TOTAL 6.745 68%0 3.152 32% 9.897

B under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 788,3 ; dof= 2.
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https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_12/default/table?lang=en&category=dsb.dsb_p.dsb_pgali
https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_12/default/table?lang=en&category=dsb.dsb_p.dsb_pgali

Sample information : [FINAL] In "1"
Sample size 9897 responses

Symptoms multiple use

N %
...invisible symptoms such as pain, 20/
I ..invisible symptoms such as pain, dizziness, headaches, fatigue, etc. 8.114 82% dizziness, headaches, fatigue, etc. 82%
I ...visible symptoms, i.e. that can be seen or noticed by other people 6.832 69%
o ) ) ...visible symptoms, i.e. that can be o
I ...clinical signs and symptoms that come and go (= transient symptoms) 6.721 68% seen or noticed by other people 69%
I ...emotional symptoms, such as mood disorder, anxiety or other difficulties to regulate
) 5.792 59% ...clinical signs and symptoms that
emotions come and go (= transient 68%
o symptoms)
I ...sudden onset symptoms requiring urgent care (= acute symptoms) 4.822 49%

) o ) o ) ...emotional symptoms, such as
I ...behavioural symptoms that cause difficulties in school, at home or in social situations 4.086 41% mood disorder, anxiety or other

difficulties to regulate emotions

59%

I ...intellectual disabilities, such as difficulties in learning and understanding information 3.059 31%
l None 155 204 ...sudden onset symptoms requiring
49%
urgent care (= acute symptoms)
TOTAL 9.896

...behavioural symptoms that cause
difficulties in school, at home or in
social situations

41%

..intellectual disabilities, such as
difficulties in learning and
understanding information

31%

None 2%
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Results ONLY for people living with a rare or undiagnosed condition

Cross: Symptoms multiple use /7 Mental health score

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL

SYMPTOMS MULTIPLE USE N % N %0 N %
...intellectual disabilities, such as difficulties in learning and understanding information 959 86% 159 14% 1.118 100%
...emotional symptoms, such as mood disorder, anxiety or other difficulties to regulate emotions 2.832 81% 680 19% 3.512 100%
...behavioural symptoms that cause difficulties in school, at home or in social situations 1.644 81% 396 19% 2.040 100%
...sudden onset symptoms requiring urgent care (= acute symptoms) 2.320 72% 916 28%0 3.236 100%b0
...clinical signs and symptoms that come and go (= transient symptoms) 3.358 70% 1.439 30% 4.797 100%0
..invisible symptoms such as pain, dizziness, headaches, fatigue, etc. 4.128 70% 1.789 30% 5.917 100%
...visible symptoms, i.e. that can be seen or noticed by other people 2.873 68% 1.367 32% 4.240 100%0
None 37 39% 58 61% 95 100%
TOTAL 4.461 67% 2.165 33% 6.626

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 713,9 ; dof= 7.

Sample information . Status_for_MH among "PLWRD"
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Results ONLY for PARENTS of people living with a rare or undiagnosed condition

Cross: Symptoms multiple use / Mental health score

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL

SYMPTOMS MULTIPLE USE N % N % N %
...sudden onset symptoms requiring urgent care (= acute symptoms) 1.032 78% 293 22% 1.325 100%0
...behavioural symptoms that cause difficulties in school, at home or in social situations 1.382 77% 411 23% 1.793 100%
...emotional symptoms, such as mood disorder, anxiety or other difficulties to regulate emotions 1.480 77% 446 23% 1.926 100%
...intellectual disabilities, such as difficulties in learning and understanding information 1.324 75% 431 25% 1.755 100%
...clinical signs and symptoms that come and go (= transient symptoms) 1.215 75% 397 25% 1.612 100%
...invisible symptoms such as pain, dizziness, headaches, fatigue, etc. 1.351 75% 455 25% 1.806 100%
..visible symptoms, i.e. that can be seen or noticed by other people 1.595 73% 592 27% 2.187 100%b0
None 14 44% 18 56% 32 100%
TOTAL 1.965 71% 784 29% 2.749

B Under-represented elements [ Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 131,0 ; dof= 7.

Sample information . Status_for_MH among "Parent”
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Combined analysis

MEAN LOWER QUARTILE MEDIAN UPPER QUARTILE FREQUENCY

Méoo emnpeddel n aoBéveld oag tn {wr oog;

75 6,0 8,0 10,0 9.859
O=kapia emidpaon - 10=ennpedlel coBapd tn {wr HPou
Méoo Kalpod MOoTEVETE OTI Ba CLVEXIOTEI N a0BEVEId 0OC;

9.6 10,0 10,0 10,0 9.859
O=TOAU GUVTOHO XPOVIKO dldoTnua - 10=yia mavta
M6c0o €AeyXo aloBAVEDSTE OTI EXETE TTAVW OTNV A0BEVEID 0OC;

42 2,0 4,0 6,0 9.859
0=0moAUTWC KavEVOG EAEYXOG - 10=0Kpaiog EAeyX0C
Mbéoo mioTeVLeTe OTI N Bepameio oag Umopei va Bonbnoel TNV acBéveld oag;

6,1 4,0 6,0 8,0 7.115
O0=kKaB0OA0UL - 10=€&QIPETIKA XPrTILUO
Mb00 oLXVA EPPAVIIETE CLUPTITOPOTA OTIO TNV AC0BEVEID 0AC;

6.9 6,0 7,0 9,0 6.377
0=kKaBOA0L CUUTITWHOTA - 10=TIOAAG COPBAPE CUUTITWHATA
Mdoo avnouxeite yia TNV aoBEveld cag;

73 6,0 8,0 10,0 9.859
0=03¢&v avnNoLX®W KABOAOL - 10=e&IPETIKA AVIIOLXOC
Méoo KaAd aloBdaveoTe OTI KOTOVOEITE TNV a0BEVEIX 0OC;

7.6 6,0 8,0 10,0 9.859
0=0%¢ev KaTtaAoBaivw KABOAoL - 10=KoToAABaiVW TTOAD KOAG
Mbéoo oag emnpedlel cuvaloONUATIKA N acBéveld oag; (T1.X. 00g BUPWVEL,
oag @oPilel, 0a¢ AVACTATWVEL | 0AC TIPOKOAEI KOTAOAIYN;)

6.8 5,0 7,0 9,0 9.859

0=03¢v emMnpealel KABOAOL CLVAICONUOTIKA - 10=€EAIPETIKA ETNPEATUEVOC

ouVaIoONUATIKA

[ | Under-represented elements [ | Over-represented elements

Cronbach’s Alpha: 0,6
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Average values Frequencies (number of participants)

Multiple Cross Multiple Cross

MENTAL HEALTH SCORE MENTAL HEALTH SCORE

POOR MENTAL GOOD MENTAL POOR MENTAL GOOD MENTAL

HEALTH HEALTH HEALTH HEALTH

Méoo emnpeddel n aoBEveld oag tn {wr 0og; Méoo ennpeddel n aobEveld oag tn {wr) 0og;

81 6.1 6.717 3.142
O=kapia emidpaon - 10=ennpedlel coPapd tn {wr) Pov O=kopia emidpaaon - 10=emnnpealel coBopd tn {wr Pou
Mdoo Kalpod MOTEVETE OTI B CLVEXIOTEI N 00BEVEIX 0OG; Méoo Kalpod MOoTEVETE OTI Ba CLVEXIOTEI N a0BEVEIX 0OG;

9,7 9.6 6.717 3.142
O=TOAU GUVTOPO XPOVIKO dldoTnpa - 10=yia mavta 0=mOAU cOVTOHO XPOVIKO dIAcTNPa - 10=yla mavTta
M6c0o €AeyXo aIoBAVEDTE OTI EXETE TMAVW OTNV A0BEVEIR 0OC; Mooo €AeyX0 aIoBAVEDTE OTI EXETE TMAVW OTNV A0BEVEID 0OC;

3.9 4.8 6.717 3.142
O0=0mOAUTWC KaVEVOG EAEYXOG - 10=0Kpaiog EAEYXOG 0=0moAVTWG KOVEVACG EAEYXOG - 10=0aKpaiog EAeYX0C
Mdéoo moteveTe OTI N Bepameio oag Umopei va Bonbroel TNV acBéveld oag; Méoo moteveTe OTI N Bepamneio oag YUmopei va Bonbnoel TNV acBéveld cag;

5.8 6.8 4.821 2.294
O0=kaB0OA0UL - 10=€&OIPETIKA XPrTILUO 0=K0BOA0OUL - 10=€&QIPETIKA XPNOILO
Md00o cuXVA EPPAVILETE CLUPTITOPOTA OTIO TNV AC0BEVEIR 0OC; Md00o oLXVA EPPAVILETE CLUPTITWHPOTA OTIO TNV AC0BEVEID 0OC;

75 5.8 4.287 2.090
0=kKaBOA0L CLUUTITWHOTA - 10=TIOAAG COPBOPE CUPTITWHATA 0=K0BOAOUL CUUTITWMOTO - 10=TIOAAG COPBOpP& CUUTTWHATA
Mdoo avnouxeite yia TNV acBEveld cog; Méoo avnouxeite ylo TNV acBEveld cog;

7.9 6.0 6.717 3.142
0=03€v avNOoLXW KABOAOL - 10=€e&IPETIKA AVI|OLXOC 0=38¢&v avnouLXw KAaBOAoOUL - 10=e&AIPETIKA OVIIOUXOC
Méco KaAd aloBAaveoTe OTI KOTOVOEITE TNV 00BEVEIX 0OG; Méoco KaAd aloBaveoTe OTI KOTOVOEITE TNV aoBEvVEId 0OC;

5 7.8 6.717 3.142
0=03¢ev KaToAOBaiVw KABOAOL - 10=KOTOAABOIVW TTIOAU KOAG 0=08¢&v KaTOAABaiVW KABOAOL - 10=kataAaBaivw TIOAD KOAG
Mdéoo oog emnpeddlel cuvaloONUATIKA N acBEveld oag; (TT.X. 00g BUPWVEL, Méoo oag emnpedlel cuvalsOBNUATIKA N aoBEveld oag; (TT.X. 00g BUPWVEL,
oag @ofilel, 0a¢ AVOOTATWVEL | 0OC TIPOKOAEI KOTABAIYN;) oag @ofilel, 0og aVOOTATWVEL I 00C TIPOKAAEI KOTABAIWN ;)

.7 2.0 6.717 3.142
0=03&v emMnpedlel KABOAOL CLVAICONUOTIKA - 10=€&AIPETIKA ETNPEATUEVOC 0=03¢ev emMnNPeAlel KABOAOL CLVAICONUATIKA - 10=€e&AIPETIKA EMNPEATUEVOC
oLUVAIoONUATIKA oLVOICONUATIKA

B Elements signifcantly under mean WM Elements signifcantly above mean B under-represented elements M Over-represented elements
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Sample information : [FINAL] In "1"
Sample size 9897 responses

O KaBEvag HOC OVTIMETWTIIZEL DIAPOPETIKA TA CTPECOYOVA YEYOVOTA. Oa BEAAUE VO KATAVONOOULUE KOAUTEPA TIWC CLVABWC EVEPYEITE KAl AIOBAVECTE OTAV BIWVETE OTPECOYOVA YEYOVOTA: MNMAPAKOAW
ATIOVTNOTE OTIC ETTOPEVEC EPWTNOEIC OKETITOUEVOL TTOGO TIOAD 1] TTOCO CUXVA KAVETE QLTO TIOU AEEl TO KABE OTOIXEIO: dEV LTIAPXOLV "OWOTEC" 1 ""AAVOACUEVEC” amavTroElg!

1= AEN
TO EXQ EXw HABel va Iw Pe auTo 18% 38% 38%
KANEI 4=TO
AYTO KANQ ‘Exw avaAdBel dpdon ylo va
KAGO... 2 3 SYXNA ~ TOTAL X0 o pach v 5 o o
TPOCTIOONCW VA BEATIOOW TNV 18% 40% 36%
Exw pdOel va w Pe auto 603 1.735 3.766 3.793 9.897 ) . kataotaon
EXw EMKEVIPWOEL TIG TIPOOTIAOEIEG
EXw avoAdBel Spdon yio va TPOoTIBRow VA BEATIOOW HOU OTO VA KAV KATL Yo v 203 AU
617 1.756 3.989 3.535 9.897 KOATAOTOON JOoU.
i)Y (e w Amodgxopal TNV TPAyHoTIKOTNTA TOU
XOHat v mpayHatikotnta 19% 36% 36%
EX0 ETIKEVTIPWOEL TIC TTPOOTIAOEIEC OV GTO VA KAVW YEYOVOTOC 0TI GUVEPN.
660 1.948 3.977 3.312 9.897 ) )
KATI Y10 TNV KOTAOTACH HOU. Ek@palw Ta apvnTika pou 36% 30% 14%
ouvalotnuata
ATodEXOMAl TNV TIPAYHOTIKOTNTA TOU YEYOVOTOG OTI . . .
865 1.922 3.523 3.587 9.897 A£G TPAYLATA VIO VA APNOw Ta » . .
OULVERN. duadpeoTta cuvalgBAUATA YoL va 32% 30% 14%
Ee@Lyouv
Ekgppalw Ta apvnTIKE Pou cuvalodrpota 1.933 3.574 2.989 1.401 9.897
'EXW ETMIKPIVEL TOV €QUTO POUL 28% 25% 16%
A€W TIPAYUOTA YIO VO 0@AOW Ta dLUOAPETTA
2.465 3.138 2.935 1.359 9.897 , .
OGLVAIGBAUOTA HOL Va EEQVYOLY Katnyopouoa Tov uTo Hou yia 25% 19%
TIPAYHOTO TIOL CUVERNTAV
‘EXW ETUKPIVEL TOV €AUTO POV 3.114 2.751 2.451 1.581 9.897 ) ]
' ' ' Mpoomabw va Bpw um} OTpGTﬂYIKn 19% 38% 35%
KatnyopolOoa Tov €autd POU yid TPAYHATA TTOU yla TO Tl TIPETEL VA KAV
. 4.486 2.426 1.850 1.135 9.897
ouvEBNoOV 5 3 3
Bn ZKEPTOHAL EVTOVA YId TO 'nom Bnpgm 19% 36%
) ) ) TIPETIEL VO KAV®W
Mpoomabw va Bpw I CTPOTNYIKA YIO TO TI TIPETEL VA
778 1.893 3.799 3.427 9.897 . .
KAV EykatéAsipa tnv mpoonabeia vg 10 28% 120% 4%
OVTIPETWTIOW.
ZKEPTOMAL EVTOVA YIO TO TIOIA BrHATA TIPETEL VO KAV 903 1.902 3.590 3.502 9.897 £ A&l =
XW EYKATOAEWEL TNV TIpOoTId el va 2806 14% 5%
EYKOATEAEIPO TNV TIPOCTIAOEIN VO TO AVTIMETWTIOW. 5.491 2.742 1.227 437 9.897 TO QVTIHETWTIOW
‘EXW EYKOTOAEIYEL TNV TIPOCTIAOEID VA TO AVTIPETWTTIOW 5.243 2.780 1.379 495 9.897 Apvolpal va TIoTEYPw OTI EXEl CUUPBET 24% 13% 6%
ApvoUlpal va TIOTEPW OTI EXEl CLMPET 5.698 2.370 1.238 591 9.897 ) i ) )
A€W O0TOV €AVLTO POL "aUTO dev gival
) ) ) ) ) 21% 12% 7%
Aéw OTOV €0UTO HOU "aLTO Sev gival aANBIVO". 5.941 2.077 1.189 690 9.897 aAnBvo™.

® 1=Asv 10 éxw KAvel auto koBoXou @ 2 @ 3 @ 4= To KAVw CLUXVA
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Participants’ coping mechanisms were captured through the BRIEF-COPE scale, in which two items code for a sub-scale, presented below.

The score for each sub-scale is the sum of the score of the two items that compose the sub-scale. The scores range from O to 6.

Combined analysis

LOWER UPPER
MEAN QUARTILE MEDIAN QUARTILE FREQUENCY
Active coping 4,1 3,0 4,0 5,0 9.897
Planning coping 4,0 3,0 4,0 5,0 9.897
COPE acceptance 4.1 3,0 4,0 6,0 9.897
COPE behavioural disengagement 1.4 0,0 1,0 2,0 9.897
COPE denial 1.3 0,0 1,0 2,0 9.897
COPE venting 2.7 2,0 3,0 4,0 9.897
COPE self-blame 2.2 0,0 2,0 4,0 9.897

B under-represented elements M Over-represented elements

Cronbach’s Alpha: 0,5
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Average values for each sub-scale of the BRIEF-COPE, depending if participants reported 'poor mental health'(at least one mental health difficulty) or 'good mental health’
(no mental health difficulty).

Multiple Cross

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH
Active coping 4,1 4,0
Planning coping 41 3.7
COPE acceptance 3.9 4.4
COPE behavioural disengagement 1.6 0.8
COPE denial 16 0.8
COPE venting 29 23
COPE self-blame 2.7 12

B Elements signifcantly under mean M Elements signifcantly above mean
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: When the first symptoms were noticed, 1 was under 18 years old (merge PLWRD and Cross: Other people in the family have been diagnosed with the same condition (merge PLWRD
proxy from family members) /7 Mental health score and proxy from family members) / Mental health score
MENTAL HEALTH SCORE MENTAL HEALTH SCORE
WHEN THE FIRST SYMPTOMS OTHER PEOPLE IN THE FAMILY
WERE NOTICED, | WAS UNDER POOR MENTAL GOOD MENTAL HAVE BEEN DIAGNOSED WITH POOR MENTAL GOOD MENTAL
18 YEARS OLD (MERGE PLWRD HEALTH HEALTH TOTAL THE SAME CONDITION (MERGE HEALTH HEALTH TOTAL
AND PROXY FROM FAMILY PLWRD AND PROXY FROM
MEMBERS) N % N %0 N %0 FAMILY MEMBERS) N % N %0 N %0
Yes 3.797 71% 1.570 29% 5.367 100%0 Yes 1.326 63%0 774 37% 2.100 100%06
No 2.554 64% 1.426 36% 3.980 100%0 No 4.640 69% 2.099 31% 6.739 100%0
Unsure 168 73% 61 27% 229 100% Unsure 280 74% 99 26% 379 100%o
No symptoms yet 226 70% 95 30% 321 100%0 Undiagnosed 499 73% 180 27% 679 100%
TOTAL 6.745 68%0 3.152 32% 9.897 TOTAL 6.745 68%0 3.152 32% 9.897
B under-represented elements M Over-represented elements B under-represented elements M Over-represented elements
The relationship is very significant. p-value= < 0,01 ; Chi2= 49,3 ; dof= 3. The relationship is very significant. p-value= < 0,01 ; Chi2= 40,4 ; dof= 3.

Cross: | was referred to a hospital service specialising in the rare condition or group of rare
conditions TO OBTAIN A DIAGNOSIS (initial & confirmed diagnosis - merge from PLWRD & FM)

Cross: Physical or psychological misdiagnosis / Mental health score / Mental health score

MENTAL HEALTH SCORE I \AVéASSPTEXE%%ERE\)/;FC%A MENTAL HEALTH SCORE
PHYSICAL OR POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL SPECIALISING IN THE RARE
PSYCHOLOGICAL CONDITION OR GROUP OF POOR MENTAL GOOD MENTAL
MISDIAGNOSIS N % N % N % RARE CONDITIONS TO OBTAIN HEALTH HEALTH TOTAL
A DIAGNOSIS (INITIAL &
Misdiagnosis 4.186 74% 1.480 26% 5.666 100% CONFIRMED DIAGNOSIS -
MERGE FROM PLWRD & FM) N %0 N %0 N %0
No misdiagnosis 2.333 60% 1.577 40% 3.910 100%0
Yes 3.624 65% 1.926 35% 5.550 100%0
No symptoms yet 226 70% 95 30% 321 100%0
No 2.450 71% 977 29% 3.427 100%0
TOTAL 6.745 68%0 3.152 32% 9.897
Unsure 172 71% 69 29% 241 100%0
B Under-represented elements [ Over-represented elements .
Undiagnosed 499 73% 180 27% 679 100%b0
The relationship is very significant. p-value= < 0,01 ; Chi2= 216,1 ; dof= 2.
TOTAL 6.745 68%0 3.152 32% 9.897

B Under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 48,5 ; dof= 3.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Cross: | regularly attend follow-up visits at a hospital unit specialised in the rare condition or
group of rare conditions(all PLWRD - merge from PLWRD & FM) / Mental health score

I REGULARLY ATTEND MENTAL HEALTH SCORE
FOLLOW-UP VISITS AT A
HOSPITAL UNIT SPECIALISED
IN THE RARE CONDITION OR POOR MENTAL GOOD MENTAL
GROUP OF RARE HEALTH HEALTH

CONDITIONS(ALL PLWRD -

MERGE FROM PLWRD & FM) N % N %
Yes 4.110 65% 2.206 35%
No 2.480 74% 882 26%
Unsure 127 70% 54 30%
TOTAL 6.717 68% 3.142 32%

[ | Under-represented elements [ | Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 76,7 ; dof= 2.

TOTAL

6.316

3.362

181

9.859

%

100%0

100%o

100%o

Cross: I have received or I am currently receiving MEDICAL TREATMENT(S) OR
INTERVENTION(S) to lessen or control the effects of the rare condition (all PLWRD - merge
from PLWRD & FM) / Mental health score

I HAVE RECEIVED OR | AM
CURRENTLY RECEIVING
MEDICAL TREATMENT(S) OR
INTERVENTION(S) TO LESSEN
OR CONTROL THE EFFECTS OF
THE RARE CONDITION (ALL
PLWRD - MERGE FROM PLWRD
& FM)

No
Unsure
Yes

TOTAL

POOR MENTAL

HEALTH
N %
1.769 69%
127 69%
4.821 68%
6.717 68%0

[ | Under-represented elements

MENTAL HEALTH SCORE

GOOD MENTAL

HEALTH
N %
791 31%
57 31%
2.294 32%
3.142 32%

[ | Over-represented elements

The relationship is not significant. p-value= 0,4 ; Chi2= 1,6 ; dof= 2.

TOTAL
N %
2.560 100%o
184 100%0
7.115 100%0
9.859
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Toug TeEAeLTAIOLC 6 PNVEC, TIOCO CLXVA BIVOATE TIC AKOAOLOEC KATACTACEIC:

AEN
NQP1Z2Q/

MOANY MEPIKEX AEN
SYXNA ZYXNA DPOPEX 2MANIA MOTE I=X'YEI TOTAL
Avalntnoa mAnpogopieg oto dIadiKTLOo yio TNV TAbnon 3.994 1.934 1.951 822 612 193 9.506
‘Empene va €€nNyrnow TNV mAONon o€ eMayyeAUATIEC LYEING 3.418 2.080 2.068 850 727 364 9.507
EUTIIOTELOPOLY TOUG ETOYYEAMOTIEG LYEIOC IOV AVTIPETWTI{AV TNV TIAONON 3.217 2.645 1.847 905 387 507 9.508
AUOKOAEVTNKO VO Bpw LTTOCTAPIEN ATIO TIG KOIVWVIKEC UTINPECIEG 1.775 1.075 1.256 655 1.559 3.185 9.505
MApa onUavTikg oano@acn(€1g) OXETIKA Pe TNV ABNon (11.X. Véa Bepamneia, véeg SIadIKATIES, XEIPOLPYIKN EMEUBOON...) 1.400 1.587 2.156 1.381 1.972 1.011 9.507
AUOKOAEVTNKA VA SIOXEIPIOTW TO TTOALAPIOUA 1ATPIKA pavIEROLD 1.010 1.258 2.356 1.764 2.548 569 9.505
Avnouxouoa yla TNV EAAeIPn Beparneiog yia TNV nadnon 921 395 391 236 364 169 2.476
KoBuotépnoa va avalntiow 1aTpIKr TEPIBaAYN €MeIdr @ofrnénka OTI Ba pe amoppiPouv ) dev Ba Pe mApouv ota coBapd 828 760 1.340 1.176 4.642 761 9.507

‘Evag "ouvTovIoTH ¢ @povTidag" Borjnoe 0TOV CUVTOVIOHO TWV I0TPIKWV PAVTEROU Kal OTNV AVTOAAOYH TTANPO@OPINV PETAED TIOAADV

304 369 593 668 6.100 1.472 9.506

EMOYYEAUOTIOV LYEIOC
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Toug TeEAeVTAIOLC 6 PNVEG, TTOCO CLXVA BIWOATE TIC OKOAOUBOEC KATAOTATEIC:

Avalntnoa TANPo@opieg aTo dIadiKTLO yio TNV TIAONoN 42% 20% 21% )
Avnouxoloa yla TNV EAAeIPn Bepaneiog yia Tnv naddnon 37% 16% 16%
‘Empemne va e€nNyrow TNV TAONCN o€ €MAyyEAUOTIEC LYEIOC 36% 22% 22% .
EUTIIOTELOPOLV TOLCG EMAYYEAUOTIEG LYEIOC TTOL avTIMETWTI{AV TNV TTABNON 34% 28% 19% -
AUOKOAEVTNKO VA Bpw LTTOCTAPIEN ATIO TIC KOIVWVIKEC UTINPETIEG 19% 11% 13%

MApa onpavTikin ano@aon(€1g) OXETIKA Pe TNV ddnon (m.X. véa Bepaneia,

0, 0, (o)
VEeQ dIadIKOTIEC, XEIPOLPYIKN EMEURAON...) 15% L1096 e840
AUVOKOAEVTNKO VO SIOXEIPIOTW TA TTOALAPIOUO IATPIKA pavTEROD 11% 13% 25%
KoBuotépnoa va avalntiow 1aTpIKK) T[splea?\wn ETEION (p9BnenKa ot Ba uf. 9% 8% 14%
amoppiyouv 1 dev Ba pe mapouvv ota coBapd
‘Evag "ouvTtovioTng @povTidag” Bor|Bnoe 0ToV CUVTOVICHO TWV IATPIKWOV
PAVTEROVL Kal OTNV AVTOAAOYH TTANPO@OPIMV PETAED TIOAAWDV ETIAYYEAUATIOV RN 6% _

vyeiag

@® Moro cuxva @ suxva @ Mepikég @opég @ smavia @ Moté @ Asv yvwpilw/Sev 10XVl

P P
i*'*
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Multiple Cross

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL

AvalAtnoa TANPOo@opieg oTo d10dIKTLO yla TNV MAnon 4,0 3.5 3,8
‘Enpemne va €€nynow Tnv MAbnon o€ eNayyEAUATIEG LYEIQC 3.9 8.3 3,7
Avnouxoloa ylo TNV EAAen Bepameiog yia Tnv nabnon 3.9 27 3,6
EUTIIOTELOPOLV TOUG EMAYYEAUATIEC LYEIAC TTOL AVTIMETWTIAV TNV TTABNCN 3.7 4.1 3,8
AUOKOAEVTNKO VO Bpw LTOCTAPIEN ATIO TIG KOIVWVIKEC UTINPECIEG 3.5 23 3,1
MApa onUavTikn omo@acn(€1g) OXETIKA Pe TNV TABNon (T1.X. Véa Bepamneia, veéeg dIadIKATIES, XEIPOLPYIKN EMEUBOTN...) B4l 25 2,9
AUCKOAEVTNKO VA SIAXEIPIOTW TA TTOAVAPIOUA 10TPIKA PAVTEROL 29 19 2,6
KaBuotépnoa va avalntriow 1aTpIKN TEPIBaAPN €MEIdN @oPrOnka OTI Ba pe amoppiPouyv 1 dev Ba Pe TApoLV oTta coBapd 23 15 2,1
‘Evag "ouvTtovioTH¢ @povTidac” Bor)dnoe 0TOV CUVTOVIOHO TWV I0TPIKWY PAVTEBOL Kal GTNV AVIOAAOYN TTANPO@OPIOV PETAED

TIOAAWV ETIAYYEAPOTIOV LYEIOC o bo +o
TOTAL 3,1 2,6 3,0

B Elements signifcantly under mean M Elements signifcantly above mean

Average values; 'non-responses’ and responses ‘don’'t know' not considered in the
average value.
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Sample information : [FINAL] In "1"

Sample size 9897 responses

Mépaoa TOIOTIKO XPOVO HE TNV
OIKOYEVELX OV

ANMOED TA OXESIA OUL OXETIKA UE
TNV AmoOKTNON TSIV, T.X.
ano@oaailovtog av Ba KAvw 1 oxl
(neplocotepa) maidid

ZUMMETEIXO EVEPYA OE €vav
OpYyavIOHO YIa TIG OTIAVIECG
00OEVEIEC, TI.X. CUYKEVTPWVOVTOG
XPAHOTA, ELAICONTOTOINVTOC N
MEOW TNC AUTOEKTAIdELONG
Avnouxoload yla T ox€on Pou PE
ToV cUVTPOEO oL

MmopoVoa eUKOAO VA ETIIKEVIPWOW
oTNV €pyacia 1 TIg OTIOVOEC oL
‘Eviwoa 6T €iXa apKETO XpOVO yia

TOV €E0UTO POV

Al0BavOU0oLY AVETO PUE TN CWHOTIKNA
MOUL EPEAVION

AloBavopouy alo1030&0¢ yia To
HEAAOV

Alo8avOnka apnxavia ) vtpomnn
AOYW TNG MABNoNg

‘EvicwBa 6Tt o1 aGAAoL dvBpwTol yOpw

Uou Katavoolaav TNV mdbnaon

5¥%H

MONY
ZYXNA

2.081

1.729

1.302

759

957

955

565

823

543

617

ZYXNA

3.461

863

1.064

1.118

2.600

2.231

1.646

2.342

855

1.603

MEPIKEZ
POPEZ

2.513

734

1.621

1.841

2.670

2.445

1.824

3.267

1.682

2.885

2TMTANIA

1.027

445

1.433

1.086

1.853

2.423

1.384

2.117

1.077

3.107

MOTE

269

5.146

3.912

1.817

1.069

1.266

874

786

2.141

1.158

Combined analysis

TOTAL

9.351

8.917

©.582

6.621

9.149

9.320

6.293

0225

6.298

9.370

Mépaoa ToIOTIKO XPOVO PE TNV
OIKOYEVELX IOV

AMOEQ TO OXEDIG UOL OXETIKA YE TNV
amoOKTNON TAIdIQV, TT.X.
ano@aacifovtag av Ba Kavw 1 oxl
(neplocoTEP Q) TAISIA

JUMMETEIXO EVEPYE OE €vav
0pYavIOUO YIa TIC OTIAVIEC A0OEVEIEG,
T.X. OUYKEVTPWVOVTOC XPruaTa,
£0010ONTOTIOIOVTAC I HECW TNG...

Avnouxolod ylo T ox€on Jou JE ToV
oOVTPOEO oL

Mmopoloa EUKOAX VO ETIKEVTPWOW
oTNV €pyaaia f TI¢ OTIOVOEC OV

‘Eviwoa o1l €iXa apKETO XpOVo yia
TOV EQUTO POUL

Alc6avOpoLV AVETO PE TN CWHOTIKN
HOU gp@Avion

AlcBavopuouv alo10d0&0g yia To
HEAANOV

AloB8avenka apnxavia r vipoTn Aoyw
NG madnang

‘EviwBa oT1 o1 dAAoL dvBpwTol yupw
pou KatavooUloav TNV adnaon

@ oAU cuxva

22% 37% 27% l
14% 11% 17%
11% 17% 28%
10% 28% ASEZ) -
10% 24% 26% -
9% 26% 29% -
9% 25% 35% -
7% 17% 31%

® suxva @ Mepikég popég @ smédvia @ Moté
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Multiple Cross

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL

Mépaoa MOoIoTIKO XPOVO UE TNV OIKOYEVELA O 3.4 4.1 3,6
Avnouxoloa yla T ox€on PJou PE Tov oOVTPOPO PoU B4l 19 2,7
AloB8avOnka apnxavia ) vipomn Aoyw Tng madnaong 2.8 1.8 2,5
MmopoUoa EDKOAX VO ETIIKEVTIPWHOHW OTNV €pyaacia 1 TIC OTIOVOECG UOU 2.8 3.7 3,1
Alc6avopouv aIc1000&0C YIa TO HEAAOV 2.7 3.7 3,0
‘Eviwoa 6Tl €iXa apKETO XpOVO yid TOV €0UTO POU 2.7 3.4 2,9
Al0BaVOLOLY AVETO PE TN CWHOTIKK MOU EUEAVION 2.7 3.5 2,9
‘EvicwBa 611 o1 GAAoL dvBpwTiol YOPwW POL Katavooloav Tnv mdénon 25 3.1 2,7
AANOEQ Ta OXEDIA HOUL OXETIKA PE TNV OTIOKTNON TIAIdIWV, TI.X. amo@aciovtag av Ba Kavw 1 ox1 (Teplocotepa) maidid 2,5 1.7 2,3
JUMMETEIXO EVEPYA OE €vav OpyavIOHO yIa TIG OTIAVIEG AOBEVEIEG, TI.X. CUYKEVTPWVOVTAC XPNHATA, ELAICONTOTOIWVTOG 1 HECW TNG

OUTOEKTIOIOELONG 24 22 24
TOTAL 2,8 3,0 2,8

B Elements signifcantly under mean M Elements signifcantly above mean

Average values; 'non-responses' and responses 'don't know' not considered in the
average value.
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Sample information : [FINAL] In "1"
Sample size 9897 responses

Euxoplotw!

[0 OTTOIEG AN TIOTE EPWTNOEIC, ETIIKOIVWVINOTE YE TNV Opada
Tou Rare Barometer oto rare.barometer@eurordis.org

0 OTTOIECGONTIOTE EPWTNOEIC, ETTIKOIVWVIOTE PUE TNV OPAdA
TOoU Rare Barometer oto rare.barometer@eurordis.org
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