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
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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%

RE) = f;"‘;
- 9
‘UB‘ Rare j ‘
arometer  EURORDIS

o5 ¥ RARE DISEASES EURDPE




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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N
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29

29
28

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

8%

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 v 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 evdiapEpov ) Alyn anodAauaon oTig
dpacTnpIOTNTEG HOU

NiwBeTe kaTaBeBAnuevog(n),
katatedAigpévog(n) n aneAniopévog(n)

'ExeTe NnpOBANUa va anokolunBeiTe f va
ouvexioeTe Tov UNVO 0ag r KoINAaoTe
unepBoAIka

NiwBeTe Koupaouevog(n) f EXeTe Aiyn evépyela
'ExeTe Aiyn 0pe€n n TpwTe unepBoAika

NIWBETE GoxNUa yia TOV €QUTO OAG ) OTI EXETE
anoTUXEl 1 OTI EXETE ANOyoNnTEUCEl TOV £aUTO
0ag ) TNV OIKOYEVEIA 0ag

'EXeTE NPOPANUA OUYKEVTPWONG O KAMOIES
evEpyeleg, ONwG oTav diaBaleTe TNV epnuepida
1 oTav napakoAouBeiTe TNAeOpaon

KiveioTe 1| pIAGTE TOOO apyd nou AAAol
avBpwnol 6a To napartnpoucav ‘H To avTiBeTo —
gioTe TO00 avrouxog(n) N veupikdg(n), nou

KIVEIOTE NOAU MEPICTOTEPO ANO TO GUVNBIONEVO

2XEA'ON
KAOE
MEPA
1.062

1.077

2.640

3.533

1.530

1.304

1.312

798

MEPIZZ'O
TEPEZ
A0 TIz
MIZ'EZ
MEPEZ
1.485

1.333

1.896

2.237

1.553

1.201

1.400

861

APKETEZ
MEPEZ

4.547

4.514

3.431

3.440

3.230

3.234

3.820

2.603

KAO'OAOY

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 evdia@épov ) Aiyn andAauon
OTIC dpaoTnPIOTNTEG HoU

NiwBeTe kaTaBeBAnuevog(n),
kaTaTtebAIgpevog(n) n
aneAniopévog(n)

'Exete npOBANUaA va anokoiunBeiTe A
va ouvexioeTe Tov UNvo oag n
KOIJAoTe unepBoAika

NiwBeTE KOUPAOUEVOG(N) 1 EXETE
Aiyn evépyeia

'EXeTe Aiyn Opekn n TpwTE
unepBoAika

NI®BEeTE Goxnua yia Tov €aUTO 0AG N
OTI £€XETE ANOTUXEI 1 OTI EXETE
anoyonTeUOEl TOV €QUTO 04G R TNV
OIKOYEVEIGQ 0aG

'EXETE NPOBANUA OUYKEVTPWONG OE
KAMOIEG EVEPYEIEG, ONWG OTAV
diapaleTe TNV epnuepida n oéTav
napakoAouBeiTe TNAeOPaAoN

KiveioTe 1| WIAGTE TOCO apyd rnou
aillol avBpwnol 6a To napaTtnpoucav
'H To avTiBeTo — €ioTE TOCO
avnouxog(n) 1 veupikodg(n), nou...

@ >xedov kabe pépa

11% 15% 46%

11% 13% 46%

13% 12% 33%

13%

@® nNepiood Tepeg and Tig picéG pépeg @ Apketéiq pépeg @ KaboAou
) e,
Yo ] * g . W
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Sample information : [FINAL] in "1"
Sample size 9897 responses

Cross: Status for MH / Score PHQS8

SCORE PHQ8
MINIMAL OR MILD DEPRESSIVE MODERATE TO SEVERE
SYMPTOMS DEPRESSIVE SYMPTOMS TOTAL
STATUS FOR MH N % N % N %

PLWRD 3.633 55% 2.994 45% 6.627 100%
Parent 1.600 58% 1.149 42% 2.749 100%
Spouse/partner 128 65% 70 35% 198 100%
Other FM 218 67% 105 33% 323 100%
TOTAL 5.579 56% 4.318 44% 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

GAD?2 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). Il 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 58%
symptom present
doi.org/10.1787/health_glance_eur-2018-en
Combined analysis
MEPIZZ'O
TEPEZ
AITO TIZ ZXEA'ON
. APKETEZ MIZ'EZ KAOE Al08avBnkaTe veupa, ayxog r évraon 45% 18% 20%
KAO©'OAOY MEPEZ MEPEZ MEPA TOTAL
AloBavenkaTe velpa, dyxog n €vraon 1.697 4.470 1.795 1.935 9.897

Aev pnopoUoaTe va OTAUATHOETE I va

2.833 4.004 1.598 1.462 9.897 ' . :
. . Agv pnopoucaTe va OTAPATNOETE N
A . . 9 9 9
€NeYEETE TO AyX0G 0AG va eAEYEETE To ayXOC 0aC 40% 16% 15%

©® Kabohou @ Apkerég uépeg @ Mepioood Tepeg anod TG pioEg pépeg @ =xedov kabe 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%
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 Ml 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

Al0Bavenka OTI You €AEINE n

OUVTPOPIKOTNTA
Al08avenka napapeAnuevog

Aic6avenka anopovwuEVog ano

TOUG GAAOUG

NOTE

2.382

2.649

2.275

MEPIKEZ
ZIMANIA DOPES

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

MOAY
ZYXNA

1.083
909

1.151

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

N %
5.056 55%
9.277 100%

Combined analysis

TOTAL
Al0Bavenka OTI pou €AsIne n
. 16%
9.362 auvTpoPIKOTNTA
9.346
: - (o) 0,
9.363 Alc6avlnka napapeAnUEVoOg 14% 10%

A108avOnka anopovwUEVOG anod Toug
ailAoug

® noré @ znavia @ Mepikic popég @ Zuxva @ [MoAU ouyva
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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

STATUS FOR MH
PLWRD
Parent
Spouse/partner
Other FM

TOTAL

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

4.221

FEEL LONELY

%
44%
51%

47%
31%

45%

B Under-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 66,0 ; dof= 3.

w
0
W
N

5.056

OTHER

B Over-represented elements

%
56%
49%

53%
69%

55%

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

6.293
2.521
188
275

9.277

TOTAL

%
100%
100%
100%

100%
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Sample information : [FINAL] in "1"

Sample size 9897 responses

I noAw ouyva

I Juxva

I MEePIKEG POPEC
I snavia

f nore

TOTAL

STATUS FOR MH
PLWRD
Parent
Spouse/partner
Other FM

TOTAL

193
299
1.004
1.216
5.964

8.676

Eixa okEWPEIG auToKTOViAG

%

MoAU cuxva . 2%
2%

0,
3% Suxva . 3%
12%
14% MEPIKEG POPEG - 12%
69%

100%

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 okEWEIG auTokToviag

E'IXA ZKEWEIZ AYTOKTON'IAZ

MOAY ZYXNA ZYXNA MEPIKEZ ®OP'EZ ZMANIA NOTE TOTAL
N % N % N % N % N % N %
166 3% 224 4% 759 13% 883 15% 3.851 65% 5.883 100%
19 1% 65 3% 212 9% 296 13% 1.761 75% 2.353 100%
3 2% 2 1% VA 4% 19 11% 146 82% 177 100%
5 2% 8 3% 26 10% 18 7% 206 78% 263 100%
193 2% 299 3% 1.004 12% 1.216 14% 5.964 69% 8.676

B uUnder-represented elements [l Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 120,1 ; dof= 12.

22/9%
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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

Number of mental health difficulties

N %
Good mental health _ 32%
J Good mental health 3.152 32%
I Poor mental health (at least one difficulty) 6.745 68% Poor mental health (at least _ 68%
one difficulty)
I At least 2 mental health difficulties 4.652 47%
I At least 3 mental health difficulties 2.802 28% difficulties °
I All 4 mental health difficulties 1.195 12% At least 3 mental health o
TOTAL 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
STATUS FOR MH N % N % N % N % N % N %
PLWRD 2.166 33% 4.461 67% 3.103 47% 1.850 28% 865 13% 6.627
Parent 784 29% 1.965 71% 1.354 49% 849 31% 307 11% 2.749
Spouse/partner 59 30% 139 70% 87 44%, 44 22% 7 4% 198
Other FM 143 44% 180 56% 108 33% 59 18% 16 5% 323
TOTAL 3.152 32% 6.745 68% 4.652 47% 2.802 28% 1.195 12% 9.897

B Under-represented elements Il Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 109,1 ; dof= 12.
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Sample information : [FINAL] in "1"
Sample size 9897 responses

Cross: Status for MH / Nwg 6a BadpoAoyoUoaTte TV noioTnTa {WAG 0Ag;

MQ= OA BAOMOAOIO'YZATE THN NMOI'OTHTA ZQ'HZ ZAZ;

3-0O'YTE KAA'H

1-MOA’Y KAK'H 2-KAK'H O'YTE KAK'H 4-KANEZ
STATUS FOR MH N % N % N % N %
PLWRD 312 5% 1.495 23% 2.424 37% 2.135 32%
Parent 58 2% 400 15% 987 36% 1.121 41%
Spouse/partner 8 4% 28 14% 73 37% 74 37%
Other FM 6 2% 24 7% 89 28% 162 50%
TOTAL 384 4% 1.947 20% 3.573 36% 3.492 35%

B Under-represented elements

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

B Over-represented elements

5-NOA’Y KAN'H

N %
261 4%
183 7%

15 8%

42 13%
501 5%

MENTAL HEALTH SCORE

ez OA POOR MENTAL HEALTH
BAOMOAOIO'YZATE THN
MOT'OTHTA ZQHZ ZAZ; N % N

1-MoAU kakn 376 98% 8
2-Kakn 1.815 93% 132
3-0UTe KaAn oUTE KakKn 2.733 76% 840
4-Kahgg 1.689 48% 1.803
5-MoAU KaAn 132 26% 369
TOTAL 6.745 68% 3.152

B Under-represented elements

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

GOOD MENTAL HEALTH

%
2%
7%

24%
529%

74%

32%

B Over-represented elements

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

Cross: Nwg 6a BadpoAoyoUoaTe TV noioTnTa wNng oag; / Mental health score

384

1.947

3.573

3.492

501

9.897

TOTAL

B

N ‘ Rare

Barometer

D15 #

%
100%
100%
100%
100%

100%
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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

'/&\\I 3. SUPPORT NEEDED AND RECEIVED

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

e
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:

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

I Your family, friends, neighbours

I A healthcare professional (doctor, nurse...)

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

I A mental health professional (psychologist, psychotherapist, psychiatrist...)
I A rare disease organisation or another type of charity (e.g. helpline...)

I Someone with a rare or undiagnosed condition, or their family member (not in a

patient organisation)

TOTAL

N %
3.418 35% I did NOT have emotional or
psychological support but I NEEDED
3.417 35% it
1.798 19%
1.430 15%
1.123 12% Your family, friends, neighbours
1.018 11%
542 6%
A healthcare professional (doctor,
nurse...)
9.631

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

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

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

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

6%

35%
35%
19%

15%

12%

11%
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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: / 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 PIAGNOSIS
RECEIVE EMOTIONAL OR PSYCHOLOGICAL SUPPORT FROM: MEAN N

I did NOT have emotional or psychological support but I 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

B under-represented elements M 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: / 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 PAGNOSIS
RECEIVE EMOTIONAL OR PSYCHOLOGICAL SUPPORT FROM: MEAN N
I did NOT have emotional or psychological support 50 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

B under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Fisher= 14,3.
Inter variance= 1.413,4. Intra variance= 98,6.

] ’ y B2
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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 I 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 I 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 % A healthcare professional (doctor, L8%
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,
psychiatrist...)

11%

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

6%
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Sample information : [FINAL] in "1"
Sample size 9897 responses

KaTta tn didpkeia T®V TEAEUTAIOV 6 HNvav, AdBAaTe ocuvaicOnUaATiKn i YUXOAoyiKr unooTnpi§n ano:

NAI,
AANA
OXI NAI KAI
APKETH APKETH
' IA NA I'IA NA
OXI, OXI, KANYWEI NAI, KANYWEI
AANA AANA AE TIZ AANA AE TIZ
XPEIAZ... XPEIAZ... ANAIFKEzZ XPEIAZ... ANAIFKEZ
XPEIAZ... XPEIAZ... MOY XPEIAZ... MOY
270 NAQicIo Piag JIEMICTNHOVIKNG
0opadac UYEIOVOMIKNG NEPIBaAWNg
3.847 3.920 655 157 686
nou 1dIKeUETAl OE ONAVIEG N 1N
dlayvwopEveg nabnoeig
WuxoAOyog, wuxoBepaneuTng n
WuxiaTpog e OUPBOUAEG Mou
EMIAOTOYNTAI HEPIKWG I} OAIKWG
. ) 3.649 3.924 781 116 796
(n.x. oTto dnuoCIo TOPEA, OTO
nAaiolo TNG BAcIKNAG UYEIOVOUIKNAG
nepiBaiyng...)
'Evag WuxXoAOyoG, WuXoBepaneuTng
N wuyxiatpog MAHPQMENOZ AMNO
E>XA> H THN OIKOIENEIA ZAZ
2.891 4.654 813 107 801

(n.x. oTov IBIWTIKO ToPEa, OXI OTO

nAaiolo TNG BAcIKNAG UYEIOVOUIKNAG

Needs from professional psychological support over the past six months

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

29/35

TOTAL

9.265

9.266

9.266

370 nAaiolo piag dIENIOTNHOVIKNAG
0opadag UYEIOVOMIKNG NeEPIBaAWng
nou €1dIkeUETAl O ONAVIEG N KN
Wuxoho PARY YRIBESaREBRTE
WuxiaTpog Pe OUPPBOUAEG rou
EMNIAOTOYNTAIL HEPIKWG I OAIKWG
Bk FUUBRBPGL A cbeBTRANHE
wuyiatpog MAHPQMENOS AMNO EZAZ
H THN OIKOIENEIA ZAZ (n.X. oTov
I3IWTIKO TOHEA, OXI OTO MAQiCIO TNG...

42% 42%

39% 42%

31% 50%

Fevikog yIaTpodG 1} VOONAEUTNG 31%

AANO 26% 58%

®iAavOpwnikd idpupa  MKO (n.xX.

ypappr BonBeiag, opyavwaon
acBevov...)

26% 49% 3%

NoOCOKOWEIaKH UNNPeaia WYUxIKNG

) \ 21%
uyeiag (evOOVOOOKOMEIaKN)

74%

H olkoyéveia oag, ol gilol oag, ol

\ \ 15%
YEITOVEC 0aC

20% 6%

@ OXI, alAa xpeialetai/xpeialoTav ® OXI, alAa AE xpsialerai/xpeialéorav
@ NAI, aAAa OXI apkeTh yia va KAAUWEI TIG avAYKEG HOU
@ NAI kal apkeTh yia va KaAUWE! TIG AVAYKEG HOU

Professional psychological support in the last six months

42% 3%

2%

1%

1%

2%

@ NAI, alAa 3¢ xpeiaeral/xpeiaotav

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

Al0BdveaTe OTI 0ag aKoUVe

Na eneEepyaoTeiTe TIG VEEG NANPOPOPIEG MOU
€iXaTe OXETIKA PE TNV Nadnon

KaAuTepn diaxeipion Tng kadnuepiving oag Lwng,
OUMNEPIAAPBAVOEVOU TOU AYXOUG I TOU OTPEG
Na Ceite kKaAUTEPA PE TA CUPNTWHATA TNG
naenong

AVTIUETWNIOTE KAAUTEPA TOUG NEPIOPICUOUC Mou
oxeTilovTal Je Tn Bgpaneia nou Aapare yia Tnv
naenon (n.x. ENOKEWYEIGC OTO VOOOKOEIO,
NapeveEPYEIEG K.AM.)

Na avanTU&eTe nepIooOTEPEG JEEIOTNTEG Yia va

QVTIMETWNIOETE DUOKOAEG KATAOTATEIG
AVTIJETWNIOTE TIC SJUOKOAIEG MOU €iXaTe wg
yoveag

Na diaxelpiCeoTe KAAUTEPA TA CUVAICONUATA 0AG
ZnoeTe KaAUTEPa Pe TNV aBePaloTnTa nou
nepiBaAiel Tn didyvwaon TG naénong

Na BeATIOOETE TNV 1IKAVOTNTA 0ag va
OUYKEVTPWOEITE OTNV €pyaacia r TIG ONOUdEG oag
AvTigeTwnioTe KAAUTEPa TNV EAAEIYN Bepaneiag

yla Tnv naenon

30/35

ZE
MEIAAO
BAOMO

1.843

1.423

1.438

887

890

1.213

349

1.208

49

779

191

Only people who received emotional or psychological support

NIro

2.762

2.361

3.105

1.791

1.903

2.783

748

2.807

115

2.073

458

MOAY
NIro KAQ'OA...
1.577 1.088
1.479 1.475
1.545 1.066
1.092 885
1.136 1.062
1.654 1.326
500 411
1.689 1.322
104 113
1.666 1.823
403 596

TOTAL

7.270

6.738

7.154

4.655

4.991

6.976

2.008

7.026

381

6.341

1.648

Zag Bondnoe n unooTnpPIEn Nou AdBaTe Toug TEAEUTAIioUG 6 HAVEG va:

Ai08dveaTe OTI 0ag akouve

Na ene&epyaaTeiTe TIG VEEG
NANPOQOPIEG NOU €iXATE OXETIKA HE
TNV naenon

KaAuTepn diaxeipion TnNG kKabnuePIVAG
0ag {wng, CUPNEPIAGUBAVONEVOU TOU
AyXoug | ToU OTPEG

Na Zeite kaAUTEPA PE TA CUPNTWHATA
NG naénong

AVTIHETWNIOTE KAAUTEPA TOUG
neplopiouoUc nou oxeTilovTal e TN
Bepaneia nou AaBare yia Tnv naenon

(n.X. ENIOCKEWEIC, gTO VOOOKOJIEIO, ...
Na avanTUEETe NEPICOOTEPEG

0€&IOTNTEG YIA VA AVTIHETWNIOETE
OUOKOAEG KATAOTACEIG

AVTIMETWNIOTE TIG SUOKOAIEC Nnou
€iXaTe WG yoveag

Na diaxelpileoTe KaAUTepa Ta
ouvaiodnuaTtd oag

ZnoeTe KaAUTEPa We TNV aBeBaioTnTa
nou nepiBaAAel Tn didyvwaon Tng
naenong

Na BEATI®OETE TNV IKAVOTNTA 0AG va
OUYKEVTPWOEITE OTNV €pyaacia n TIG
OonoudEg 0ag

AVTIJETWNIOTE KAAUTEPA TNV EAAEIYN
Bepaneiag yia Tnv naenon

AAANO

@ =c peyalo Badbuod

25% 3% TE
21% 35% 22%
20% 43% TTE

19% 8% 5%
18% 38% 23% _
17% 40% 24% -
17% 37% 25% _
17% 40% 24% -

13% 30% 27% _
12% 33% 26%
12% 28% 24%

® Aivo @ MoAv Aiyo @ KaBoAou
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Sample information : [FINAL] in "1"
Sample size 9897 responses

Al0BdveaTe OTI 0ag aKoUVe

KaAuTepn diaxeipion TG kadnuepivng oag {wng,
OUMNEPIAAKBAVOLEVOU TOU AYXOUG I TOU OTPEG
Na eneEepyacTeiTe TIC VEEG NANPOPOPIEG NOU
€iXaTe OXETIKA PE TNV Nadnon

Na Ceite kaAUTEPA PE TA CUPNTWHUATA TNG
naenong

Na diaxelpifeoTe KAAUTEPA TA CUVAICONUATA 0AG
Na avanTtUEeTe NepIoodTEPEG JEEIOTNTEC YIA va
AVTIHETWNIOETE OUOKOAEG KATAOTACEIG
AVTIUETWNIOTE TIC SJUOKOAIEC MOU €iXATE WG
yovéag

AvVTIUETWNIOTE KAAUTEPA TOUG NEPIOPICUOUC MoU
oxeTilovTal Pe Tn Bgpaneia nou Aapare yia Tnv
naenon (n.x. ENOKEWYEIG OTO VOOOKOEIO,
NapevEPYEIEG K.AM.)

ZNoeTe KAAUTEPA WE TNV aBePaioTnTa nou
nepiBaiier Tn didyvwaon Tng nadnong

Na BeATIOOETE TNV IKAVOTNTA 0aAg va
OUYKEVTPWOEITE OTNV €pyaacia | TIG anoudEg aag

AvTigeTWNIOTE KAAUTEPA TNV EAAEIYN Bepaneiag

yla Tnv naenon

Only people who received PROFESSIONAL PSYCHOLOGICAL support

2E
MEIIAAO
BAOGM'O

1.174

961

863

558

845

835

222

573

32

486

112

NIro

1.646

1.959

1.382

1.096

1.785

1.754

434

1.159

71

1.287

262

NMOAY

NITO KAOOA...
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 unooTnpPIEn Nou AABAaTe Toug TEAEUTAIOUG 6 NRVEG va:

AloBdaveaTe OTI 0ag akoUve

KaAUTepn diaxeipion TnG kabnuepivig
0ag (wnG, CUPNEPIAAUBAVOPEVOU TOU
AyXoug f| TOU OTPECG

Na eneEepyaoTeiTe TIG VEEG
NANPOPOPIEG MOU EiXATE OXETIKA HE
Tnv ndénon

Na ZeiTe KAAUTEPA PE TA CUPATOHATA
NG naenong

Na diaxelpileoTe kKaAUTEpPa Ta
ouvalodnuaTtd oag

Na avanTUEeTe NEPICGOTEPEG
0€&IOTNTEG YIA VA AVTIHETWNIOETE
OUOKOAEG KATAOTACEIG

AVTIMETWNIOTE TIG SUOKOAIEC Nnou
€iXaTe WG yoveag

AvTIUeETWNIOTE KAAUTEPA TOUG
nepiopiopuoUc Nou oxeTiovTal Pe TN
Bepaneia nou AaBare yia Tnv naénon

(n.X. EMNIOKEYEIG OTO VOJOKOUEIO, ...
ZnOoeTE KAAUTEPA HeE TNV aBeBaioTnTa

nou nepiBaAAel Tn didyvwaon Tng
naenong

Na BEATI®OETE TNV IKAVOTNTA 0AG va
OUYKEVTPWOEITE OTNV €pyaacia n TIG
OonoudEg 0ag

AVTIJETWNIOTE KAAUTEPA TNV EAAEIYN
Bepaneiag yia Tnv naenon

AANO

@ =c peydalo Badbuod

29% 40% 21% -
24% 48% 20%
23% 37% 23%
AR 41% 24% -
AR 44% 23%
AR 44% 22%

20% 39% 25%

20% 40% 22%

14% 32% 30%
13% 36% 27%
13% 30% 26%

8% AR 12%

@® Aivo @ MoAv Aiyo @ KaBdAou

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

2ag epnoOdIcE NOTE KAMOIO ano Ta akoAouBa npaypara va AGBeTe enayyeApaTikn YyuyxoAoyikn BonOeia;

N %
| AEN XPEIASTHKATE enayyeAuatikn wuxoAoyIK UNoaThpIiEn 2.463 27% AEN XPEIAZTHKATE enayyeAuatikn 27%
WUXOAOYIKN unooTnpi§n
I AEN MIMOPOYZATE va €xeTe npooBaAcn o€ auTny, n.x. €Neidn NTav noAu Pakpid, n
n AioTa avapovng ATav noAU Peyain, i 1o atopo dev nTav diabgcipo, ) dev gixaTe 2.382 27% AEN MIMOPOYZATE va éxeTe
TNV OIKOVOMIKN duvaTtoTnTa, fj Ao AoyIoTikO gunodio npooPacn oe auTthyv, n.X. ENEIdN ATAV 27%
noAU uakpid, n n Aiota avapgovng
I AEN TNQPIZATE nwg va anokTrosTe npocBaacn, n.x. o€ nolov va angubuvesiTe n g 500 nTav noAu PeydaAn, r To atouo dev...
1.781 )
OTI UNNPXE TETOIA UNOOTNPIEN AEN TNQPIZATE n®G va anokTHOETE
| 2EN AISOANOHOHKATE ETOIMOI, n.x. eneidf gpoBdoacTav 6Ti 8a ATAV NOAU npoopaon, n.x. o€ noiov va 20%
aneuBuvBeiTe 1 OTI UNNPXE TETOIA
dUoKkoAO, N OTI Ba pNopoUCaTE va Ta KATAPEPETE PHOVOI 0ag, 1 OTI dev 1.731 19% unoaTnPIEN
EHNIOTEUOOAOTAV TO ATOHO AEN AIS®@ANGHOHKATE ETOIMOI,
I AEN avTIJeETWNIOATE Kavéva gunodio 1.486 17% n.x.'sna'-:lér] (poB(?qaoTav oT! GCI'r]T(JV 19%
rnoAu dUakoAo, N OTI Ba pnopoucaTe
I AANO 301 3% va Ta KATAPEPETE POVOI 0ag, 1 OTI...
TOTAL 8.979
AEN avTIgeTwNioaTe Kavéva eunodio 17%
Mental health score
Mental health N %
- . Poor mental
among people who said they did not q I Poor mental health 1.008 41% health - 41%
need profesw_nnal psych_ol_oglcal | Good mental health 1.455 59%
support (only if 30+ participants) Good mental 599
TOTAL 2.463 100% health °

Y Sample information : [Limit_access_psy._support] In "4"
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Sample information : [FINAL] in "1"
Sample size 9897 responses

Only participants who accessed
professional psychological support:

EnayysApaTikn guyxoAoyikrn unooTnpi§n

N %
I MeydaAn eniBapuvaon 393 18% MeyaAn eniBapuvon - 18%
I Aiyo eniBapuvaon 430 19%
J KaBoAou empapuvon 1.401 63%

TOTAL 2.224 100% Aiyo emiBapuvon - 19%
Kaeé)\ou Enlepuvcn _ 630/0

Y Sample information : [Pro_psy._support] = "2"
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Sample information : [FINAL] in "1"
Sample size 9897 responses

MEFAAH NIro KAQO...
ENIBA... ENIBA... ENIBA...

SUVOAIKGA, OAEG o1 dandaveg nou oxeTifovTal PUE TN oNavia n

' , 2.897 4.102 2.103
adiayvwaoTn naenon
JuvTayoypapoUEeVa Kal Un ouvtayoypa@oupeva gapuaka,
OUMNEPIAAKBAVOUEVWVY PUTIKWV Il OMOIONAONTIKWV PAPHAK®Y, 2.183 3.731 2.811
CUMNANPWHATWV dIATPOPNG 1 AAAWV
IaTpikeg €EeTaoelg ) napeppaceig, EKTOZ and Tnv enayyeARaTikn

1.885 3.510 3.299

WUXOAOYIKN UNOoOTHPIEN

Combined analysis

SUVOAIKGA, OAEG o1 danaveg rnou
oXeTiCovTal Pe TN onavia n 32% 45% 23%
adidyvwaoTn naenon
SuvTayoypa@oUWeva Kai hn
OUMNEPIAQUBAVOUEVWV PUTIKWV N

TOTAL

9.102

8.725

8.694

opoIoNadNTIKWV PAPHAKW®Y,...

laTpikeg €EeTATEIG I NapePBACEIG,

EKTOZ and Tnv enayyeAuaTikn 22% 40%
WUXOAOYIKN UNoaTnpPIEN

@® MseyaAn emBdapuvon

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

@ Aiyo emiBapuvon

® Ka6oAou snifapuvon

17y
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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 BI®OEI NOTE JIAKPICEIG NOU OXeTiovTal HE TN ondvia acO&veid | TV
avannpia;

3%

>TO KOIVWVIKO nepIBAAAoOV (0IKOYEVEIQ/OUYYEVEIC, PiloI, YEITOVEG...)

Question on reported-experience of discrimination was only asked to people living
with a rare disease themselves (not to their family members)

Cross: 'EXeTe BI®OEl NOTE d1AKPioEIG Nou oXeTifovTal HE TH ondvia acO&veia f Tnv avannpia; / Mental health score

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
‘EXETE BI'QZEI NOTE AIAKPIZEIZ NOY ZXETIZONTAI ME TH ZIMANIA
AZO'ENEIA 'H THN ANANMHPIA; N % N % N %

2TO KOIVWVIKO NePIBAANOV (OIKOYEVEIQ/OUYYEVEIG, PiAoI, YEITOVEG...) 1.808 85% 327 15% 2.135 100%
3TNV UYEIOVOUIKN NePiBaiyn 1.538 83% 310 17% 1.848 100%
e aAAa dnuoaoia kataAupaTta (Eevodoxeia, 0TIaTOPIA, HETAPOPEG, HOUTEIa K.ArM.) 1.248 80% 314 20% 1.562 100%
>Tnv anacXoAnon f Tnv eknaidsuon 1.809 80% 459 20% 2.268 100%
Other 114 73% 43 27% 157 100%
MoTe 1.256 51% 1.218 49% 2.474 100%
TOTAL 4.343 68% 2.080 32% 6.423

B Under-represented elements Ml 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 / Fevikd, 8a A€yaTte OTI N UYEia oag givai

FENIKA, ©A AN'ETATE 'OTI H YFTE'IA ZAZ E'INAI
3-0O'YTE KAA'H O'YTE

1-MOAY KAK'H 2-KAK'H KAK'H 4-KANEZ 5-NMOA’Y KAN'H TOTAL
STATUS FOR MH N % N % N % N % 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%
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 [l Over-represented elements

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

Cross: l'evika, 6a AéyaTe OTI n uyeia oag sivar / 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 AN'ETATE 'OTI
H YTE'IA ZAZ E'INAI N % N % N %

1-MoAU kakn 366 95% 20 5% 386 100%
2-Kakn 2.187 87% 336 13% 2.523 100%
3-0UTe KaAn oUTe KAkKn 2.586 71% 1.068 29% 3.654 100%
4-KaAgg 1.458 50% 1.456 50% 2.914 100%
5-MoAU kaAn 148 35% 272 65% 420 100%
TOTAL 6.745 68% 3.152 32% 9.897

B Under-represented elements [l 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 TeAsuTadioug TPEIG HAVEG, NOCO cuxvd eixate MONO; O@a A&yarTe...

TOYZ TEAEYTA'IOYZ TPEIZ M'HNEZ, ITOZ0 ZYXNA E'IXATE NONO; OA AN'ETATE...

1-NOTE 2-MEPIKEZ HM'EPEZ 3-TIZ NEPIZZ'OTEPEZ HM'EPEZ 4-KAOE HM'EPA 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% 4.138 42% 2.050 21% 2.267 23% 9.897

B under-represented elements [l Over-represented elements

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

Cross: Toug TEAEUTAIOUG TPEIG HRVEG, NO0O ouxva gixate MONO; Oa Aéyare... / Mental health score

MENTAL HEALTH SCORE

TOYZ TEAEYTA'IOYZ TPEIZ POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL
M'HNEZ, ITOZ0 ZYXNA EIXATE
MONO; OA NErATE... N % N % N %

1-MoTe 632 44% 810 56% 1.442 100%
2-MEePIKEG NUEPEG 2.559 62% 1.579 38% 4.138 100%
3-TIg NEPIOCCOOTEPEG NUEPEG 1.635 80% 15 20% 2.050 100%
4-Kale nuépa 1.919 85% 348 15% 2.267 100%
TOTAL 6.745 68% 3.152 32% 9.897

B uUnder-represented elements [l 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 / Kata Tn S14pKeIa TWV TEAEUTAI®OV 6 | NEPICCOTEPMWV HNVMV, EXETE NEPIOPiIcEl AOY® KANoIoUu NPOoBARHATOG UYEIAG TRV EKTEAECH SPACTNPIOTATWV NOU CUVAOWG KAvouv ol avepwnol;

2ZOBAPA MNMEPIOPIZM'ENOZ

STATUS FOR MH
PLWRD
Parent
Spouse/partner
Other FM

TOTAL

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

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

https://ec.europa.eu/eurostat/databrowser/view/hlth_silc_12/default/table?
lang=en&category=dsb.dsb_p.dsb_pgali

Oa Agyare...

APAZTHPIOTHTQN NOY ZYN'HOQZ KANOYN OI ANOPQMNOI; OA NEFATE...

N % N
.157 33% 3.779
327 12% 1.328

39 20% 86
32 10% 131
26% 5.324

B Under-represented elements

NMEPIOPIZM'ENH AAAA 'OXI ZOBAPA

%
57%
48%
43%
41%

54%

B Over-represented elements

KAO'OAOY MNEPIOPIZM'ENH

()]
O
[y

.
(=]
O
IS

=
S [

b
o
-
®

%
10%
40%
37%
50%

20%

6.627
2.749
198
323

9.897

TOTAL

KATA TH ATAPKEIA TQN TEAEYTA'IQN 6 'H MNEPIZZ'OTEPQN MHN'QN, 'EXETE NMEPIOPIZEI AOIrQ2 KANOIOY NPOBA'HMATOZ YIETIAZ THN EKTEAEZH

%

100%

100%

100%

100%

Cross: KaTta Tn 31apKela TOV TEAEUTAIWV 6 I NEPICOOTEPWV HNVAOV, EXETE NEPIOPiICEI AOY® KANOIOU NPoBANHATOG UYEIAG TNV EKTEAECN
3pacTNPIOTATWV NMOU CUVAOMWG KAavouv ol avepmwnol; @a Aéyarte... / Mental health score

KATA TH ATAPKEIA TQN
TEAEYTA'IQN 6 'H NEPIZZOTEPQN
MHN'QN, 'EXETE NMEPIOPIZEI AOI'Q
KAMOIOY MPOBA'HMATOZ YFEIAZ
THN EKTEAEZH APAZTHPIOTHTQN

Moy ZYN'HOQZ KANOYN OI
ANOPQIMOI; ©A N'ETATE...

SoBapd NePIOPICUEVOG
Meplopiopevn aAAa ox1 coBapa
KaBoAou neplopiopévn

TOTAL

POOR MENTAL HEALTH

N %
2.197 86%
3.598 68%

950 47%
6.745 68%

B Under-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 788,3 ; dof= 2.

MENTAL HEALTH SCORE

GOOD MENTAL HEALTH

N %

358 14%
1.726 32%
1.068 53%
3.152 32%

B Over-represented elements

2.555

5.324

2.018

9.897

TOTAL

B

N ‘ Rare

Barometer

D15 #

%
100%
100%

100%
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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, 82%
I ..invisible symptoms such as pain, dizziness, headaches, fatigue, etc. 8.114 82% dizziness, headaches, fatigue, etc. 0
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 _ 59%
difficulties t lat ti
I ...intellectual disabilities, such as difficulties in learning and understanding information 3.059 31% riiculties to regulate emotions
l None 155 2% ...sudden onset symptoms requiring 499
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 / Mental health score

MENTAL HEALTH SCORE

POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL

SYMPTOMS MULTIPLE USE N % N % 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% 3.236 100%
...clinical signs and symptoms that come and go (= transient symptoms) 3.358 70% 1.439 30% 4.797 100%
...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%
None 37 39% 58 61% 95 100%
TOTAL 4.461 67% 2.165 33% 6.626

B uUnder-represented elements [l Over-represented elements

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

Y 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%
...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%
None 14 44% 18 56% 32 100%
TOTAL 1.965 71% 784 29% 2.749

B under-represented elements [l 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
MNoco ennpealel n acBeveld oag Tn {wn oag;
o , ' , 72,5 6,0 8,0 10,0 9.859
O=kapia enidpaon - 10=ennpealel cofapa tn {wrn Hou
MNoco kaipd NICTEVUETE OTI Ba CUVEXIOTEI N a0B£veld 0ag;
o o ' 9,6 10,0 10,0 10,0 9.859
0=noAU oUVTOMO XPOVIKO diacTnua - 10=yia navra
MNoco £\eyxo aloBaveoTe OTI £XeTe NAvw oTnV acBeveld oag;
, . . . 4,2 2,0 4,0 6,0 9.859
0=anoAUTwG kavevag eAeyxog - 10=akpaiog eAeyX0G
Mooco nioTeleTe OTI N Bepaneia oag unopei va Bonbroel TNV acBeveld oag;
. s 6,1 4,0 6,0 8,0 7.115
0=kaBboAou - 10=€&aIpeTIKA XpPnoIKO
MNoco ouxva eueavileTe CUPNTWUATA ano Tnv acBeveld oag;
. . . . . 6,9 6,0 7,0 9,0 6.377
0=kaBboAou cupnTwpaTta - 10=noAAa cofapa cupntTwuara
Moco avnouXeiTe yia TNV acBévela oag;
] . , , 7,3 6,0 8,0 10,0 9.859
0=0¢ev avnouxw kKabBoAou - 10=€eEaipeTIKA avnOuxXog
Mooo kaAa aiobdaveoTe OTI KATAVOEITE TNV ACBEveId 0ag;
, , , T 72,6 6,0 8,0 10,0 9.859
0=0¢ev kataAapaivw kaboAou - 10=kataAafaivw NoAU KaAa
Mooco oag ennpeddel ouvaiobnuaTika n acbeveld oag; (n.X. 0ag BUPWVEI,
oag QoBilel, 0ag avaoTaTwvel r 0ag NPOoKaAei katabAiyn;)
6,8 5,0 7,0 9,0 9.859

0=>0¢v ennpealel kaBoAou ouvaioONUATIKA - 10=€EaIPETIKA ENNPEACHEVOG

ouvalodnuarika

B under-represented elements M 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

Moco ennpealel n acBeveld oag Tn {wn odag;

O=kapia enidpaon - 10=ennpedlel coBapd Tn {wn Hou
Moco kaipd NIOTEVETE OTI Ba CUVEXIOTEI N aoBEveld 0ag;
0=noAU oUVTONO XPOVIKO diacTnua - 10=yia navra

Moco €\eyxo aiobaveoTe OTI €XeTe NAvw oTnV acBeveld oag;
0=anoAUTwG kavévag EAeyXog - 10=akpaiog €AeyXoG

MNoco nioTeveTe OTI N Bgpaneia oag pnopei va Bonbroel Tnv acbeveld oag;
0=kaBoAou - 10=€EalpeTIKa XpHOILO

Moco ouyva eueavifeTe CUPNTWUATA ano Tnv acbeveld oag;
0=kaBoAou ocupnTwPata - 10=noAAG coBapd CUPNTWHATA
Moco avnouxeiTe yia Tnv acBéveld oag;

0=0¢ev avnouxw kKaboAou - 10=cEaIpETIKA AVHOUXOG

Moco kaAd aiobdaveoTe OTI KATAVOEITE TNV ACOEVEIA 0AG;

0=030¢ev kataAaBaivw kaBoAou - 10=kataAaBaivw nNoAU Kaia

MNoco oag ennpeadel ouvaiodnuaTika n acbéveid oag; (n.x. cag BUHWVEI,
oag @oRilel, 0ag avaoTaTwVEl ) gag NPokKaAei katabAiyn;)
0=>3¢v ennpealel kaBOAoU cuvaloONUATIKA - 10=€EqIPETIKA ENNPEATHUEVOG

ouvaiohnuaTika

B Elements significantly under mean

MENTAL HEALTH SCORE

POOR MENTAL
HEALTH

81

9,7

B Elements significantly above mean

GOOD MENTAL
HEALTH

Multiple Cross

MNooo ennpealel n acBéveld oag Tn {wn odag;

O=kapia enidpaon - 10=ennpealel coBapd Tn {wn pou

Moco kaipo NIoTeVETE OTI Ba CUVEXIOTEI N A0BEVEId 0ag;

0=noAU oUVTOMO XpPOVIKO diacTnua - 10=yia navra

MNooo €\eyxo aiobdaveoTe OTI €xeTe Ndvw OTnNV AdoBeéveld oag;

0=anoAUTwG Kavévag EAeyXog - 10=akpaiog EAeyxog

Mooco nioTeveTe OTI n Bgpaneia oag pnopei va Bonbroel Tnv acbeveld oag;
0=kaBoAou - 10=€EalpeTIkG XprOILO

Mooo ouyxva eueavifeTe CUPNNTWUATA Ano Tnv acBeveld oag;

0=kaBo6Aou oupnTwuata - 10=noAAG coBapd CUPNTWUATA

Mo60o avnouxeiTe yia TNV acBéveld oag;

0=030gev avnouxw kKaboAou - 10=eEaIpeTIKA AVOUXOG

Moco kaAd aioBaveoTe OTI KATAVOEITE TNV ACBEVEIA 0AG;

0=030¢ev kataAaBaivw kabBolou - 10=kaTaAapaivw noAU KaAa

Moco oag ennpealel ouvaiodnuUaTika n acbeveid oag; (n.x. oag BUPVEl,
oag @oPilel, 0ag avaoTaTwVel I 0ag NPoKaAei kKatabAiyn;)

0=>3¢v ennpealel kaBOAoOU cuvaloONUATIKG - 10=€EaIPETIKA ENNPEACUEVOG

ouvaiodnuaTika

B Under-represented elements

MENTAL HEALTH SCORE

POOR MENTAL

HEALTH

6.717

6.717

6.717

4.821

4.287

6.717

6.717

6.717

B Over-represented elements

B

N ‘ Rare

Barometer

D15 #

GOOD MENTAL

HEALTH

3.142
3.142
3.142
2.294
2.090
3.142

3.142

3.142

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

O kaBévag PHag avTiHETONIZEl JIAPOPETIKA Ta OTPECOYOVA YEYOVOTd. Oa OEAAHE va KATAVONOOUHE KAAUTEPA N®WG OUVNOWG EVEPYEITE KAl AICOAVECTE O0TAV BIMVETE OTPECOYOVA YEYOVOTd: MapakaA®
AnAavTnOTE OTIG ENOMEVEG EPWTNOEIG OKENTOHEVOI NOCO NOAU 1| NOCO CUXVA KAVETE AUTO Nou Ael TO KAOE OTOIXEIO: JeV uNApXoUV "owWOTEG" | "AavOaouEéveg” anavrioeig!

1= AEN
TO 'EXQ
KANEI
AYTO
KAQO...
'EXw Hadel va {w he auTod 603
'Exw avaAaBel dpdon yia va npoonadrow va BEATIOowW .
17
TNV KATaoTaon
'EXW ENIKEVTPWOEI TIG NPOONABEIEG JOU OTO va KAVW 660
KATI yla TNV KaTAoTaor| Jou.
Anodéxopal TNV NpayuaTikoTnTa Tou YEYovOTOG OTI 86
5
OUVERBN.
Exk@pdlw Ta apvnTika Pou cuvaiodnuara 1.933
Aéw Npaypara yia va agpnow Ta ducdpeaTa
2.465
ouvalodnuarTa Pou va Eepuyouv
'EXW €MIKPIVEI TOV €QUTO HOU 3.114
KatnyopoUoa Tov €auTo PoU yid Npdyuata nou
4.486
ouvéBnoav
Mpoonabw va Bpw Wia oTPATNYIKN YIA TO TI NPENEl va
778
Kavw
ZKEPTOMAl €VTOVA YIA TO Mold BRUATa NPENEl va KAVw 903
EykaTeéAelwa Tnv npoondBeia va To avTINETWNIoW. 5.491
'Exw eykaTaAeiyel TNV npoondbeia va To avTINETWNIoW 5.243
ApvouUpal va nioTePw OTI €XEl CUKBEI 5.698
NAEw OoTOV €aUTO Pou "auTo Oev eival aAnBivo". 5.941

1.735

1.756

1.948

1.922

3.574

3.138

2.751

2.426

1.893

1.902
2.742
2.780
2.370

2.077

3.766

3.989

3.977

3.523

2.989

2.935

2.451

1.850

3.799

3.590
1.227
1.379
1.238

1.189

4=TO

KANQ
SYXNA TOTAL
3.793 9.897
3.535 9.897
3.312 9.897
3.587 9.897
1.401 9.897
1.359 9.897
1.581 9.897
1.135 9.897
3.427 9.897
3.502 9.897
437 9.897
495 9.897
591 9.897
690 9.897

'Exw Madel va {w Pe auTo

'Exw avaAaBel dpaon yia va
npoonadnow va BeEATIOOW TNV

KaTaoTaon
'EXW ENIKEVTPWOEI TIC MPOCTIABEIEC

Hou OTOo va Kavw KATl yia Tnv
KATAoTacr Hou.

AnodExopal TNV NpaypaTikoTnTa Tou
YEYOVOTOG OTI GUVERN.

Ek@palw Ta apvnTiKA Hou
ouvaiodnuara

Aéw NpAyparta yia va apnow Ta
duodapeoTa ouvaiodnuaTd pou va
Eepuyouv

'EXw EMNIKPIVEI TOV €QUTO OU

Katnyopouaoa Tov €auTo Hou yid
npdyuara nou cuvéBnoav

Mpoonabw va Bpw Hia oTpaTNYIKN
yla To TI NPENEI va KAvw

SKEPTOMAl €VTOVA Yid TO noid Bruarta
npénel va Kavw

EykaTéAeipa Tnv npoondBeia va To
AVTIMETWNIOW.

'Exw eykaTaAeiyel Tnv npoondbeia va
TO QVTIMETWNIOW

ApvouUpal va nioTePw OTI €XEl CUMBEI

New oTov €auTd Pou "auTo dev eivai
aAnBivo".

18% 38% 38%
18% 40% 36%
19% 36% 36%

36% 30% 14%

32% 30% 14%

28% 25% 16%

25% 19%
19% 38% 35%

28% 12% 4%

28% 14% 5%

24% 13% 6%

21% 12% 7%

® 1= Aev 10 éXw KaAvel auto kaBohou @ 2 @ 3 @ 4= To kavw ocuyva
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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 0 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 4,1 3,7
COPE acceptance 3,9 4,4
COPE behavioural disengagement 1,6 0,8
COPE denial 1,6 0,8
COPE venting 2,9 2,3
COPE self-blame 2,7 1,2

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

Cross: When the first symptoms were noticed, I 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) / 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, I 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 % N % FAMILY MEMBERS) N % N % N %
Yes 3.797 71% 1.570 29% 5.367 100% Yes 1.326 63% 774 37% 2.100 100%
No 2.554 64% 1.426 36% 3.980 100% No 4.640 69% 2.099 31% 6.739 100%
Unsure 168 73% 61 27% 229 100% Unsure 280 74% 99 26% 379 100%
No symptoms yet 226 70% 95 30% 321 100% Undiagnosed 499 73% 180 27% 679 100%
TOTAL 6.745 68% 3.152 32% 9.897 TOTAL 6.745 68% 3.152 32% 9.897
B under-represented elements M Over-represented elements B uUnder-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: I 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 WAS REFERRED TO A
HOSPITAL SERVICE MENTAL HEALTH SCORE
PHYSICAL OR POOR MENTAL HEALTH GOOD MENTAL HEALTH TOTAL SPECIALISING IN THE RARE
PSYCHOLOGICAL . . . RA%CI’ENC%I;LCI’_'IYIgE 5G¥8%F;$EIN POOR MENTAL GOOD MENTAL
MISDIAGNOSIS N /o N /o N /o HEALTH HEALTH TOTAL
A DIAGNOSIS (INITIAL & o
Misdiagnosis 4.186 74% 1.480 26% 5.666 100% CONFIRMED DIAGNOSIS -
MERGE FROM PLWRD & FM) N % N % N %
No misdiagnosis 2.333 60% 1.577 40% 3.910 100%
Yes 3.624 65% 1.926 35% 5.550 100%
No symptoms yet 226 70% 95 30% 321 100%
No 2.450 71% 977 29% 3.427 100%
TOTAL 6.745 68% 3.152 32% 9.897
Unsure 172 71% 69 29% 241 100%
B under-represented elements [l Over-represented elements .
Undiagnosed 499 73% 180 27% 679 100%
The relationship is very significant. p-value= < 0,01 ; Chi2= 216,1 ; dof= 2.
TOTAL 6.745 68% 3.152 32% 9.897

B Under-represented elements [l 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: 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

Cross: I 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 I HAVE RECEIVED OR I AM MENTAL HEALTH SCORE
HOSPITAL UNIT SPECIALISED CURRENTLY RECEIVING
IN THE RARE CONDITION OR POOR MENTAL GOOD MENTAL MEDICAL TREATMENT(S) OR
GROUP OF RARE HEALTH HEALTH TOTAL INTERVENTION(S) TO LESSEN POOR MENTAL GOOD MENTAL
CONDITIONS(ALL PLWRD - OR CONTROL THE EFFECTS OF HEALTH HEALTH TOTAL
MERGE FROM PLWRD & FM) N % N % N % THE RARE CONDITION (ALL
PLWRD - MERGE FROM PLWRD
0, 0, 0,
Yes 4.110 65% 2.206 35% 6.316 100% & FM) N & N o N s
No 2.480 74% 882 26% 3.362 100% No 1.769 69% 791 31% Sl LR
Unsure 127 70% 54 30% 181 100% i — 69% 27 31% e 100%
TOTAL 6.717 68% 3.142 32% 0.859 Yes 4.821 68% 2.294 32% 7.115 100%
TOTAL 6.717 68% 3.142 32% 9.859

B Under-represented elements M Over-represented elements

The relationship is very significant. p-value= < 0,01 ; Chi2= 76,7 ; dof= 2. B Under-represented elements M Over-represented elements

The relationship is not significant. p-value= 0,4 ; Chi2= 1,6 ; dof= 2.
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Sample information : [FINAL] in "1"
Sample size 9897 responses

Toug TeAeuTdioug 6 PRVEG, NOCO CUXVA BIMOATE TIG AKOAOUOEG KATACTACEIG:

AEN
FNQPIZQ/

MOAY MEPIKEZ AEN
SYXNA ZYXNA ®OPEZ ZIMANIA NOTE ISX'YEI TOTAL
AvalnTtnoa nAnpogopieg aTo d1adikTuo yia Tnv naenon 3.994 1.934 1.951 822 612 193 9.506
'Enpene va €Enynow Tnv naenon o€ enayyeAUaTieg uyeiag 3.418 2.080 2.068 850 727 364 9.507
EpnioTeudpouv Toug enayyeAUaTieg uysiag nou avTigeTwnmdav Tnv naenon 3.217 2.645 1.847 905 387 507 9.508
AUOKOAEUTNKA va Bpw UMNOCTAPIEN ano TIG KOIVWVIKEG UMNPECIEG 1.775 1.075 1.256 655 1.559 3.185 9.505
Mnpa onuavTikh anogaon(eig) oxeTikd Ye Tnv naénon (n.X. véa Bepaneia, véeg d1adikaaoieg, XEIPOUPYIKN eNEWBac...) 1.400 1.587 2.156 1.381 1.972 1.011 9.507
AUOKOAEUTNKA va JIaxeIpIoT® Ta NoAudpibua 1aTpika pavtepou 1.010 1.258 2.356 1.764 2.548 569 9.505
Avnouxouaoa yia Tnv EAAeipn Bepaneiag yia Tnv naénon 921 395 391 236 364 169 2.476
KaBuoTépnoa va avalntrnow 1aTpikr nepibaiwn eneidn @oPnbnka o1 B6a pe anoppiwouv n dev Ba pe napouv oTa copapd 828 760 1.340 1.176 4.642 761 9.507

'Evag "ouvTovioTh g @povTidag" Borndnoe oTov CUVTOVIONO TwV IATPIKWV pavteRoU Kal aTnv avraAAayr nAnpo@opiwv PHETAEU NOAA®V

304 369 593 668 6.100 1.472 9.506

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

Toug TeAeuTaioug 6 PNVEG, NOCO CUXVA BIMOATE TIG AKOAOUOEG KATACTACEIG:

Avalntnoa nAnpo@opieg aTo dIadikTuo yia Tnv nasnon 42% 20% 21% \
Avnouxouaoa yia Tnv EAAeIpn Bepaneiag yia Tnv naenon 37% 16% 16%
‘Enpene va eEnynow Tnv naenon o€ enayyeAPATieG uyeiag 36% 22% 22% .
EpnioTeudpouy Toug enayyeAUaTieg uyeiag nou avTigeTowmiav Tnv naenon 34% 28% 19% -
AuoKOAeUTNKa va Bpw UNooTnPIEN ano TIG KOIVWVIKEG UMNPETIEG 19% 11% 13%

Mrpa onuavTikr anopacn(€ig) oxeTIKG We TNV naenon (n.x. véa Bepaneia,

\ \ . . 15% 17% 23%
veeg 01adIKATIECG, XEIPOUPYIKN enEPPBaan...)
AuoKOAeUTNKA va JIaXeIpIoT®W Ta NOAUdpIOua 1IaTpIKAa pavtepol 11% 13% 25%
KaBuoTépnoa va avalntiow 1aTpikn nepi@aAywn eneidn @oprenka OTI 6a pe
\ , . . 9% 8% 14%

anoppiyouv n dev Ba Pe napouv ora cofapa

'Evag "ouvTovioThg ppovTidag" BorBnoe oTOV OUVTOVIOUO TWV IATPIKMDV
pavTeRol kal aTnv avrailAayn nANPo@opiwv PHETAEU NOAAWV ENAYYEALATIOV  BERGENLY) 6% _

uyeiag

@® NMoAouxva @ Zuxva @ Mepikégpopés @ Znavia O Moré @ Acsv yvwpilw/dev 1I6XUEI

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

AvalnTtnoa nAnpogopicg aTo d1adikTuo yia TV naenon 4,0 3,5 3,8
'Enpene va €Enynow Tnv naenon o€ enayyeAUaTieg uyeiag 3,9 3,3 3,7
Avnouxouaa yia Tnv €éAAeipn Bgpaneiag yia Tnv naenon 3,9 2,7 3,6
EunioTeudpouV TOUG enayyeAUATIeEG UyEiag nou avTigeTowmdav Tnv naénon 3.7 4,1 3,8
AUCKOAEUTNKA va Bpw UNOCTAPIEN Ao TIC KOIVWVIKEG UMNPETIEC 3,5 2,3 3,1
Mnpa onuavTikh anogaon(eig) oxeTikd Ye Tnv nabnon (n.x. véa Bepaneia, véeg d1adIkATies, XEIPOUPYIKN ENEWBac...) 3,1 2,5 2,9
AUOKOAEUTNKA va JIaxXeIpIOTw TA NOAUApPIBUA 1aTPIKA pavTeRou 2,9 1,9 2,6
KaBuaoTépnaoa va avalnTrhow 1aTpikn nepiBaiywn eneidn @opnénka oTi 6a Ye anoppiwouv r dev Ba pe ndapouv oTta coBapd 2,3 1,5 2,1
'Evag "ouvTovioTng gpovTidag" Bordnos oTov CUVTOVIONO TwV IATPIKWV pavTeRoU Kal aTnV avraiAayr nAnpopopiwv HETAEU

NOAA®V ENAYYEAUATIOV UYEIAg b te o
TOTAL 3,1 2,6 3,0

B Elements significantly under mean M Elements significantly 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 NoloTIKO XPOVO HE TNV
OIKOYEVEIQ Jou

AANaEa Ta ox€DIAG JHOU OXETIKA WE
TNV anokTnon naidiov, n.x.
anogacifovrag av 6a kavw n oxl
(nepioodTEPA) naidia

SUMMETEIXa evepya o€ Evav
0pYavIouo YIa TIG ONAVIEG
a0BEVEIEG, N.X. OUYKEVTPWVOVTAG
XpNHarta, euaicdnronolwvTag n

MEOW TNG AUTOEKNAIdEUONG
Avnouxouaoa yida Tn oX€on Hou HE
TOV OUVTPOQO HOU

MnopoUoa eUKoAd va eniKeVTpwH®
oTNV €pyacia r TIG OnoudEg Hou
'EViwoa OTI €iXa apkeTO XpOvo yia
TOV €QUTO HOU

AI0BavOpOUV GVETA WE TN CWHATIKA
Hou ep@avion

AloBavopouv alol6d0&o¢ yia To
HEANOV

AloBdvenka aupnxavia r vrponn
AOYw TnG nadnong

'EviwBa oTI oI Aol avBpwnol yUpw

Jou kaTtavoouoav Tnv naenon

83/35

MOAY
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
®OPEZ

2.513

734

1.621

1.841

2.670

2.445

1.824

3.267

1.682

2.885

ZIMANIA

1.027

445

1.433

1.086

1.853

2.423

1.384

2.117

1.077

3.107

NOTE

269

5.146

3.912

1.817

1.069

1.266

874

786

2.141

1.158

Combined analysis

TOTAL

9.351

8.917

9.332

6.621

9.149

9.320

6.293

9.335

6.298

9.370

Mépaca noloTIKO XPOVo HE TNV
OIKOYEVEIA [OU

AA\aEa Ta ox€DIA PMOU OXETIKA HE TNV
anokTtnon naidiov, n.x.
anogacilovrag av 6a kavw n oxl
(nepiocoTepa) naidia

SUMMETEIXa evepYa Ot Evav
0pYaviouo yla TIG ondavieg aoBEVeIeg,
n.X. CUYKEVTPOVOVTAG XpNHaTa,
€UaIoONTONOIWVTAG I HECW TNG...

Avnouxouaa yia Tn oX€on Hou HE ToV
oUVTPOPO HOU

MnopoUoa eUKOAA va ENIKEVTPWOW
oTNnV €pyacia f TIG onoud&g Hou

'Eviwoa OTI €ixa apkeTd Xpovo yia
TOV €QUTO HOU

AI0BavOpOUV GVETA WE TN CWHATIKN
HouU gp@avion

AigBavopouv aici6d0&oc yia To
HEANOV

AicBavenka apnxavia i vrponn Aoyw
NG naénong

‘EviwBa oT1 o1 dAAol avBpwnol yUupw
Jou kaTtavoouoav Tnv naenon

@ oAU cuyva

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

® Zuxva O Mepikégopég @ =Znavia @ nMoré
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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

MNépaoa noloTikO XPOVO PE TNV OIKOYEVEIA HOU 3,4 4,1 3,6
Avnouxouaa yia Tn oX€on Hou HE ToV GUVTPOPO HoU 3,1 1,9 2,7
Aio8dvenka aupnxavia r vrponrn Adyw Tng ndénong 2,8 1,8 2,5
MnopoUoa eUKOAd va eNIKEVTPWOW OTNV €pyaacia r TIG OnoudEg Pou 2,8 3,7 3,1
AloBavopouv alol6d0&o¢ yia To HEAAOV 2,7 3,7 3,0
'Evi®oa OTI €iXa apkeTO XPOVO yid TOV €QUTO HOU 2,7 3,4 2,9
AigBavopouv AveTa PE TN OCWHATIKN HOU EJPAVION 2,7 3,5 2,9
'EviwBa oTI o1 Aol avBpwnol yUpw Pou Katavoouaoav Tnv naenon 2,5 3,1 2,7
AANGEa Ta oX€DIG PHOU OXETIKA WE TNV anokTnon naidiwv, n.x. anopacifovrag av Ba kavw r ox! (nepioodTepa) naidida 2,5 1,7 2,3
SUMMETEIXa EVEPYA O€ €vav opyaviouod yia TIG ONAVIEG AOBEVEIEG, M.X. OUYKEVTPWVOVTAG XPNHATA, EUaIcONTONOI®OVTAG N HEOW TNG

auToEKNAideuong 2’4 o A
TOTAL 2,8 3,0 2,8

B Elements significantly under mean M Elements significantly 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!

Mo oTroIEOBNTTOTE EPWTAOEIG, ETTIKOIVWVHOTE ME THV OHAdA
Tou Rare Barometer oto rare.barometer@eurordis.org

Mo oTro1ECBNTTOTE EPWTAOEIG, ETTIKOIVWVIOTE JE TNV OHAdA
Tou Rare Barometer oT1o rare.barometer@eurordis.org
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