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Update
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Ove rvie w  o f EURORDIS’ Ad vo ca cy 
Ac t ivit y in  20 23

Q1, 2023

Q2, 2023

• MEP Key Ask on Mental Health, RDW
• Gathering Evidence
• Submitted Response for the Call for Evidence 

on RD & MH
• Attended EP Policy Event
• Submitted a Poster of a Concrete Action
• Developed EURORDIS Mental Wellbeing 

Initiative
• Joined the EC MH Advocacy Platform

• EC Call for Evidence 
• Deadline 15.02.2023

• Rare on Air Podcast & Blog
• EMM Satellite Workshop on Mental Wellbeing, Stockholm
• Approval of Terms of Reference for EURORDIS Partnership Network 

EURORDIS became a member of Mental Health Europe (MHE) and 
develop strategic partnerships with GAMIAN Europe and MHE

• EC publish new Communication Mental Health
• Published a Media Statement & submitted Full Response on the new 

Communication

Q3, 2034

• New Webpage on Mental Wellbeing
• Launched a call to join new Partnership Network
• 1st Webinar on Impact of RD on Mental Wellbeing
• 2nd Webinar on Living with Uncertainty & Dealing with Trauma
• ERTC Webinar on Mental Wellbeing
• Contribution to MEP Own Initiative (INI) Report
• RBV Factsheet on Mental Health & Wellbeing

Q4, 2023

• World Mental Health Day
• Launch new EURORDIS Partnership  

Network
• Mental Health Session at WODC
• EP Policy Event on People in Vulnerable 

Situations
• Draft Outline Position Paper

https://www.eurordis.org/


MЬЎή Њļ ℅Ρ  ∆℅ЎΕỲ℅Ο ļ Ρ Ф Mфļ Ρ Ф 
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Addressing the Risks and Barriers Faced by People in Vulnerable 
Situations, Brussels, 28.11.2023

> ή� ήЎſ ℅ΡỲЖļ į  ħ ы MÁ…£ …E u“  Ǹ ñ ļ ΡФ℅Ε o ļ ℅ΕФẀ MЬЎήЊļ

MEP  c o -h o s t : MEP  Tilly Me tz, Gre e n  P a rty & MEP  Sa ra  Ce rd a s, So c ia lis t  P a rty

Ob je c t ive s :

• To se t o u t w h a t w e m e a n b y th e “p syc h o so c ia l m o d e l o f m e n ta l h e a lth ”
h ig h lig h t in g th e in t e rse c t io n a l n e e d s o f p e o p le in vu ln e ra b le sit u a t io n s .

• To lo o k in to th e fu tu re a n d e xp lo re w h a t w e w a n t to se e d e ve lo p e d a s p a rt o f th e
im p le m e n t a t io n o f th e n e w Co m m u n ica t io n a n d id e n t ify EU a ct io n t h a t ca n
b e st a d d re ss th e so c ia l d e t e rm in a n t s a n d in t e rse c t io n a lit y.

Ou t c o m e :

A ca ll t o  se cu re  co n t in u e d  p o lit ica l co m m itm e n t  t o  a d d re ss m e n ta l h e a lth  a s  a  
p rio rit y u n d e r t h e  n e w  Eu ro p e a n  P a rlia m e n t :

• Fo r t h e  co n t in u e d  p rio rit isa t io n  o f m e n ta l h e a lth , b e yo n d  th e  n e w  
Co m m u n ica t io n .

• Fo r fu tu re  Eu ro p e a n  a c t io n s in  Me n ta l He a lth  t o  b e  in c lu sive  o f a ll p e o p le  in  
vu ln e ra b le  s it u a t io n s, le a vin g  n o  o n e  b e h in d .

https://www.eurordis.org/


Ow n  In it ia t ive  Re p o rt  
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• Un d e rlin e s t h e  h e ig h te n e d  vu ln e ra b ilit y t o  
m e n ta l h e a lth  p ro b le m s in  sp e c ific  g ro u p s, 
n a m e ly: ch ild re n  a n d  yo u th , t h e  e ld e rly, 
t h o se  e xp e rie n c in g  d u a l d iso rd e rs, p e o p le  
w ith  p h ysica l o r m e n ta l d isa b ilit ie s, (…) , 
in d ivid u a ls  w it h  c h ro n ic  c o n d it io n s , ra re  
d is e a s e s a n d  th o se  re sid in g  in  ru ra l o r 
iso la t e d  a re a s. Th e ir in c re a se d  vu ln e ra b ilit y 
is  d u e  t o  u n iq u e  ch a lle n g e s fa ce d  b y e a ch  
g ro u p , w h ich  ca n  e xa ce rb a t e  m e n ta l h e a lth  
issu e s.

• Ca lls  o n  th e  Me m b e r St a t e s t o  im p ro ve  
a cce ss t o  ca re , t re a tm e n t  a n d  su p p o rt  fo r 
m e n ta l h e a lth co n d it io n s b y im p le m e n t in g  
h o list ic  m u lt id isc ip lin a ry ca re  a n d  
e n h a n c in g  in t e g ra t e d  p a th w a ys b e tw e e n  
se rvice s fo r p e o p le  w it h  m e n t a l h e a lt h  
d is o rd e rs  a n d  o t h e r  c o m o rb id it ie s w h ile  
t a kin g  a cco u n t  o f so c ia l, p sych o lo g ica l a s 
w e ll a s  b io lo g ica l fa c to rs, p a t ie n t  
ce n t re d n e ss a n d  p a t ie n t  ch o ice .

• To o lk it  fo r  p e o p le  in  a  vu ln e ra b le  
s it u a t io n s .

https://www.eurordis.org/


∆Ўή ſ Ўļ ЖЖ ñ ℅į ļ  ‡ή  E ℅Фļ
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ד ה
Me n ta l He a th  a s  a  RD Prio rit y  

EURORDIS has recognized mental health as an advocacy 
priority for rare disease and supported a new 
programme to address the unmet needs.

0 4

ר כּףּ לּ ךּשּ לּ כּ רּױ  וֹ טּ ךּ תּ אל � מּ ק תּ  ₪ שּ װ

Gathered the evidence on the impact of rare diseases 
on mental health and submitted the results to the EC 
Call for Evidence. 

ד ו

Im p a c t  o f In t e rs e c t io n a l Ne e d s

European Parliament Policy Event held (28.11.2023) that 
brought together people from different vulnerable situations to 
advocacy for a more inclusive approach to addressing the 
unmet mental health needs.

0 5
װ לּ וֹקּ נּשּףּ סּאל  תּ לּפֿ רּ  תּ לּשּ שּףּ אלפֿ לּ כּ

Implementation of the new Communication on 
Mental Health is adopting a more inclusive 
definition of those most in need, with the addition 
of chronic diseases and multi-comorbidities.

ד ז
Re c o g n it io n  o f im p a c t  o f RD in  MH

European Parliament has recognised the impact of 
rare and chronic diseases and multiple 
comorbidities have on mental health in the Own 
Initiative Report, 2023. 

0 6

טּ״  ךּשּ סּ לּ כּ סּאל  לּ  ₪ װ  � טּ לּשּאלכֿ סּפֿכֿ וֹףּ  � לּ אל תּ צּכֿ

Overwhelming support from the rare disease 
community in the establishment and launch of the 
EURORDIS Mental Health Partnership Network.

https://www.eurordis.org/


MÁ…£ …E u“  
∆ή ЖỲФỲή Ρ  ∆℅Њļ Ў

uЎỲЖۜ MẀΕļ ЎЖ� E ℅ΡΕήЖ ЖыΡį ЎήΟ ļ ۜ  Ĩ ẀЎήΡỲĨ  Њ℅ЎήъыЖΟ ℅Ε Ẁļ Ο ỲĨ Ў℅ΡỲ℅ۜ Ĩ ΕЬЖФļ Ў Ẁļ ℅į ℅Ĩ Ẁļ Ж



EURORDIS Ke y As k  o n  Me n t a l He a lt h
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Ou r ke y a sk is  t h a t  p e op le  livin g  w it h  a  ra re  d ise a se s  a re  re cog n ise d a s a  
p op u la t ion  livin g  in  vu ln e ra b le  s it u a t ion s, d u e  t o  t h e  m u lt ip le  in t e rse c t ion a l 

n e e d s, re q u irin g  sp e c ific  a t t e n t ion  in  t h e  n e w  Com m u n ica t ion .

EURORDIS Re sp on se  t o  t h e  EC 
Ca ll fo r Evid e n ce , 20 23

MÁ…£ …E u“  ∆ήЖФļ Ў ήŷ ℅ ∆ЎήЊήЖ℅Ε ŷήЎ 
℅ > ήΡĨ Ўļ Фļ  ! Ĩ ФỲήΡ ۜ ڦڧ  ڨڧ

EURORDIS Re sp on se  t o  t h e  EC 
Com m ission  Com m u n ica t ion  on  
th e  Com p re h e n sive  Ap p roa ch  to  

Me n ta l He a lth , Ju n e  20 23

https://www.eurordis.org/
https://www.eurordis.org/publications/eu-disability-card-call-for-evidence/
https://download2.eurordis.org/publications/Comprehensive-Approach-on-Mental-Health-Poster.pdf
https://www.eurordis.org/response-to-mental-health-strategy/


£ ЬФΕỲΡ ļ  ∆ή ЖỲФỲή Ρ  ∆℅Њļ Ў 
ή Ρ  ñ ļ Ρ Ф℅Ε o ļ ℅ΕФẀ Ǹ 

ł ļ ΕΕħ ļ ỲΡ ſ
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https://www.eurordis.org/


P o lic y Co n t e xt
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UN Ge n e ra l As s e m b ly Re s o lu t io n  o n  Ad d re s s in g  t h e  c h a lle n g e s  o f p e rs o n s  livin g  w it h  a  ra re  
d is e a s e  a n d  t h e ir  fa m ilie s :

10 . Urg e s Me m b e r St a t e s t o  im p le m e n t  e ffe c t ive  p ro g ra m m e s to  p ro m o te  m e n ta l h e a lth  a n d  
p sych o so c ia l su p p o rt  fo r p e rso n s livin g  w ith  a  ra re  d ise a se , a n d  to  p ro m o te  p o lic ie s a n d  
p ro g ra m m e s th a t  e n h a n ce  th e  w e ll-b e in g  o f t h e ir fa m ilie s a n d  ca re g ive rs. A/RES/76 /132

W o rld  He a lt h  O rg a n is a t io n , 20 22:

Th e  W o rld  He a lth  Org a n iza t io n  (W HO) re co g n ize d  “p e o p le  w ith  a n  e xist in g  h e a lth  co n d it io n ” a s 
o n e  o f t h e  m a in  vu ln e ra b le  g ro u p s w h o w e re  m o re  like ly t o  d e ve lo p  sym p to m s o f m e n ta l d iso rd e rs 

fo llo w in g  th e  p a n d e m ic , a lo n g  w ith  yo u n g p e o p le  a n d  w o m e n  (W HO 20 22).

MЬЎή Њļ ℅Ρ  ÁΡ Ỳή Ρ ڰڱ ۼ ۼڱڱ

• ñ ļ Ρ Ф℅Ε Ẁļ ℅ΕФẀ ỲЖ Ρ ήх  ħ ļ ỲΡ ſ  Ўļ Ĩ ή ſ Ρ Ỳі ļ į  ℅Ж ℅ ЊЬħ ΕỲĨ  Ẁļ ℅ΕФẀ ЊЎỲήЎỲФы ỲΡ  ФẀļ  MЬЎήЊļ ℅Ρ  ÁΡ ỲήΡ ۜ  
Ρ ήФ℅ħ Εы ỲΡ  > ήΟ Ο ỲЖЖỲήΡ  ∆Ўļ ЖỲį ļ Ρ Ф фήΡ  į ļ Ў å ļ ыļ Ρ �Ж “ Ф℅Фļ  ήŷ ФẀļ  ÁΡ ỲήΡ  ЖЊļ ļ Ĩ Ẁ ℅Ф ФẀļ  MЬЎήЊļ ℅Ρ  
∆℅ЎΕỲ℅Ο ļ Ρ Ф ήΡ  ФẀļ “ ڨڧ  ļ ЊФļ Ο ħ ļ Ў ڦڧ ۡڧڧ

• ‡Ẁļ  Ρ ļ х  > ήΟ Ο ỲЖЖỲήΡ  > ήΟ Ο ЬΡ ỲĨ ℅ФỲήΡ  ήΡ  ℅ > ήΟ ЊЎļ Ẁļ Ρ ЖỲфļ  ! ЊЊЎή℅Ĩ Ẁ Фή ñ ļ Ρ Ф℅Ε o ļ ℅ΕФẀ х ℅Ж 
ЊЬħ ΕỲЖẀļ į  ήΡ ÜЬΡ ڪ  ļ ڦڧ  ڨۡڧ

https://www.eurordis.org/
https://digitallibrary.un.org/record/3953832?ln=en
https://www.who.int/news/item/02-03-2022-covid-19-pandemic-triggers-25-increase-in-prevalence-of-anxiety-and-depression-worldwide
https://health.ec.europa.eu/publications/comprehensive-approach-mental-health_en


UN GA Re s o lu t io n  
A/ RES/ 76 / 132 ( 20 21)

� לּ ךּ תּ רּ רּ לּ כּשּ טּ תּףּאל פֿשּ

� פֿ ، ךּ סּ תּ תּקּ נּ ךּףּ טּ ،קּקּ  
תּמּשּףּ רּכֿ לּ כּ  

רּ לּ כּ ךּףּ טּ ךּ קּ טּ לּכֿ
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uΟ ЊЎήфļ  ή ЬФĨ ή Ο ļ Ж ФẀЎή Ьſ Ẁ Ĩ ℅Ўļ  
į ļ ΕỲфļ Ўы

MЬЎή Њļ ℅Ρ ۛ фỲЖỲħ ỲΕỲФы ήŷ Ў℅Ўļ  
į ỲЖļ ℅Жļ Ж ỲΡ Ο ļ ΡФ℅Ε Ẁļ ℅ΕФẀ 
ЊήΕỲĨ ыۜ Ĩ ℅ΕΕ ŷήЎ ℅ Ο ήЎļ  
ỲΡĨ ΕЬЖỲфļ  ℅ЊЊЎή℅Ĩ Ẁ ήŷ ℅ΕΕ 
ЊήЊЬΕ℅ФỲήΡЖ ỲΡ фЬΕΡļ Ў℅ħ Εļ  
ЖỲФЬ℅ФỲήΡЖ ℅Ρį  į ļ į ỲĨ ℅Фļ į  
℅Ĩ ФỲήΡЖۡ

Na t io n a l: vis ib ilit y o f m e n ta l 
h e a lth  in  ra re  d ise a se  n a t io n a l 
p la n s a n d  st ra t e g ie s 
sp e c ifica lly t o  e st a b lish  
p sych o so c ia l su p p o rt  
p ro g ra m m e s th ro u g h  
“p sych o lo g ica lly in fo rm e d  
m e d ica l ca re .

UN u rg e s Me m b e r St a t e s  
t o  im p le m e n t  p sych osoc ia l 
su p p o rt  p rog ra m m e s fo r 
P LW RD

…ļ ŷļ Ўļ Ρ Ĩ ļ ۛ  

“ Ο ỲФЖ …ñ  ļ Ф ℅Εۡ ڦڧ < ڧڧ ήΟ Ο ήΡ Ρ ļ ļ į Ж ỲΡ ЬΡĨ ήΟ Ο ήΡ Ĩ ήΡ į ỲФỲήΡЖۼ ℅ 
ЌЬ℅ΕỲФ℅ФỲфļ  ЖФЬį ы Фή ļ ъЊΕήЎļ  ФẀļ  Ρ ļ ļ į  ŷήЎ Ĩ ℅Ўļ  ỲΡ Њļ į Ỳ℅ФЎỲĨ Њ℅ФỲļ ΡФЖ 
х ỲФẀ Ў℅Ўļ  į ỲЖļ ℅Жļ Жہ

“ Ĩ ẀЎλ į ļ Ўo ñ ۡ  MФ ℅Εۡ ڦڧ ЖыĨ∆ ګۡڧ ẀήЖήĨ Ỳ℅Ε > ℅Ўļ  ỲΡ ∆℅ļ į Ỳ℅ЎФỲĨ £ ΡĨ ήΕήſ ы 
℅Ρį  o ℅ļ Ο ℅ФήΕήſ ыہ

Mo d e l fo r Ps y c h o s o c ia l Ca re 2 s h o u ld  s tre n g th e n  th e  re s o u rc e s  
a n d  re s ilie n c e  o f e ve ryo n e  a ffe c te d  b y ra re  c o n d itio n s .

In te g ra te d  a p p ro a c h  in  a ll in t e ra c t io n s  with  h e a lth c a re  
p ro fe s s io n a l a s  we ll a s  in c lu d e  p s y c h o lo g is t s  in  c o re  t e a m .. 

Common Needs in Uncommon 
Conditions1

https://www.eurordis.org/


W h a t  d o e s  p s yc h o s o c ia l c a re  lo o k  
lik e  t o  yo u ?
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https://www.eurordis.org/


Co m m u n ic a t io n s  & 
Ra is in g  Aw a re n e s s

uЎỲЖۜ MẀΕļ ЎЖ� E ℅ΡΕήЖ ЖыΡį ЎήΟ ļ ۜ  Ĩ ẀЎήΡỲĨ  Њ℅ЎήъыЖΟ ℅Ε Ẁļ Ο ỲĨ Ў℅ΡỲ℅ۜ Ĩ ΕЬЖФļ Ў Ẁļ ℅į ℅Ĩ Ẁļ Ж



Me n t a l W e llb e in g  Co m m u n ic a t io n
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https://www.eurordis.org/mental-wellbeing/

https://www.eurordis.org/


£ Њļ Ρ  ł ļ ħ ỲΡ ℅ЎЖ Ǹ f ℅Ĩ ФЖẀļ ļ ФЖ
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Fa c t sh e e t  3: RBV 
Ju g g lin g  Ca re  & 

Life  – Me n ta l 
He a lth  & 

W e llb e in g

Fa c t sh e e t  1: 
De fin in g  th e  
P syc h o soc ia l 

De te rm in a n t s  t h a t  
a ffe c t  ou r Me n ta l 

He a lth  & 
W e llb e in g

f ℅Ĩ ФЖẀļ ļ Ф ۛڧ  
uΟ Њ℅Ĩ Ф ήŷ …℅Ўļ  
> ήΡį ỲФỲήΡЖ ήΡ  

ñ ļ ΡФ℅Ε o ļ ℅ΕФẀ Ǹ 
ł ļ ΕΕħ ļ ỲΡſ

Fa c t sh e e t  4 : Th e  
a c c u m u la t e d  

im p a c t  o f livin g  
w ith  m u lt ip le  
in t e rse c t ion a l 

n e e d s .

f ℅Ĩ ФЖẀļ ļ Ф ۛڪ 
uΟ Њ℅Ĩ Ф ήŷ ФẀļ  

į Ỳ℅ſ ΡήЖФỲĨ  ήį ыЖЖļ ы 
ήΡ  Ο ļ ΡФ℅Ε Ẁļ ℅ΕФẀ

Fa c t sh e e t  6: 
P ro t e c t ion  fa c to rs  
t o  a d d re ss in g  w ith  

u n c e rt a in ty

ЖФłڧ ļ ħ ỲΡ ℅Ў Ρڧ į ł ļ ħ ỲΡ ℅Ў 3rd  W e b in a r

https://www.eurordis.org/


EURORDIS Me n t a l He a lt h  & 
W e llb e in g  Fa c t s h e e t (s )
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Fa c t sh e e t  1: RBV Ju g g lin g  Ca re  & 
Life  – Me n ta l He a lth  & W e llb e in g

f ℅Ĩ ФЖẀļ ļ Ф ۛڧ  E ļ ΡỲΡſשּ  ФẀļ  
∆ЖыĨ ẀήЖήĨ Ỳ℅Ε E ļ Фļ ЎΟ ỲΡ℅ΡФЖ ФẀ℅Ф 

℅ŷŷļ Ĩ Ф ήЬЎ ñ ļ ΡФ℅Ε o ļ ℅ΕФẀ Ǹ 
ł ļ ΕΕħ ļ ỲΡſ

Fa c t sh e e t  3: Im p a c t  o f Ra re  
Con d it ion s  on  Me n ta l He a lth  & 

W e llb e in g

f ℅Ĩ ФЖẀļ ļ Ф ۛڨ  ‡Ẁļ  ℅Ĩ Ĩ ЬΟ ЬΕ℅Фļ į  
ỲΟ Њ℅Ĩ Ф ήŷ ΕỲфỲΡſ  х ỲФẀ Ο ЬΕФỲЊΕļ  

ỲΡФļ ЎЖļ Ĩ ФỲήΡ℅Ε Ρļ ļ į Жۡ

https://www.eurordis.org/


ñ ļ Ρ Ф℅Ε o ļ ℅ΕФẀ MЬЎή Њļ  = Εή ſ
uΟ Њ℅Ĩ Ф ή ŷ …℅Ўļ  E ỲЖļ ℅Жļ  ή Ρ  ñ ļ Ρ Ф℅Ε o ļ ℅ΕФẀ 
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https://www.eurordis.org/


Message concha.mayo@eurordis.org

o ήх  Фή  g ļ Ф uΡ фή Εфļ į ۢ
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“ Ẁ℅Ўļ  ыή ЬЎ ļ ъЊļ ЎỲļ Ρ Ĩ ļ Ж

https://www.eurordis.org/
mailto:concha.mayo@eurordis.org


Me n t a l He a lt h Ch a m p io n s
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ñ ỲЖЖỲή Ρ  Ǹ …ή Εļ  ή ŷ ФẀļ  ñ ļ Ρ Ф℅Ε o ļ ℅ΕФẀ > Ẁ℅Ο ЊỲή Ρ Ж 
‡ή ℅Ĩ ФỲфļ Εы ļ Ρ ſ ℅ſ ļ  х ỲФẀ MÁ…£ …E u“ � ñ ļ ΡФ℅Ε o ļ ℅ΕФẀ Ǹ ł ļ ΕΕħ ļ ỲΡſ  ∆℅ЎФΡļ ЎЖẀỲЊ ò ļ Фх ήЎΐ Фή Ў℅ỲЖļ  ℅х ℅Ўļ Ρļ ЖЖ 

ήŷ ФẀļ  ỲΟ Њ℅Ĩ Ф ήŷ ΕỲфỲΡſ  х ỲФẀ ℅ Ў℅Ўļ  Ĩ ήΡį ỲФỲήΡ ήΡ  Ο ļ ΡФ℅Ε Ẁļ ℅ΕФẀ ℅Ρį  х ļ ΕΕħ ļ ỲΡſ ۡ

Ob je c t ive s
• Visib ilit y a n d  re co g n it io n  o f t h e  

m e n ta l h e a lth  ch a lle n g e s fa ce d  
b y P LW RD.

• P ro m o te  g re a t e r a w a re n e ss a n d  
in c lu sio n  o f m e n ta l h e a lth  in  
ra re  d ise a se  p o lic ie s .

• P ro m o te  b e st  a n d  p ro m isin g  
p ra c t ice s  t o st re n g th e n  
ca p a c it ie s  o f t h e  ra re  d ise a se  
co m m u n ity t o  a d d re ss t h e  
im p a c t  o f ra re  co n d it io n s o n
m e n ta l w e llb e in g .

Ta rg e t  St a k e h o ld e rs â ļ ы Ĩ ή Ρ ЖỲį ļ Ў℅ФỲή Ρ Ж

• E ļ Ο ήΡЖФЎ℅Фļ į  ļ ъЊļ ЎФỲЖļ  ỲΡ ФẀļ  
ļשּ Εį  ήŷ Ў℅Ўļ  Ĩ ήΡį ỲФỲήΡЖ ℅Ρį ۧ ήЎ 

Ο ļ ΡФ℅Ε Ẁļ ℅ΕФẀۡ

• !  ЊЎήŷήЬΡį  ỲΡФļ Ўļ ЖФ ỲΡ Ο ļ ΡФ℅Ε 
Ẁļ ℅ΕФẀۡ

• ∆℅ЖЖỲήΡ℅Фļ  Ĩ ήΟ Ο ỲФΟ ļ ΡФ Фή į ЎỲфỲΡſ  
ЊήЖỲФỲфļ  Ĩ Ẁ℅Ρſ ļ ۡ

• ∆ЎήּשĨ Ỳļ ΡĨ ы ỲΡ ФẀļ  MΡſ ΕỲЖẀ 
Ε℅Ρſ Ь℅ſ ļ  ℅Ф ℅ ẀỲſ Ẁ Εļ фļ Εۡ

Network 
Members

Patient 
Advocacy 

Groups

Mental 
Health 
Community

Members of 
the European 

Parliament
European 

Commission

Research & 
clinical 
community

https://www.eurordis.org/


No  He a lt h  W it h o u t  Me n t a l He a lt h ! 
Le t 's  Co -c re a t e  a  Me n t a lly  He a lt h y To o lk it
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ECRD20 24 , Me n t a l He a lt h  & W e llb e in g  Se ssion . 15 & 16  Ma y 20 24

‡ẀỲЖ Жļ ЖЖỲήΡ х ỲΕΕ ħ ļ  ФẀļ  ЖФ℅ЎФ ήŷ ℅ Ĩ ή � Ĩ Ўļ ℅ФỲήΡ ЊЎήĨ ļ ЖЖ ŷήЎ ФẀļ  į ļ фļ ΕήЊΟ ļ ΡФ ήŷ ФẀļ  Ρ ļ х  
ñ ļ ΡФ℅ΕΕы o ļ ℅ΕФẀ ‡ήήΕΐ ỲФ ŷήЎ ФẀļ  …℅Ўļ  E ỲЖļ ℅Жļ  > ήΟ Ο ЬΡỲФыۜ ļ ъЊΕήЎỲΡſ  ФẀļ  ļ ъỲЖФỲΡſ  ħ ļ ЖФ 

ЊЎ℅Ĩ ФỲĨ ļ Ж ℅Ρį  ФήήΕЖ ФẀ℅Ф Ĩ ℅Ρ ħ ļ  į Ў℅х Ρ ήΡ  ℅Ρį  ŷήЎΟ  ФẀļ  ħ ℅ЖỲЖ ŷήЎ ℅ Ρ ļ х  ‡ήήΕΐ ỲФۡ

Ke yn o t e : P s yc h o s o c ia l m o d e l & 
p s yc h o lo g ic a lly  in fo rm e d  m e d ic a l 
c a re .
Sp e a k e rs :
• Lu cy McKa y (Me d ic s  4  Ra re  Dise a se s) 
• Kym  W in t e r (Ra re m in d s)

> Ẁ℅ỲЎۛ â ỲЎЖФļ Ρ  Üή ẀΡ Жή Ρ

∆℅Ρ ļ Εۛ 
• Mф℅ “ Ĩ Ẁήļ Фļ Ўۜ ò !  Ǹ > ήΟ Ο ЬΡỲФы å ļ ℅į
• E ήЎỲĨ ℅E ℅Ρ ۜ  ò !  Ǹ > ήΟ Ο ЬΡỲФы å ļ ℅į
• ! ΡΡ℅ Ü℅ΡЖļ Ρ ۜ  ∆℅ļ į Ỳ℅ФЎỲĨ  ò ļ ЬЎήΕήſ ỲЖФ
• ! Ρ į ЎŅ …Ỳļ ФΟ ℅Ρ ۜ  ∆ЖыĨ ẀήΕήſ ỲЖФ

https://www.eurordis.org/
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EURORDIS is  o p e n in g  a c a ll fo r  b e s t  
a n d  p ro m is in g  p ra c t ic e s t h a t  h a ve  
e ffe c t ive ly a d d re s s e d  t h e m e n t a l h e a lt h  
o f a  ra re  d is e a s e  c o m m u n it y …

Ỳŷ ыή Ь Ẁ℅фļ  ℅Ρ ы ļ ŷŷļ Ĩ ФỲфļ  ЊЎ℅Ĩ ФỲĨ ļ ЖФẀ℅Ф Ẁ℅фļ  Њή ЖỲФỲфļ Εы 
ỲΟ Њ℅Ĩ Фļ į  ФẀļ Ο ļ Ρ Ф℅Ε Ẁļ ℅ΕФẀ ή ŷ ыή ЬЎ Ĩ ή Ο Ο ЬΡ ỲФыۜ  ЊΕļ ℅Жļ  Жļ Ρ į  

Ο ļ  ℅ Ο ļ ЖЖ℅ſ ļ ۞

Ca ll
for 

Be st  P ra c t ice

https://www.eurordis.org/


â ℅ЖЊļ Ў ŷЎήΟ  ∆ήΕ℅Ρį  ỲЖ ΕỲфỲΡſ  х ỲФẀ â ℅х ℅Ж℅ΐ Ỳ į ỲЖļ ℅Жļ

EURORDIS Me n t a l 
W e llb e in g  In it ia t ive



ò ļ х  MÁ…£ …E u“  ñ ļ Ρ Ф℅Ε 
o ļ ℅ΕФẀ Ǹ ł ļ ΕΕħ ļ ỲΡ ſ  
∆℅ЎФΡ ļ ЎЖẀỲЊ ò ļ Фх ή Ўΐ

“ ЬЊЊήЎФ ℅Ρį  Ўļ ỲΡŷήЎĨ ļ  ℅ ЬΡỲФļ į  
℅Ρį  ļ Ο Њήх ļ Ўļ į  Ў℅Ўļ  į ỲЖļ ℅Жļ  

Ĩ ήΟ Ο ЬΡỲФы ℅ŷŷļ Ĩ Фļ į  ħ ы Ο ļ ΡФ℅Ε 
х ļ ΕΕħ ļ ỲΡſ  

 Фή Ĩ ήΟ ļ  Фήſ ļ ФẀļ Ў ℅Ρį  ħ ļ  Жļ ļ Ρ ۜ  
Εļ ℅ЎΡ ۜ  ℅į фήĨ ℅Фļ  ℅Ρį  ЖЬЊЊήЎФ ļ ℅Ĩ Ẁ 

ήФẀļ Ўۡ

https://www.eurordis.org/


To t a l No . o f Ne t w o rk  Me m b e rs : >110

ERN Re Con n e ct , ERN GENTURIS, ERN e UROGEN, ERN ERNICA, 
ERN EYE,  ENDOERN, ERN BOND, ERN EP ICARE, ERN ITHACA & 
ERN Ra re  Live r

MЬЎή Њļ ℅Ρ  …ļ ŷļ Ўļ Ρ Ĩ ļ  ò ļ Фх ή Ўΐ Жۛ ڦڧ M…ò Ж

18  EU Me m b e r St a t e s in c l. Au st ria , Be lg iu m , Bu lg a ria , Croa t ia , Fin la n d , 
Fra n ce , Ge rm a n y, Gre e ce , Hu n g a ry, Ire la n d , It a ly, La tvia , Ma lt a , 
Ne th e rla n d s, P ortu g a l, Rom a n ia , Sp a in  a n d  Sw e d e n

9 Non -EU MS in cl. Au st ra lia , Ca n a d a , Eth iop ia , Ge org ia , Ne p a l, Se rb ia , 
Sw it ze rla n d , UK a n d  USA.

‡ή Ф℅Ε ò ή ۡ  ή ŷ ñ ļ Ο ħ ļ Ў “ Ф℅Фļ Ж > ήфļ Ўļ į ۛ < ڪڧ  ή ЬΡ ФЎỲļ Ж

Re s e a rc h e rs , P s yc h o lo g is t s  & Me d ic a l 
Exp e rt s : >4 0

‡ή Ф℅Ε ò ή ۡ  ή ŷ MъЊļ ЎФЖ ħ ы MъЊļ ЎỲļ Ρ Ĩ ļ ۛ  ƹ ڦڪ

ъڦڧ  M…ò

x27  Co u n t rie s

>4 0  Re s e a rc h e rs  & Clin ic ia n s

ƹ ڦڪ MъЊļ ЎФЖ ħ ы MъЊļ ЎỲļ Ρ Ĩ ļ

Me m b e rs h ip  

ƹ ڦڧڧ

https://www.eurordis.org/


P a rt n e rs h ip  Ne t w o rk  Go ve rn a n c e
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…ļ Жļ ℅ЎĨ Ẁ Ǹ » ή å  ł g ڧ

P o p u la t io n  Ne e d s  & 
Ad vo c a c y W G1

• Co-creation of an Update Position Paper 
and draft articles and publications on needs

• Scope RBV Survey on Mental Health

• Peer-learning programme

• Coordination of communication to raise 
awareness of the impact of RD on MH.

“ Ф℅ΐ ļ Ẁή Εį ļ Ў f ή ЎЬΟ
• Coordination of research activities 

including literature reviews

• Identification of existing best practice, 
resources and tools to creation of a 
Mentally Healthy Toolkit

• Co-development of Clinical Protocols, 
Standards of Care and Pathways

“ Фļ ļ ЎỲΡ ſ  g Ўή ЬЊ
• Provide strategic direction, stakeholder 

engagement  and workplans development

• Overseeing Working Group(s), agreeing 
upon priorities and action, reviewing 
progress and outcomes, to optimise 
Network impact.

• Approval Network membership applications.

• Share developments with all the 
Network Members

• Communication activities

• Consultation and feedback on network 
strategy and work plans

https://www.eurordis.org/


“ Фļ ļ ЎỲΡ ſ  g Ўή ЬЊ ۻ“ g ۻ
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Ro le : Ove rse e  t h e  st ra t e g ic  d e ve lo p m e n t  o f t h e  n e tw o rk a n d  im p le m e n ta t io n  o f t h e  a n n u a l w o rk p la n  
a n d  a d vise  o n  e m e rg in g  issu e s a n d  fu tu re  p rio rit ie s . 

Nu m b e r: 14  Me m b e rs w ith  a  b a la n ce  o f p a t ie n t  re p re se n ta t ive s & c lin ic ia n s / re se a rch e rs 

Me e t in g s: Ne tw o rk w ill m e e t  x4  p e r ye a r

Zhana Chokheli
Rare Epilepsy 
ERN EPICARE

Claas Röhl
Neurofibromatosis T1&T2 

ERN GENTURIS

Dorica Dan
Prader Willi Syndrome 

ERN ITHACA

Eva Schoeters
Tuberous Sclerosis 

ERN ITHACA

Rebecca Tvedt Skarberg
Osteogenesis Imperfecta 

ERN BOND

Caterina Grano
Anorectal Malformations 
ERN ERNICA / eUROGEN

Lucy McKay 
General Practitioner
Medic4Rare Diseases

Diana Marinello

Sara Talarico Andre Rietman
Psychologist
ERN ERNICA

Scientific Lead 
ERN ReCONNECT

Leticia Pias Francesc Palau

Paediatric 
Neurologist

Paediatric 
Geneticist

Researcher
ERN ReCONNECT / 

ERN RITA

Diana Kwast-
Hoekstra

ENDO-ERN

Lauren Roberts
Rareminds

Community Representatives

Clinicians / Researchers Representatives

https://www.eurordis.org/


£ фļ ЎфỲļ х  ήŷ ò ļ Фх ήЎΐ �Ж ! Ĩ ФỲфỲФỲļ Ж       
ŷήЎ ڦڧ ڨڧ

Q1 Q2 Q3 Q4

All St a k e h o ld e r  Me e t in g  # 2 
– 17/Ja n /24

ł g ۛڧ  …ļ Жļ ℅ЎĨ Ẁ Ǹ 
» Ь℅ΕỲФы ή ŷ å Ỳŷļ  

W G1: P o p u la t io n  Ne e d s  
& Ad vo c a c y  

“ Фļ ļ ЎỲΡ ſ  g Ўή ЬЊ                  
ЖФ ñڧ ļ ļ ФỲΡſ

! ΕΕ “ Ф℅ΐ ļ Ẁή Εį ļ Ў ñ ļ ļ ФỲΡ ſ  ۠ ڨ
ہ ڦڨ ۧ ! ЊЎỲΕۧڨڧ

All St a k e h o ld e r  
Me e t in g s  # 4

1st Me e t in g : 15/Fe b /24

• Ρڧ į ñ ļ ļ ФỲΡ ſ • 3rd Me e t in g

ЖФñڧ ļ ļ ФỲΡſ ۛ Ü℅Ρڧۧڨ  ۧ ڨڧ

• Eu ro p e a n  Me n t a l 
He a lt h  W e e k  20 24  
– 13-19 /Ma y/24

• ł ή ЎΕį  ñ ļ Ρ Ф℅Ε 
o ļ ℅ΕФẀ E ℅ы ڦڧ     ڨڧ
� ڦڧ ۧ £ Ĩ Фۧڨڧ

• …℅Ўļ  E ỲЖļ ℅Жļ  E ℅ы 
ڦڧ fګۧڧ ڨڧ ļ ħ ۧ ڨڧ

Im p o rt a n t  Da t e s

Outline Position Paper
Rare Barometer Voices Survey

Gather Evidence
Co-creation Mentally Healthy Toolkit

https://www.eurordis.org/
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E ℅ΡỲļ Εۜ ł ỲΕΕỲ℅Ο Ж ЖыΡį ЎήΟ ļ

MÁ…£ …E u“  ñ ļ Ρ Ф℅Ε 
ł ļ ΕΕħ ļ ỲΡ ſ

∆℅ЎФΡ ļ ЎЖẀỲЊ ò ļ Фх ή Ўΐ

> ℅ΕΕ Фή  Ίή ỲΡ  ФẀļ  ∆℅ЎФΡ ļ ЎЖẀỲЊ 
ò ļ Фх ή Ўΐ   

 ŷήЎ Њ℅ФỲļ ΡФ Ўļ ЊЎļ Жļ ΡФ℅ФỲфļ Жۜ  
Ο ļ į ỲĨ ℅Ε ļ ъЊļ ЎФỲЖļ  ℅Ρį  

Ўļ Жļ ℅ЎĨ Ẁļ ЎЖۡ

Email: Concha Mayo on concha.mayo@eurordis.org

https://www.eurordis.org/


An y Qu e s t io n s

uЎỲЖۜ MẀΕļ ЎЖ� E ℅ΡΕήЖ ЖыΡį ЎήΟ ļ ۜ  Ĩ ẀЎήΡỲĨ  Њ℅ЎήъыЖΟ ℅Ε Ẁļ Ο ỲĨ Ў℅ΡỲ℅ۜ Ĩ ΕЬЖФļ Ў Ẁļ ℅į ℅Ĩ Ẁļ Ж
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