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Unseen & Neglected 
Needs

Increase Risk 
Factors

Unseen and neglected 
unmet need that is 

frequently 
overshadowed by the 

other medical 
complexities

Increased exposure to 
social inequalities and 

discrimination

Increase risk factors for 
poor mental health.

Individual Level

PLWRD can have 
associated mental 

health co-morbidities

Population Level

community live with the 
increased psychological 
impact associated with 

the rare diseases journey 
across all stages of life

Priority Area of Needs

look beyond the 
physiological 

symptoms of a rare 
disease and take action 

to address the 
psychological impact 
associated with rare 

diseases.

Accumulative Impact on Wellbeing

https://www.eurordis.org/


felt worried, anxious, 
stressed and/or depressed 

and 19% had suicidal 
thoughts. 

(Spencer-Tansley 2022)

>90% of PLWRD 
surveyed

of a child with an 
undiagnosed disease meet 
clinical criteria for mild to 
moderate depression or 

anxiety. 
(McConkie-Rosell 2018)

>1/3 of parents 
of a child

declared that the rare 
disease impacts upon 

several aspects of their 
physical and mental health 

and everyday life. 
(Courbier et al. 2017)

85% PLWRD

PLWRD and their families 
report being x3 times more 

unhappy and depressed 
compared with the general 

population. 
(Courbier et al. 2017)

PLWRD & their 
families

Evidence-base 

7 out of 10 patients and 
carers must reduce or stop 
their professional activity 

due to the rare disease and 
associated burden. 

(Courbier et al. 2017)

7 out of 10 
patients & carers

90% >1/3 85% X3 7/10

The diagnosis of a rare disease has a significant psychological impact 
upon the whole family, not just the affected individual (Kenny 2022)

https://www.eurordis.org/


EURORDIS Advocacy

Iris, Ehlers-Danlos syndrome, chronic paroxysmal hemicrania, cluster headaches



Commission Communication on 
the Comprehensive Approach to 

Mental Health

• Mental health is now being recognised as a 
public health priority in the European 

Union, notably in Commission President 
von der Leyen’s State of the Union speech 

at the European Parliament on the 14 
September 2022.

• The new Communication Communication
was published on 7 June 2023.

• Our specific goal is that rare diseases are 
seen as a vulnerable population requiring 

specific attention in the new 
Communication.

https://www.eurordis.org/


x6 priorities:
1. Integrating mental health across policies
2. Promoting good mental health, prevention and early intervention for mental 

health problems
3. Boosting the mental health of children and young people
4. Helping those most in need
5. Tackling psychosocial risks at work
6. Reinforcing mental health systems and improving access to treatment and care

European Commission Communication 
on a Comprehensive Approach to 

Mental Health

EURORDIS recognises that the new Communication is an important first step in a new comprehensive approach to 
address mental health, coordinating action across all policy areas, but needs to be inclusive of all populations in 

vulnerable situations.

x20 Flagship Initiative with a budget: EUR 1.23 billion

https://www.eurordis.org/


Helping those most in need
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People in Vulnerable Situations
• Children & Young People
• Older People
• Cancer patients and survivors
• People living with disabilities
• Migrant and refugee populations
• Ethnic minorities
• People from lower socio-economic backgrounds
• LGBTIQ+ people 
• People with chronic diseases and co/multi-

morbidities
• Women
• Victims of gender-based violence
• Victims of trafficking in human beings
• Victims of crimes
• Roma
• People living in rural or remote areas

Two Flagship Initiatives:
• Protecting Victims of Crime (11)
• Cancer Mission: Platform for Young Cancer Survivors 

(12)

People living with a rare disease have multiple 
‘intersectional’ needs including:
• Children & Young People
• Women 
• Older People
• Living with a disability
• Chronic Diseases & Multi-comorbidities
• Cancer 

Shift in definition 
since the 

publication of 
Communication

https://www.eurordis.org/


UN & WHO Recognition
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UN General Assembly Resolution A/RES/76/132 
Addressing the challenges of persons living with a rare 
disease and their families:
10. Urges Member States to implement effective programmes to promote 

mental health and psychosocial support for persons living with a rare 
disease, and to promote policies and programmes that enhance the 
well-being of their families and caregivers.

World Health Organisation, 2022:
The World Health Organization (WHO) recognized “people with an existing 

health condition” as one of the main vulnerable groups who were more likely to 
develop symptoms of mental disorders following the pandemic, along with 

young people and women (WHO 2022).

https://www.eurordis.org/
https://www.who.int/news/item/02-03-2022-covid-19-pandemic-triggers-25-increase-in-prevalence-of-anxiety-and-depression-worldwide


Overview of EURORDIS’ Advocacy 
Activity in 2023

Q1, 2023

Q2, 2023

• MEP Key Ask on Mental Health, RDW
• Gathering Evidence
• Submitted 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
• EURORDIS became a member of Mental Health Europe (MHE)
• Developing strategic partnerships with GAMIAN Europe and MHE
• Approval of Terms of Reference for EURORDIS Partnership Network 
• 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
• Submission of Best & Promising Practice on RD & MH
• 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

https://www.eurordis.org/


EURORDIS Key Ask on Mental Health
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Our key ask is that people living with a rare diseases are recognised as a 
population living in vulnerable situations, due to the multiple intersectional 

needs, requiring specific attention in the new Communication.

EURORDIS Response to the EC 
Call for Evidence, 2023

EURORDIS Poster of a Proposal for 
a Concrete Action, 2023

EURORDIS Response to the EC 
Commission Communication on 
the Comprehensive Approach to 

Mental Health, June 2023

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


Mental Wellbeing Communication
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https://www.eurordis.org/mental-wellbeing/

https://www.eurordis.org/


European Parliament Event 
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Addressing the Risks and Barriers Faced by People in Vulnerable 
Situations 

Co-organised by EURORDIS & Mental Health Europe

MEP co-host:

• MEP Tilly Metz, Green Party

• MEP Sara Cerdas, Socialist Party

Objectives

• To set out what we mean by the psychosocial model of mental health, highlighting the 
specific and intersectional needs of people in vulnerable situations.

• To look into the future and explore what we want to see developed as part of the 
implementation of the new Communication to promote and protect the mental health 
and wellbeing of people in vulnerable situations.

• To identify EU action that can best address the social determinants and intersectionality.

Outcome

A call to secure continued political commitment to address mental health as a priority under 
the new European Parliament:

• For the continued prioritisation of mental health, beyond the new Communication, taking 
a human rights approach to mental health, beyond health, in all policies.

• For future European actions in Mental Health to be inclusive of all people in vulnerable 
situations, leaving no one behind.

https://www.eurordis.org/


EURORDIS 
Position Paper
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Structure of Position Paper
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1. Introduction: Rare disease impact on mental health 
and wellbeing

2. Policy Context 

• MH as an EU Public Health Priority under 
Commission Communication

• World Health Organization (WHO) recognises 
“people with an existing health condition” as 
one of the main vulnerable groups 

• UN GA Resolution A/RES/76/132 (2021) urges 
Member States to implement psychosocial 
support programmes for PLWRD

3. European Recommendations: visibility of rare 
diseases in mental health policy:

• Call for a more inclusive approach of all 
populations in vulnerable situations

• Dedicated actions with adequate financial 
support for all vulnerable groups

4. National Recommendations: visibility of mental 
health in rare disease national plans and strategies, 
specifically to establish psychosocial support 
programmes through “psychologically informed 
medical care”

Set out what “psychologically informed medical care” would look like addressing eight common areas of needs, 
specifically: 

(1) family-focused care
(2) coping with uncertainty
(3) empathic communication
(4) practical support

(5) information
(6) psychological support
(7) interdisciplinary care
(8) social support

https://www.eurordis.org/


Approach to develop Position Paper
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Position Paper on Mental Wellbeing (2023)

• 1st Draft - Reference document of 
current advocacy position and existing 
evidence.

• Engagement with CNA for feedback - 
online workshop and written feedback

• Internal feedback from EURORDIS Team

• Near-final version: consultation with 
Partnership Network and EURORDIS 
Members

• Design and formating

• Final version completed: Q4 2023

Revised Position Paper (2025)

• Co-created with Partnership Network

• Rare Barometer Survey on mental 
wellbeing

• Literature review of evidence for both 
needs and existing solutions to address 
needs

• Draft Revised Position Paper

• Consult with CNA and EURORDIS 
Members

• Final version ready for summer 2025

https://www.eurordis.org/


Kasper from Poland is living with Kawasaki disease

EURORDIS Mental 
Wellbeing Initiative



18

Daniel, Williams syndrome

EURORDIS Mental 
Wellbeing
Initiative

Four-year initiative supported 
by a new EURORDIS Mental 

Wellbeing Partnership 
Network.

https://www.eurordis.org/


Overview of the Initiative

Pillar 1: Network & 
Community Engagement

New EURORDIS MH 
Partnership Network

Community 
Engagement

Advocacy in All Policy 
Areas

Pillar 2: Evidence 
Generation

Literature Review on 
Unmet Needs

Population Survey

Targeted Literature on 
Solutions

Pillar 3: Best Practice & 
Capacity Building

Peer Learning 
Programme

Mentally Healthy 
Communities Toolkit

Care Standards & 
Pathways

Pillar 4: Awareness & 
Communication

Public Awareness 
Campaign

Communication 
Strategy

Communication 
Activities & Tools

Pillar 5: Management & 
Stakeholder Engagement

Management, 
Monitoring & Impact

Engagement Strategy

Funding Opportunities

https://www.eurordis.org/


New EURORDIS Mental 
Wellbeing Partnership 
Network

Support and reinforce a united 
and empowered rare disease 

community affected by mental 
wellbeing …

… to come together and be 
seen, learn, advocate and 

supported each other.

https://www.eurordis.org/


Terms of Reference
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Mission: Harness the collective evidence, innovations, best practices, tools 
and resources, and level up the capacities to shape policies and promote 
practices that reduce the impact of rare diseases on mental health. 

Structure: Steering Committee & Working Groups

Meetings: Network will meet x3 per year

Mandate: 3 Year Term & Renewal

Members can be from:

• Patient Organisations

• Hospital and Academic Institutions

• Research Groups and Networks

• Social Care Sector Organisation and Education & Employment Institutions

• National and Local Authorities & Policy Institutions

https://www.eurordis.org/
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Daniel, Williams syndrome

EURORDIS Mental 
Wellbeing

Partnership Network

Call to join the Partnership 
Network … 

… for patient representatives,  
medical expertise and 

researchers.

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

1st Round of Registrations: >90 Experts

https://www.eurordis.org/


Thank you!
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