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Unseen & Neglected Increase Risk
Needs Factors
Unseen and neglected Increased exposure to
unmet need that is social inequalities and
frequently discrimination
overshadowed by the _
othertriedicat Increase risk factors for
complexities 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

E!!ﬂ&ﬁﬁ!ﬁ Accumulative Impact on Wellbeing

0000

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.
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>90% of
surve

felt worried,

stressed and/or

and 19% ha
thougt
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LWRD >1/3 of parents 85% PLWRD PLWRD & their
ed of a child families
anxious, of a child with an declared that the rare PLWRD and their families
depressed undiagnosed disease meet disease impacts upon report being x3 times more
1 suicidal clinical criteria for mild to several aspects of their unhappy and depressed
\ts. moderate depression or physical and mental health compared with the genera

(Spencer—Tangley 2022)

|
Evidence-base

= O

anxiety. and everyday life. population.

—patients & carers

7 out of 10 patients and
carers must reduce or stop
their professional activity
| due to the rare disease and

associated burden.

(McConkie-Rosell 2018) (Courbier et al. 2017) (Courbier et al. 2017)

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

(Courbier et al. 2017)

impact

EURORDIS.ORG


https://www.eurordis.org/

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

URURDIS

ARE DISEASES EUROPE 4




ISsion Communication on
iprehensive 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.

e Our specific goal is that rare diseases are
seen as a vulnerable population requiring
specific attention in the new
Communication.



https://www.eurordis.org/

European Commission Communication

i?unanms ,
on a Comprehensive Approach to

ARE DISEASES EUROPE

%20 Flagship Initiative with a budget: EUR 1.23 billion

X6 priorities:

ing mental health across policies

2.

Promoting good mental health, prevention and early intervention for mental
health problems

Boosting the mental health of children and young people
Helping those most in need
Tackling psychosocial risks at work

o U N W

Reinforcing mental health systems and improving access to treatment and care

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.

Mental Health

EURORDIS.ORG
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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

Helping those most in need

People living with a rare disease have multiple
‘intersectional’ needs including:

+ Children & Young People
Shift in definition
* Women since the
« Older People publication of
——Communication
* Living with a disability

« | Chronic Diseases & Multi-comorbidities _

e Cancer

Two Flagship Initiatives:
* Protecting Victims of Crime (11)

* Cancer Mission: Platform for Young Cancer Survivors
(12)
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Resalution adapted by the General Assembly
on 16 December 2021

[ the report of the Thind Committer (A/T&4 54, para. 51|

76132 Addressing the challenges of persons living with a rare disease and
their families

The Gemeral Assembly,

21-19154 ki 1001 22
LTI

The World Health Organization (WHQO) 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

UN & WHO Recognition

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.

COVID-19 pandemic triggers 25%
increase in prevalence of anxiety

a p
and depression worldwide

Wik 48 03 8 i 3 0k U el b e
epieay

World Health Organisation, 2022:

young people and women (WHO 2022).
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*Eununms ~ Overview of EURORDIS' Advocacy

s Activity in 2023

The Impact of Rare Diseases on Mental Wellbeing Webinar

13 july 2023 ot 15.00-16.30 CET

Q1,/2023 ——— Q3, 2034

+  MEP Key Ask on Mental Health, RDW A ) *  New Webpage on Mental Wellbeing
. Fathering Evidence m i . Launched a call to join new Partnership Network TR DR rati B Varae o e T eV

Webinar
ubmitted Call for Evidence on RD & MH . 15t Webinar on Impact of RD on Mental Wellbeing

~« Attended EP Policy Event . 2" Webinar on Living with Uncertainty & Dealing with Trauma

. ERTC Webinar on Mental Wellbeing

. ubmitted a Poster of a Concrete Action , _ -
R eveloped EURORDIS Mental Wellbeing Initiative . e ‘A, . Submission of Best & Promising Practice on RD & MH
» = «  Contribution to MEP Own Initiative (INI) Report
. oined the EC MH Advocacy Platform s — ontributionto whn initiative epor
. RBV Factsheet on Mental Health & Wellbeing
( J ® ( J ®

. Rare on Air Podcast & Blog

. World Mental Health Day
. EMM Satellite Workshop on Mental Wellbeing, Stockholm

. Launch new EURORDIS Partnership

| wellbeing with a rare disease

e . EURORDIS became a member of Mental Health Europe (MHE) Network
. Developing strategic partnerships with GAMIAN Europe and MHE . Mental Health Session at WODC
- st +  Approval of Terms of Reference for EURORDIS Partnership Network - EP Poli¢y Event on People in Vulherable
. EC publish new Communication Mental Health Situations

. Published a Media Statement & submitted Full Response on the new
Communication

Q2, 2023

Q4, 2023

EURORDIS ==
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EURORDIS Key Ask on Mental Health

Our key ask is that people living with a rare diseases are recognised as a

bopulation living in vulnerable situations, due to the multiple intersectional

needs, requiring specific attention in the new Communication.

-

A
EURORDS
Call for Evidence: A Comprehensive Approach to Mental Health
Response from EURORDIS-Rare Diseases Europe
On behalf of the 30 million people living with a rare disease in Europe
Febnuary 3033
EURDRDIS tare Dlseases Eurepe (ELRORDIS) wicomes the Eumpasn Comirission {EC) precedure o

fabowing highar d well-being are.
e call for the £C i . ach i
well a3 on thair siblings and parents,

posse oy s Indeed,

‘of inequality, the high baskh
and e being (Social Deserminant of Mental Heahh, WHO, 201). Pecple wihrve. dacases e wih the
aceuerlative effect of:

Study a0az)

a7

This triple burden supports the call w0 recogrise people affected by rae diseases and ther famibes as &

Summary of the Evidence:
oM of PLWRO survryed felt worried, arcou, strevied ancior depressed and 15M had wicidal
thoughts (Spencer-Tansiey 2022]
o safy of parests of & child with an undiagrosed dueaie ment disical eriteria fer mild t mederate
deprestion or arvety (McConkie-Rowed 28]

the atfected indwisual (Kenny 1023}

heatth and everpday . [Cowbier Lal sear)

* PLWRD and their Fassibes. rport being x3 imes more urhappy and depessed compared with the
ganeral population. (Coubier et al 30i7)

+ ool
and asscianed burden. (Couriier et al 3}

A COMPREHENSIVE APPROACH
TO MENTAL HEALTH

mpact on winerable popalations’ particigation in socery. The

hliitic

everity . This Is

Rare dseases ane tomples, chioee
mmmmmw»mmummmw
ard employmest. The scrumuative mpact of Iving with Increased co-marticties. prychalogcal

CONCRETE ACTION
Igey: To strengihen the cagacities and empowermen of

A Mertdl Meslth & ool for

wm-: Mm- al Heath & Welbeing Toolkt fof yuinerable Populations coukd be used by

Vunersble Popustions. Tha ioolit can Be SRORME  patiert groups, healtheare profeisonals asd
Identityng bes

b Gaiored by Eah valnerabie BORUNION 10 SOINESS N yrderitanding of the needh of sach vuinerable

spwofic reedi. popuation and the associed impact on

o,
the Eurgess Union where EU commenity actions heip ta 9
ed that

;" Weducing the imgact on the ves of the
attected indhiduas and thesr famidy

Pkt

|
ERORDS

< ission C ication on *A Comprehensive Approach to
Mental Health”
uuuuuu EURC Rare Di Europe

EURORDIS-Rare Digesses Ewope wekomes the Eurspean Commission Commenication on A

chalenges specifically impacting the rare disesss community, This inititive i & fint and important

"W steangly agres with the Communication's proposal to identify high-rak groups and target suppart,
resources and tailoned policies te meet thelr

des. Childeen, young adelts and

Peoapie living with a race dissase and their famifes frequently find themsebves at the interssction of
rumerous diverse vulneratle situstions, inchuding prychoiocial ks st werk or achool, medical
sconamic hardship, and stigme. As such, EURDRDIS weiomes the

impdemented with an intersectionsl approsch.

(A) Integrating Mental Mealth Across Policies

URORDIS bition to tak oppronch by ndesiveg the
paychasocial and structural determisants 1o mental health and calls for a cosrdinated and integrated
B guobcies. Th. i tnily approach,

Eusnpean Unisn.
e,

Shis First steg mechs
Surtegy and supportd with the develcpmens of ationa plans on menial healh n s potey reas ta

in ol Member Stanes.

EURORDIS Response to the EC

Call for Evidence, 2023

EURORDIS Poster of a Proposal for

I
EURORDIS Response to the EC

a Concrete Action, 2023

Commission Communication on

the Comprehensive Approach to

Mental Hedlth, June 2023

EURORDIS.ORG
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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/
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WHOWEARE  OURPRIORITIES  INFORMATION & SUPPORT  GET INVOLVED DONATE

Hame \ Montol Health & Wellbaing

Mental Health & Wellbeing

There Is no health without mental health. The relationship between physical and mental heatth is well established. Increased severity and
complexity of a physical health condition, in furn increases the risk to mental health and well-being result in higher rates of depression, anxiety

and also where

poor mental health can impact on physical health, the capacity fo selfears, resilience. (King's Fund ®, Royal College of

Paychiatrists & Contre for Mental Health ™, Mental Health Foundation ™).

ion of mental health

Mantal health is a bosic human right. The Warld Hoalth Organizetion'’s def ?, sesing it as samathing that is strongly

linked to opportunities, and participation in the community

“A state of mental well-being that enables people to cope with the stresses of life, realize their abiliies, leam well, (making healthy

choice) and work well, and i to their It is on integral o «of health and wall-being that underping cur
individual and collective abilities to make decisions, build relatienships and shape the world we live in, And it is crucial fo persenal,
ity and . .

Impact of Rare Disease on Mental Wellbeing

Peagle living with a rare and undiagnosed condition have increased vulnerability and risk facters resulting in them experiencing an

accumulative impact an their mental wellbeing, specifically at an individual lavel

At an Individual Level Al a Population Level Cr Hing

Mental Wellbeing Communication

https://www.eurordis.org/mental-wellbeing/

EURORDIS Action to Improve the Mental Wellbeing of the Rare
Disease Community

EURORDIS wishes to leverage the sppartunity of the new Communication on o Comprehensive Approach to Mental Health to make vi
unmat mental health needs of pecple living with o rare disease and their fomilies and fake offirmative action fo oddress these needs.

il " Pilar 3 Pilar 5
Pilar 1 Pilar 2
Network & Pl Best Practice Managerment
‘Community & Capacity & Stakeholder

Generation
Engagement Buliding

A new EURORDIS Mental Wellbeing Initlati

development of o ‘mentally healthy community’ that reduces the accumulated impact of rare diseases on maental health and wallbeing amang

4 planned to be lounched in 2023-14, with the overarching objective fo promeote the

people living with a rare disease and their families.

EURORDIS new Mental Wellbeing Partnership Network

EURCRDIS will establish a new EURORDIS Mental Health Parinership Network
(Partnership Netwerk) fo support and coordination of the development and delivery of

community activities in the framewcrk of EURCRDIS Mental Wellbeing Indfiative.

The Partnership Network will bring fogether experts and stokehclders to drive o
community acticn on mental health and wellbeing for pecple living with o rore disease,
Retwork will unite and

thair families and caregivers. Specifically, tha Par

empower the rare disease community o come fogether, learn, take action and tailor

recommendations to the specific needs of pecple living with a rare disease, in all palicy
area, o ensure the mental health and wellbeing of Fhe rare disease community is
mproved. The findings of this network will feed into EURORDIS work across all palicy

areas.

EURORDIS launched a call for expressions of interest to join the new Partnership Network at a
EURORDIS Membership Mesting (EMM 2023) Sotellite Warking - Enhancing the Mental
e 25.05.2023

Wallbeing in the Rare Disease Community held an th

Apglications for our new Partnership Network are still apen! EURORDIS is looking for dedicated

Mental health is on assecioted co-morbidity Increased psychologicol impact associated People living with a rore disease and their

for mony rore diseases. with the rore diseases journey across all fomilies have increased expesure fo sociol

stages of life. inaqualities and discrimination, which are
risk factors and deferminants for poor

mental wellbeing.

eors 1o be active in the Portnership Network.

If the rare disease you represent has an impact on the mental health and wellbeing we would like
to hear fram you and ensure that your exparfise and insights are included fo shape the work of

the Partnership Network

s

Podcast Episode

Mental wellbeing with a rare disease
Rare on Air

Valuing Mental Wellbeing in the Rare Disease Community

Ma: 1

The recent COVID-19 pandernic was a wake-up call to the importance of the physical health of cifizens 1o both society and the econarmy. In

recant monthe, the imperiance of the mental health of cifizens, and the population as a whele, has enly just started coming to light and

baing racognised by policy makers, polificians and governments.

Even in the rare disease community, physical health has lang been prioritised over mental health. The quest fo secure o diognosis, access te

traatments, and drive research fo find a cure have oll avershadowed the psychological impact endured by thase who have travelled along

X3

People living with a rare disease and their

the rore disease journey.

families are three times more likely to
report being unhappy and depressed
compared with the general population.

Whan eng with oPAG A tos active in the E P Referance Networks to map the needs that are specific to their rare disease,
one common theme quickly surfaced: the accumulated and detrimental impact on mental health and wellbeing. When feced with living

with an undiagnosed or rare disease, it seerms we cnly have twe oplions; either we are in crisi management mode or we are alone,

What is ‘mental wellbeing’?

To be able to have this critical and long-overdue conversation about our mental health, we first need to find a commaon definition of what
mental health actually is. Many pecple use the term to indicate o negative stote of being, as opposed to seeing mental health as an integral
compenent of sur breader health and wellbeing, which enables us te realise sur full potential and participate in society. There is no health

without mental health!

Mental health is dynamic and fluid, forever changing, and best seen on a continuum, You ean mave acrass the continuum from being in
good health to being in distress or dealing with challenges and problems and back again. It can impact our mood, behaviour and
cognifion, expressed through our stresses, anxiety, perceptions and obsession. When it is persistent and pervasive it can be associoted with
significant distress and impaets on functioning and daily living. There are many factors that affect mental health and wellbeing, for
axample brain inj

g-crisis, inability to work and

faction, fever, hormane or neuralogical problems. Additionally, econamic factars con impact your wallbaing, such as

independently, er social and environmental factors like sociol media, experiencing prejudice

EURORDIS.ORG
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ﬂ!ﬁ&ﬁﬁ!ﬁ European Parliament Event

Addressing the Risks and Barriers Faced by People in Vulnerable

Situations
P MEP co-host:
EURORDIS .
European Parliament Policy Event * M Ep Tllly Metz’ Green party
Addressing the Risks and Barriers Faced by People in Vulnerable Situations
Call for the Comprehensive roach to Mental Health be inclusive, leaving no one behind . .
R—— : + MEP Sara Cerdas, Socialist Party
:::: :::mmber 2023 ‘ ‘
m: ;B;::::E::.::"::m&MEPSamCMSM ialist Party O b-J eCtIVeS
gani Eurcpe .
—" . To set out what we mean by the psychosocial model of mental health, highlighting the
Presden v Leyats o e Ui specth o o Eepias et St e specific and intersectional needs of people in vulnerable situations.
The C; [« - ive Approsch to Mental Health i a first, important step in

inall EU volu:!es ok

. To look into the future and explore what we want to see developed as part of the

Toﬁr{s concems about mental health w|l| continue to Increase without adequate action and earller

e : e e emer e e Commrcaiennd s implementation of the new Communication to promote and protect the mental health
comprehersive approach is indusive of all pepulations in wulnerable sitvatiors and takes into_ account . . . .
erscuonln n e 0 leove 1 o b 1d 1o preent e st 1 ned o b e and wellbeing of people in vulnerable situations.

marginalised in society. Coordinated Eurcpean action is needed, across all policy areas, to effectively address
the psychesocial and structural determinants te mental health. A truly comprehensive approach demands a

e oo b . e o st e + Toidentify EU action that can best address the social determinants and intersectionality.
x:omneedmbepvio::::maddres:mosemmlm?;:‘nmdsas:hmnm‘:mwm:gf | I
qual d early adequate
enganement pport tothe need: raups. Outcome
Objectives » . w
" mamecio ens o el e s e e A call to secure continued political commitment to address mental health as a priority under o
*  Tolookinto the future and explore what we want to see developed as part of the implementation of .
o t promes s ot e el bk webg of pcpe the new European Parliament: =
*  Toidemify EU action that can best address the social determinants and intersectionality. g
oueene. y e . For the continued prioritisation of mental health, beyond the new Communication, taking E
e, et bt ey he e Commication tnga o a human rights approach to mental health, beyond health, in all policies. =)
w:sm:htum:almhhww nall policies. N . ) ) ) : . m
ook vy e . For future European actions in Mental Health to be inclusive of all people in vulnerable E
‘ situations, leaving no one behind.
13

Co-organised by EURORDIS & Mental Health Europe
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Introduction: Rare disease impact on mental health 3.

and wellbeing
Policy Context

« MHasan EU Public Health Priority under
——Commission Communication

«  World Health Organization (WHO) recognises

one of the main vulnerable groups

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

people with an existing health condition” as 4,

Structure of Position Paper

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

National Recommendations: visibility of mental

health in rare disease national plans and strategies,

specifically to establish psychosocial support
programmes through “psychologically informed
medical care” i i

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

P

5) information

6) psychological support
7) interdisciplinary care
8) social support

EURORDIS.ORG
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iE'!m'E&EPJé Approach to develop Position Paper

Position Paper on Mental Wellbeing (2023) Revised Position Paper (2025)

« st Draft - Reference document of « Co-created with Partnership Network
current advocacy position and existing
:  Rare Barometer Survey on mental
evidence. .
wellbeing L
. Engagiment with CNA for feedback - : : :
online workshop and written feedback Literature review of evidence for both

needs and existing solutions to address
needs

 |nternal feedback fromm EURORDIS Team

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

« Draft Revised Position Paper

« Consult with CNA and EURORDIS
Members
« Design and formating

EURORDIS.ORG

« Final version ready for summer 2025

* Final version completed: Q4 2023

[y

6


https://www.eurordis.org/

Kasper from Poland is living with Kawasaki disease
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EURORDIS Mental
Wellbeing Initiative
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EURORDIS Mental
Wellbeing

Initiative

ear initiative supported
by a hew EURORDIS Mental
Wellbeing Partnership
Network.

gt N

Daniel, Williams syndrome

18
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Pillar 1: Network &
Community Engagement

New EURORDIS MH
Partnership Network

Community
Engagement

Advocacy in All Policy
Areas

Overview of the Initiative

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

EURORDIS.ORG
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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.
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A
EURORDIS
EURORDIS Mental Wellbeing Partnership Network

Network Terms of Reference
Adopted on the 26 July 2023

Introduction

People living with a rare and undiags d conditi i an lative impact on their mental
wellbeing. At an individual level, people living with a rare disease (PLWRD) can have an associated
mental health co-morbidity, whereas at a population level, the community lives with the increased
psychological impact associated with the rare diseases journey across all stages of life. In additional,
PLWRD and their families have increased exp to social i lithes and discri ion, which are
risk factors and determinants for poor mental wellbeing.

ELRORDIS has establish a Mental Health Partnership Network in order to take action to the rare disease
community call to look beyond the physiclogical symptoms of a rare condition, with a specific focus on
fostering increased access to psychological support as a fully integrated part of the coordination of care
and ensuring it is routinely available at diagnosis and throughout the following care pathway.

Purpose

The EURORDIS Mental Health Partnership Network (Partnership Network) will bring together experts
and stakeholders to drive a i i mental health and wellbeing for PLWRD, their families
and caregivers.

Specifically, the Partnership Network will unite and empower the rare disease community to come
together, learn, take action and tailor recommendations to the specific needs of PLWRD in all policy
areas, to ensure that the mental health and wellbeing of the rare disease community is improved. The
findings of the Network will feed into EURORDIS work across all policy areas, specifically through:
+ increased access to quality preventative measures, early detection and treatment services,
improving health promotion, and ensuring more people recover.

*  tackle i ities, stigma and discrimination among the rare disease community experiencing
poor mental health and wellbeing.

* taking action to contribute to addressing the underpinning socio-economic and environmental
determinants on mental health in the rare disease community.

Mission

Through collaboration of experts = medical, research and by lived experience, the Partnership Network
will 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.

§ e Terms of Reference

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
Vieetings: 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

EURORDIS.ORG

N
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EURORDIS Mental
| ellbeing
Partnership Network

Call to join the Partnership
Network ...

.. for patient representatives,
medical expertise and
researchers.

15t Round of Registrations: >90 Experts

22
Email: Concha Mayo on concha.mayo@eurordis.org


https://www.eurordis.org/
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