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JARDIN enters its implementation 
phase

We are pleased to share the latest and upcoming activities of the JARDIN 
Joint Action (JA) as JARDIN progresses through its final (full) year, an 
exciting and decisive phase in which the Joint Action moves from the 
elaboration stage to real-world implementation.

Following two years of work, during which partners have laid the 
foundations of JARDIN by analysing survey data, collecting best practice 
examples, aligning methodologies, and finalising initial recommendations, 
the focus is now on putting this groundwork into practice.

In this fourth edition of the External Newsletter, you will find highlights 
from recent activities across the JARDIN Work Packages, Member 
States and European Reference Networks (ERNs), as well as an 
overview of what lies ahead in the coming months of 2026. A year that 
marks the launch of pilot implementations and the development of further 
JARDIN recommendations.

We hope you enjoy reading this issue.

Thank you for your continued support and engagement – together we are 
making meaningful strides in our shared journey to support the better 
integration of ERNs into national healthcare systems in Europe.

Page 1 of 41JARDIN Newsletter #4 | April 2026

2026-05-06mhtml:file://C:\Users\1mmg\AppData\Local\Microsoft\Windows\INetCache\Content....



How the EU4Health Joint Action JARDIN is 
supporting the work of the ERNs

On Rare Disease Day, the European Health and Digital Executive Agency 
(HaDEA) spoke with representatives of JARDIN: Prof. Till Voigtländer, 
Coordinator of JARDIN and Associate Professor of Neurobiology and 
Neurosciences at the Medical University of Vienna, and Dr Ursula 
Unterberger, Co-lead of JARDIN Work Package 7, from the 
Universitätsklinikum Würzburg.

In this interview, they explain how the Joint Action is strengthening the 
work of the European Reference Networks by supporting their better 
integration into healthcare systems across Europe.

JARDIN NEWS

READ MORE
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WP2: Patient stories for Rare Disease Day

In February, JARDIN joined the global Rare Disease Day movement, 
which advocates for equity in social opportunities, healthcare, and access 
to diagnosis and therapies for people living with a rare disease. To 
support this initiative, WP2, in collaboration with the 24 European 
Reference Networks (ERNs), gathered and shared stories from people 
living with rare diseases or complex conditions, as well as their 
families and caregivers, including how ERNs support them.

A total of 54 patient stories were published on JARDIN’s website and 
social media channels. We thank all those who generously shared their 
experiences, helping to raise awareness and amplify patient voices.

Explore the stories and share them with your networks!

READ MORE
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WP3: Monitoring and Evaluation

Work Package 3 focuses on monitoring and evaluating the 
implementation and progress of the Joint Action, ensuring that 
activities are on track and aligned with the project’s objectives.

Within this context, WP3 assesses key aspects such as project 
processes, stakeholder engagement, satisfaction among participants, and 
the timely delivery of outputs. It also supports the broader aim of 
facilitating the uptake and implementation of the Joint Action’s findings 
across participating Member States.

As part of these activities, WP3 regularly gathers feedback through 
annual assessments, including the annual satisfaction survey. The 
results provide valuable insights into participants’ experiences and overall 
project progress. Recent findings indicate a high level of satisfaction, 
particularly regarding the coordination of the project, internal 
communication, and overall progress.

At the same time, the results highlight opportunities to further 
strengthen collaboration across work packages, improve information 
flow, and enhance the use of shared tools. These insights are helping to 
continuously improve the implementation and coordination of the Joint 
Action. 

LEARN MORE
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WP4: A set of core sustainable elements will ensure 
crucial steps for the integration of ERNs into 

national systems

The aim of WP4: Sustainability of outcomes and outputs of the Joint 
Action is to maintain and extend JARDIN's achievements beyond the 
duration of the project. A list of 18 core sustainable elements have been 
identified with WP2, WP5, WP6, WP7, WP8 and WP9 and adopted 
through consensus building procedures. The next step is to discuss 
these core sustainable elements with all JARDIN participating 
countries and promote their implementation. 

LEARN MORE
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WP5: Awareness, education, and collaboration

Discrete Choice Experiments Webinar: Dr Mesfin (University of 
Newcastle, Australia) introduced the DCE as a tool for evaluating rare 
disease activities. Watch the recording here.

Open Days events: the first was held in Bologna (Oct 2025), followed by 
a second in Naples (Jan 2026), engaging patients, clinicians and local 
stakeholders.

At a high-level conference on patients’ rights and ERNs in the EU, Luca 
Sangiorgi highlighted Open Days as an effective format to raise 
awareness of ERNs.

Stay tuned for upcoming events. June 6th, 2026, “Le Reti di 
Riferimento Europee (ERNs) per Malattie Rare in Liguria: la Prospettiva 
del Policlinico San Martino" will engage general practitioners and clinician 
to raise awareness of ERNs.

LEARN MORE
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WP6: JARDIN recommendations will support 
implementation of national care pathways for rare 

diseases

Implementation of rare disease care pathways is a complex task due to 
certain unique characteristics of these pathways, which require unique 
solutions (Tumiene B et al, https://pubmed.ncbi.nlm.nih.gov/33738760/).

A series of nine workshops, involving 226 participants from 16 
countries have been implemented in T6.3 with the aim to identify barriers 
and facilitators, address challenges and find solutions. Based on the 
extensive outputs of these workshops, recommendations for the 
organisation of national care pathways, referral systems to ERNs and 
incorporation of CPMS advice for rare and complex diseases have been 
prepared.
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WP7.1: Pilot implementation of National Reference 
Networks in EU Member States

Following the successful completion of the consensus-building process, 
the recommendations for establishing National Reference Networks 
for Rare Disease are now entering the crucial phase, in which these 
recommendations will be tested in practice. Pilot projects will be 
launched in Romania, Estonia, Germany, Norway, Austria, and 
Greece allowing us to explore how the proposed structures can be 
implemented within different national health-system contexts and to 
identify the support needed for sustainable development of NRNs.
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WP7.2: Virtual ERN expert panel for undiagnosed 
patients constituted

Led by Prof. Helge Hebestreit and Dr. Ursula Unterberger from 
Würzburg/Germany, the ERN overarching expert panel for 
undiagnosed patients, which is foreseen in task T7.6 of JARDIN, 
commenced in early 2026. A number of experts from different ERNs have 
already joined the panel and committed to diagnosing particularly complex 
patient cases. The plan is to discuss at least 10 undiagnosed patients 
in a small pilot in the frame of the Joint Action, using the CPMS 2.0. 
More ERN experts are of course still welcome! If you are interested, 
please contact us at unterberge_u@ukw.de

WP9: The next steps

Within WP9, a set of preliminary recommendations has been 
developed and is currently being systematically discussed and reviewed 
with all relevant WP9 stakeholders. This consultative process is intended 
to ensure both technical robustness and broad stakeholder alignment. In 
the course of April, a dedicated survey focusing specifically on these 
recommendations is expected to be launched, providing structured 
feedback from stakeholders. The results of this exercise will serve as a 

LEARN MORE
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key input for refining the recommendations, with the aim of reaching a 
finalised version of the WP9 recommendations over the summer period 
and in the months immediately thereafter.

In parallel, WP9 is preparing a follow-up CPMS survey, which will be 
targeted exclusively at CPMS officers across individual countries. This 
targeted approach reflects the fact that CPMS represents an integral 
component of WP9 activities and requires more specific, practice-oriented 
input from directly involved professionals.

MEMBER STATES' NEWS

BELGIUM: New Belgian Plan for Rare Diseases 2026-
2030

The Belgian government has officially launched its new Plan for Rare 
Diseases 2026–2030 on 25 February 2026. This plan aims to improve the 
quality of life of patients living with a rare disease and their relatives. It 
succeeds the first Belgian Plan for Rare Diseases of 2013 and contains 
six domains of action and 25 concrete actions to strengthen rare disease 
care, information and support. It also aims to strengthen alignment 
between the national healthcare system and the European Reference 
Networks (ERN), building on the outcomes of JARDIN. 
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CZECH REPUBLIC: Events and National Plan in 
Czechia

Rare Disease Day was also celebrated in Czechia, with a range of 
awareness-raising activities taking place across the country. At the same 
time, in recent weeks, the government approved the National Strategy 
for Rare Diseases 2026-2035, representing a highly significant milestone 
in the national policy framework. Notably, experts involved in the 
preparation of this plan also contribute to the Joint Action JARDIN (JA 
JARDIN), ensuring strong alignment between national and European-level 
efforts.

Furthermore, preparations are underway for a conference aimed at 
Czech stakeholders, scheduled to take place in May. This event is 
expected to facilitate national-level engagement, discussion of interim 
findings, and alignment on next steps.

DOWNLOAD HERE

LEARN MORE
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FINLAND: Finnish National ERN Meeting

In March, THL (Finnish Institute for Health and Welfare) organised a 
national event on rare diseases, bringing together experts, ERN 
representatives, patient organizations, and national authorities. 
Discussions focused on improving the integration of European Reference 
Networks (ERNs) into the Finnish healthcare system, including care 
pathways, structures, and coordination models. The role of university 
hospitals, data and knowledge sharing, and the need for clearer national 
support and responsibilities were highlighted. ERN diversity was 
recognised as both a challenge and a strength, and continued dialogue 
and stronger integration were seen as essential for future development.
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LITHUANIA: A new National plan for rare diseases, 
currently under development, has been widely 

discussed in Lithuania

On March 12, 2026, a joint event dedicated to the International Rare 
Disease Day, “National plan for rare diseases: new opportunities,” 
was held with the aim to present the new National plan that is currently 
under development to all interested groups, aiming at sharing 
responsibilities, strengthening inter-institutional cooperation, and 
eventually fostering implementation. The first National plan was approved 
in 2012 and enabled important structural decisions, but a new, systemic, 
and long-term state response to the remaining challenges in the field of 
rare diseases is currently needed.

LUXEMBOURG: Luxembourg celebrates resilience 
of rare disease community and raises awareness

For Rare Disease Day, ALAN Maladies Rares Luxembourg, the non-
profit organisation and national alliance representing people affected by a 
rare disease, organised "Rare Voices", an event that gave a voice and 
stage to people affected by a rare disease.

LEARN MORE
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In the presence of Luxembourg’s Prime Minister, Luc Frieden, and 
Minister of Health and Social Security, Martine Deprez, eight inspiring 
women and men read their deeply personal texts on the topic of resilience 
and created space for connection and empathy.

The Ministry of Health and Social Security also published a press 
release highlighting the achievements of the first National Plan for Rare 
Diseases, as well as the importance of neonatal screening and European 
collaborations through the European Reference Networks.

A conference, organised by the National ERN Hub, showcased strong 
national commitment and clear progress in coordinated, multidisciplinary 
care, in genetic diagnostics, key partnerships, and innovative projects like 
the Pedia-FUN paediatric pathway.

NORWAY: Norway’s CA to present JARDIN at the 
NorPreM Conference: What will JARDIN mean for 

the Norwegian healthcare system?

At the NorPreM Conference in Bergen (7–8 May), Norway’s Competent 
Authority for JARDIN, Toril Orrestad, will present how the initiative may 
influence national integration of ERNs and strengthen rare disease 
services in Norway. The conference gathers health authorities, hospital 

LEARN MORE
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leaders, researchers and ERN experts, providing a highly strategic 
audience for JARDIN. Several speakers linked to ERNs and European 
collaboration contribute to the same session. 

PORTUGAL: Portuguese Rare Disease Day 
Conference - From Local to International

The Rare Disease Day Conference, held on 28 February 2026 in 
Portalegre and online, brought together participants from across Portugal 
and other Portuguese-speaking countries.
The event drew attention to the challenges faced by people living with rare 
diseases in areas far from major specialised centres. It featured 
contributions from healthcare professionals, experts involved in JARDIN 
and ERDERA, patients and their relatives, the Portuguese Rare Disease 
Alliance, as well as insights into local responses to rare diseases in 
Extremadura, the Spanish autonomous community neighbouring 
Portalegre.

GO TO PROGRAM

LEARN MORE
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SPAIN: Rare Disease Day activities

To mark Rare Disease Day, several events were held across Spain.

The 3rd Multidisciplinary Rare Diseases Conference, organised by La 
Paz University Hospital, brought together clinicians, researchers and 
patient representatives to discuss current challenges and advances in the 
care of people living with rare diseases. The event promoted collaboration 
across specialties and life stages, from paediatric to adult care, with a 
focus on innovation and coordinated, patient-centred approaches.

The hospital also hosted the first Update Day on Rare Hepatic 
Diseases: From Early Diagnosis to Person-Centred Care, an educational 
event focused on liver-related rare diseases.

In addition, the Spanish Federation for Rare Diseases (FEDER) held an 
event in Castellón de la Plana, bringing together around 500 participants, 
including patients, members of the expert and research communities, 
partners, Her Majesty Queen Letizia, the Minister of Health Mónica 
García, and national and regional authorities.

The Rare Disease Day event highlighted the needs of the 3.4 million 
people in Spain living with a rare disease or without a diagnosis, as well 
as those of their families. Participants also emphasised the importance of 
equity in access to social and healthcare resources, particularly in relation 
to research, diagnosis and treatment.

READ MORE
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SWEDEN: “When expertise makes the difference” – 
A national conference on rare diseases

In May 2026, the Swedish National Board of Health and Welfare will 
host a national conference on rare diseases, bringing together patients, 
healthcare leaders, university hospitals, ERN experts and national 
stakeholders. The programme highlights collaboration within and across 
expert networks, care development, research, precision medicine, coding 
and quality registries, and how JARDIN can support better care.

ERNs’ NEWS

GO TO PROGRAM
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ERN BOND: Video campaigns: Equity, Patients & 
Advocacy

ERN BOND recently launched two key video initiatives highlighting the 
perspectives of patients, advocates, and healthcare professionals:

• ERN BOND Rare Disease Day Campaign: A three-part series 
where patients, ePAGs, and clinicians exploring the true meaning of 
equity for those living with rare conditions.

• Under the Lens" Series: The latest episode features Inês Alves 
(ePAG) discussing the role of patient involvement in the EMA 
Committee for Orphan Medicinal Products (COMP).

Watch the videos on the ERN BOND YouTube channel and explore the 
educational resources on their website.

LEARN MORE
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ERN CRANIO: European Survey on Patients’ and 
Parents’ Experiences in Craniofacial Care – Help Us 

Improve Psychological Services

A group of researchers within the European Reference Network 
CRANIO are developing European recommendations for mental health 
care in craniofacial teams (cleft lip and/or palate and other rare 
craniofacial conditions). To ensure that the recommendations reflect real 
needs, they are inviting people with lived experiences to take part in a 
short survey.

If you have a craniofacial condition or are a parent of a child (young or 
adult) with such a condition, they would greatly appreciate your input. 
Thank you for your time and for sharing your experiences. Your 
contribution is invaluable.

TAKE PART
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Endo-ERN: Recognising Patient Engagement - A 
New Performance System

Endo-ERN is strengthening collaboration and transparency across the 
network. Building on their HCP performance system for expert centres, 
they are expanding this approach to better recognise the contributions 
of their patient representatives. This initiative shines a light on their 
work, highlighting their vital role as partners. Learn more on the website
and watch their presentation from the EURORDIS Patient Partnership 
webinar.

WATCH
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EpiCARE: Discover the EpiCARE Working Groups

Because epilepsies are multifaceted, highly heterogeneous diseases, and 
the result of a very large spectrum of aetiologies, the ERN EpiCARE is 
structured into several Working and Special Interest Groups. Under the 
leadership of experts from different disciplines and countries, supported 
by a strong team of project managers, they drive many different initiatives. 
WGs are open to all our members, as well as to clinicians and 
researchers from other Institutions. For more information, do not miss the 
new section on the EpiCARE website featuring updated information, 
engaging videos and much more.

ERKNet: Annual Meeting 2026 - Join ERKNet Online

ERKNet 10th Annual Meeting is just around the corner, and this year 
they are heading to Lyon.

In early May, around 160 participants from more than 60 centres across 
18 countries will come together for three days of exchange, updates, and 
discussion across the network. The programme brings together Working 
Group sessions, cross-network discussions, and key updates from across 
ERKNet, with a strong focus on collaboration, ongoing projects, and future 

LEARN MORE
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perspectives.

The highlights of this year’s meeting are:

• Clinical Trial Readiness - exploring strategies to advance clinical 
trials, including patient recruitment, cross-border collaboration, and 
funding opportunities.

• Genetic Diagnostics for Unsolved Cases - focusing on innovative 
approaches to improve diagnosis in complex cases.

• Advanced Therapy Medicinal Products (ATMPs) - addressing 
emerging therapies and their potential in rare kidney diseases.

• Best Abstract Session - showcasing outstanding research from 
across the ERKNet community.

If you are interested in joining virtually, you can register here. At ERKNet 
they look forward to welcoming you online to this event.

EURACAN: Strengthening Collaboration in Rare 
Cancers - EURACAN at the ESMO Sarcoma and Rare 

Cancers Congress 2026

From 12–14 March 2026, the international sarcoma and rare cancer 
community gathered in Lugano for the ESMO Sarcoma and Rare 
Cancers Congress 2026, one of the leading scientific meetings 

GO TO PROGRAM
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dedicated to these often under-represented tumour types.

The collaboration between EURACAN and ESMO continues to play a key 
role in strengthening the European ecosystem for rare cancer care and 
research. The congress provides a valuable platform for EURACAN 
clinicians and researchers to engage with the broader oncology 
community and exchange expertise with colleagues from across Europe 
and beyond.

Events such as the ESMO Sarcoma and Rare Cancers Congress 
underline the importance of collaboration across networks, institutions, 
and disciplines. For EURACAN, participation in this congress reinforces 
its mission to strengthen cooperation among specialised centres, 
accelerate research progress, and support the development of evidence-
based guidelines for rare cancers.

ERN EURO-NMD: Working towards a European care 
pathway for ALS

As part of JARDIN Task 6.2, ERN EURO-NMD is developing a European 
care pathway for Amyotrophic Lateral Sclerosis (ALS). A survey on 
clinical practices, targeting multidisciplinary care teams, has already 
gathered over 130 responses from 38 countries. As a follow-up phase, a 
questionnaire aimed at patients and carers is currently open in 32 
languages. Both datasets will be jointly analysed to identify key elements, 

READ MORE
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gaps and unmet needs to be considered in the care pathway. Results will 
be shared as the project progresses. The questionnaire will remain 
open until 25 May 2026.

ERN-EuroBloodNet: New Educational Program on 
Artificial Intelligence and its applications in 

hematology!

The SYNTHEMA & ERN-EuroBloodNet Educational Program on 
Artificial Intelligence in hematology consists of a webinar series for 
both general and expert audiences. It aims to raise awareness and 
understanding of AI applications, focusing on synthetic data generation 
and federated learning. The programme covers ethical and regulatory 
frameworks (MDR, EU AI Act), as well as key technical aspects such as 
data standardisation, interoperability and anonymisation. These concepts 
are illustrated through clinical use cases in Acute Myeloid Leukemia 
(AML) and Sickle Cell Anaemia (SCA), delivered across four sessions 
held on Fridays in May.

TAKE PART

LEARN MORE
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ERN eUROGEN at EAU26: Patient Advocacy 
Recognised in London

ERN eUROGEN made a strong showing at the European Association of 
Urology (EAU) Annual Congress in London (13–16 March 2026). Their 
Thematic Session brought together clinicians and patient advocates from 
across Europe to share the latest developments in rare uro-recto-genital 
diseases. A proud highlight was ePAG member Rob Cornes receiving the 
EAU Patient Advocacy Medal of Excellence at the Opening Ceremony; a 
recognition of the vital role patient voices play in shaping rare disease 
care. ERN eUROGEN also supported the launch of a new EAU 
publication calling for continence health to be recognised as an EU policy 
priority.

LEARN MORE
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ERN-EYE: 3 minutes to truly help people with visual 
impairment in public spaces

Imagine standing in a busy bus station, unsure which line is approaching, 
or crossing a noisy street with traffic from all directions. For someone who 
is visually impaired, these moments can be overwhelming. A new 
3-minute ERN-EYE awareness video shows how small, respectful 
gestures make a big difference while preserving independence. 
Developed with expert clinicians and patient representatives, it reflects 
real-life experiences and practical needs to offer support.

Feel free to share it on your social media to raise awareness.

WATCH
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ERN GENTURIS: Guideline & patient journey - 
counselling on reproductive options in cancer 

predisposition

In January 2026, ERN GENTURIS published the ERN GENTURIS 
guideline on counselling on reproductive options for individuals with 
a cancer predisposition syndrome, followed in March by the new 
patient journey: Counselling on reproductive options for individuals 
with a cancer predisposition syndrome (CPS) and relevant family 
members. These documents were developed collaboratively with patient 
representatives, combining clinical expertise with a strong patient-centred 
approach. Based on 851 publications and expert consensus, the guideline 
offers 16 recommendations to support healthcare professionals in 
delivering high-quality, ethical, and empathetic reproductive counselling 
for individuals and families at risk.

LEARN MORE
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ERN GUARD-Heart: Sudden Cardiac Death - Support 
Letter for the Families

A support letter for families after the (young) sudden cardiac death 
(SCD) of a loved one—developed by e-PAG members and endorsed by 
ERN experts—is now available in five languages (English, French, Italian, 
Dutch, Portuguese). Written from the perspective of affected families, it 
can be shared with hospitals, emergency teams, coroners, pathologists, 
family doctors, paediatricians, and others involved in young SCD cases. 
Additional translations are welcome; please contact the ERN 
Coordination Office if you can contribute.

LEARN MORE
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ERN-ITHACA: Upcoming Events

ITHACA Clinic (3 July, online – CPMS Platform)
A multidisciplinary forum bringing together experts to provide 
recommendations on your challenging clinical cases. Save the 
date—registration details will follow soon here!

EuroDysmorpho 2026 (16–19 Sept, Pavia, Italy)
The annual European meeting in dysmorphology, offering a platform to 
share cases and exchange expertise. Abstract submission and 
registration are open until May 31 here—don’t miss your chance to 
contribute!

LEARN MORE
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ERN-LUNG: ERN-LUNG Academy - update

The 2026 Academy has started in January with 71 participants from 15 
EU countries and 11 non-EU countries. For the first time, it includes a 
participant from Cyprus, and one from Finland. The most frequent 
nationality this year is from Romania – for the 3 past years in a row most 
participants came from Italy. 50 Webinars and a week of practical stay 
in one of the network’s hospitals seem to attract respiratory physicians, 
nurses and physiotherapists from all over Europe and beyond. ERN-
LUNG wants to thank again all hospitals who agree to take in one or 
several participants for a week to show them around – you contribute to 
creating a fantastic network of specialists.

LEARN MORE
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MetabERN: Training and education initiatives

MetabERN is strengthening capacity-building through two key initiatives. 
The Exchange Programme, launched in late 2025, supports short visits 
for young healthcare professionals at MetabERN member centres in 
various European countries, promoting knowledge exchange, 
collaboration, and skills development in the Inherited Metabolic Disorders 
(IMD) field. In its first funding round, 10 exchange visits were awarded, 
with a new call opening this summer (deadline: 6 September 2026). 
Find out more.

In parallel, the Patient Therapeutic Education Programme (PTEP), co-
developed with patient organisations, delivers webinars for patients, 
families and advocates on disease-specific and cross-cutting topics, 
including patient–clinician collaboration, advocacy and transitional care. 
Recordings are available online, with further sessions planned.

WATCH
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ERN RARE-LIVER: Transition in Rare Diseases – 
Successful ERN Workshop in Ghent

On 27–28 March, ERN RARE-LIVER coordinated the first ERN workshop 
on Healthcare Transition in Rare Diseases in Ghent. Young patient 
representatives and healthcare providers from 22 ERNs addressed the 
need for safe, structured, person-centred transition to adult care. Through 
presentations and workshops, participants identified barriers, shared 
experiences and outlined priorities, including better information, peer and 
mental health support, and improved professional education. The event 
also marked the founding of the cross-ERN Youth Panel and set 
momentum for future collaboration and action.

LEARN MORE
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ERN-RND: Spring School - Next Generation 
Sequencing Diagnostics for Rare Neurological 

Diseases

The registration for the Spring School “Next Generation Sequencing 
Diagnostics for Rare Neurological Diseases” taking place on May 5–7 
is now open. The event will be held online, and participation is free of 
charge.

During this Spring School, participants will gain insights into:

• NGS Technologies
• Quality Assurance, Recommendations, and Case Presentations
• Clinical Applications of NGS
• Click here to register, and you can see the programme here.

Upcoming webinars:

• 23.06.2026, 3-4 pm CEST. Palliative Care in Adult Patients with 
Neuromuscular and other Rare Neurological Disorders. 
Marianne de Visser, Amsterdam University Medical Center, The 
Netherlands. Sing up here.

• 30.06.2026, 3-4 pm CEST. Friedreich Ataxia. Kathrin Reetz, 
RWTH-University Hospital Aachen, Germany. Sing up here.

GO TO PROGRAM
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ERN-Skin: Don't miss the chance to join the 3rd 
World Congress on Rare Skin Diseases – July 1-2-3, 

2026!

The ERN-Skin and the René Touraine Foundation are organising the 3rd 
World Congress on Rare Skin Diseases. The main goal is to bring 
together medical and paramedical teams, scientists, patient 
representatives and policy makers, as well as industrial stakeholders, in 
order to improve patient care, develop collaboration and increase 
research!

ERN-Skin cannot wait to see you there!

Register now and find out more here.

LEARN MORE
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TransplantChild: New publication available

TransplantChild has published the booklet: “Lives that Take Care of 
Lives: Testimonies from transplantation teams across Europe”.

36 stories by healthcare professionals from all types of paediatric 
transplantation programmes, covering the different but all necessary 
roles within cohesive and motivated teams. “This booklet highlights a 
Europe united in a shared vision of care, despite diverse practices” – 
commented a young transplanted patient.

It follows “A Brighter Future – TransplantChild, testimonies for life” - 
a collection of 57 testimonies and drawings by transplanted children, 
adolescents, young adults and parents published in 2023.

The ERN has also launched the Exchange Programme 2025-2026, 
which funds short training visits to other centres within the Network to gain 
specialised knowledge and skills, clinical practice and experience in the 
field of paediatric transplantation.

OTHER NEWS

LEARN MORE
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Declaration on a European Innovation and Care 
Ecosystem for Rare and Complex Diseases

In December 2025, the High-Level Meeting on a European Innovation 
and Care Ecosystem for Rare Diseases (HLM Rare 2025) in Brussels 
brought together policymakers, European Reference Networks (ERNs), 
patient organisations and researchers to strengthen collaboration across 
the rare disease community. A key milestone was the launch of the 
Declaration on a European Innovation and Care Ecosystem for Rare 
and Complex Diseases, endorsed by over 60 organisations. The 
initiative now moves into implementation, with a renewed focus on 
delivering concrete actions to improve care, innovation and access for 
people living with rare diseases.

LEARN MORE
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European Commission Opens 2026 Call for ERN 
Affiliated Partners

The European Commission has launched the 2026 Call for Applications 
for Affiliated Partners within the European Reference Networks 
(ERNs). The call is designed to strengthen cross-border collaboration and 
improve access to highly specialised care for patients with rare, low-
prevalence and complex diseases.

The call is open from 13 April 2026 and closes on 1 September 2026, 
and represents a significant opportunity for healthcare providers in the 
eligible countries to formally join the ERN ecosystem.

For this call, the following countries are eligible to apply:

Bulgaria, Cyprus, Croatia, Czechia, Estonia, Greece, Ireland, Latvia, 
Norway, Poland, Portugal, Romania, Slovenia and Slovakia.

LEARN MORE
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EURORDIS: Patient partnership hub

A strong example of collaboration within the European Reference 
Networks (ERNs) is the growing practice of patient partnership, where 
clinicians and patient representatives work together as equal partners. 
EURORDIS-Rare Diseases Europe has brought together these 
approaches in its Patient Partnership Hub, a dedicated resource 
showcasing good practices from ERNs and across healthcare. The Hub 
highlights how equity can be embedded in everyday collaboration, 
decision-making and shared leadership.

EXPLORE
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DG SANTE Launches 2026 ERN Communications 
Package

On Rare Disease Day 2026, the European Commission’s Directorate-
General for Health and Food Safety released a comprehensive 
communications package highlighting the work of the European 
Reference Networks (ERNs) and the EU’s commitment to people living 
with rare diseases. The package brings together key publications, 
including an updated ERN brochure, a success stories booklet, and 
factsheets for patients and policymakers, showcasing the impact of 
cross-border collaboration and providing accessible information on EU 
action in this field.

Orphanet Journal of Rare Diseases article on the 
progress and achievements of ERNs

A new open-access article in the Orphanet Journal of Rare Diseases
highlights the progress and achievements of the European Reference 
Networks (ERNs) since their establishment in 2017.

“European Reference Networks – a flagship activity of the EU in the 

LEARN MORE

Page 39 of 41JARDIN Newsletter #4 | April 2026

2026-05-06mhtml:file://C:\Users\1mmg\AppData\Local\Microsoft\Windows\INetCache\Content....



field of rare and complex diseases: from 2017 to 2025” provides a 
comprehensive overview of how ERNs have transformed collaboration 
across Europe to improve care for people living with rare diseases.

The publication outlines how the 24 ERNs connect more than 1,600 
expert centres across 375 hospitals, enabling clinicians to share 
expertise, harmonise diagnosis and treatment, and discuss complex 
cases through secure digital platforms.

Forward Share Share

READ MORE

Visit our website and follow us!
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“Co-funded by the European Union. Views and opinions expressed are however those of the author(s) 
only and do not necessarily reflect those of the European Union or European Health and Digital Executive 

Agency. Neither the European Union nor the granting authority can be held responsible for them.” 
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