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Save the date: 19-03-2026 next
board meeting in Bucharest

save
the

\|
pate’
Bucharest, 01-10-2025

The next ERN GUARD-Heart board meeting will be
held in the afternoon of 19-03-2026 in Bucharest,
the day before the 10%™ edition of the Hereditary
Cardiovascular Diseases course. Please, save the
date. @
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10t Hereditary Cardiovascular
Diseases course in Bucharest

Amsterdam, 01-10-2025

On March 20-21st 2026, Bucharest will host the
10t edition of the Hereditary Cardiovascular
Diseases course. This will represent a fantastic
opportunity to discuss with top experts in the field,
to present your cases in the abstracts and e-posters
sessions and to meet other cardiogenetics
enthusiasts. With an internationally faculty, the
course will be open to cardiologists, geneticists,
and pediatric specialists. The language will be
English. For the program and registration
information, check the course website:
https://www.curs-cardiogenetica.ro ®
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‘Summerschool’ 14 - 15
November in Prague

Prague, 19-09-2025
FN MOTOL

The team from Motol University Hospital in Prague
prepared a very nice program for an ERN-
Summerschool course. This course: CRT in
paediatric and congenital heart disease: A
practical guide to diagnosis, indication and
implementation will be held at 14 and 15
November 2025. Team-members from the full-
member and affiliated member hospitals from ERN
GUARD-Heart can subscribe. There is place for 20
participants.

Registration is open, information is sent by e-mail.
Please, check the instructions and reimbursement
rules before registration.
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7-8 November ‘Summerschool’ Padova: biopsy-proven pediatric
and adult myocarditis from diagnosis to tailored aetiology

Padua, 26-09-2025

The team of Prof. Alida Caforio, ERN full-member and thematic area leader of thematic area 5 (other rare
cardiac diseases) in ERN GUARD-Heart, organizes a very interesting Summer School in Padova. The program
information is sent by e-mail to all contact persons of the ERN GUARD-Heart members and affiliated partners.
Registration is open!
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Thematic Area 5:
Other rare cardiac diseases
in adults and children

SUMMER SCHOOL

BIOPSY-PROVEN PEDIATRIC
AND ADULT MYOCARDITIS
FROM DIAGNOSIS TO
TAILORED AETIOLOGY-
DIRECTED THERAPY

NOVEMBER 7*, 2025

AULETTA DI CARDIOLOGIA,

Policlinico Universitario
Padova

NOVEMBER 8™, 2025

AULETTA DI ESERCITAZIONI
= DELUANATOMIA PATOLOGICA,

Azienda Ospedale
Universita di Padova
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Sudden Cardiac Death - leaflet

for the family (template)

Amsterdam, 23-09-2025

The ERN GUARD-Heart ePAG-s created an
informative letter to send to family members
following the sudden cardiac death of loved ones.
This letter is reviewed and approved by ERN-
members and thematic area leaders (1-3). The
letter is written from the perspective of patients
who have experienced sudden cardiac death in their
family. You are welcome to translate it into your
local language. Please keep the ePAG and ERN logos
as it is now, but you are welcome to add the logo of
your own hospital/organisation. Many thanks to
Peter P, member of ARVC-Selbsthilfe Deutschland,
who provided the graphics for free. The letter can
be adjusted with local national links and addresess
and distributed to hospitals, emergency physicians,
paramedics, coroners, pathologists, family doctors,
paediatricians, and anyone else involved in sudden
cardiac death in the young. The template is
available on the website: https://guardheart.ern-
net.eu/experts/tools/. Final translated versions can
be directed to the ERN managers to add to the
patient information-section of the ERN website. ®
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- Help Shape ERN Research:
Participate in the ERDERA

Survey
Amsterdam, 01-10-2025

ERN GUARD-Heart encourages all members active
in research to take part in the ERDERA Survey on
Clinical Research in ERNs, developed by Work
Package 25 - Task 4.

This short survey aims to gather insights into the
current state of clinical research across ERNs and
the involvement of ERN-affiliated Health Care
Providers (HCPs) in the ERDERA project. The
results will support the development of the ERN
Living Lab, a platform designed to foster
collaboration between researchers and clinical
experts. Here is the link to the survey:
https://forms.office.com/pages/responsepage.aspx
2id=T4wEXFTdvUyASVRXqsOvuKe40vldqo9IINdKTc
49qLh5U0FVaU041M0dFNVMwSFQ1WkxEQ1RXOFh
LNC4u&route=shortur] ®

ERN GUARD-Heart Submits
Feedback to EU Cardiovascular
Health Plan

Amsterdam, 25-09-2025

ERN Guard-Heart has officially submitted feedback
to the EU Cardiovascular Health Plan (Initiative
14755), a strategic initiative by the European
Commission aimed at improving cardiovascular

health across Europe. The plan addresses
prevention, early detection, treatment, and
rehabilitation of cardiovascular diseases — the

leading cause of death and disability in the EU —
and encourages stakeholder input to shape
inclusive and effective policies.

ERN Guard-Heart calls for the explicit inclusion of
rare cardiovascular diseases in the Plan. These
conditions such as inherited arrhythmias,
cardiomyopathies, and congenital heart defects —
are life-threatening and require specialized
expertise and care.

Recommendations include:

e Dedicated recognition and funding for rare
cardiac diseases.

e Integration of ERN expertise, including digital
tools like CPMS and ERN Registries.

e Equitable access to specialized care across all
Member States. Including rare diseases ensures the
Plan addresses all patient needs and fosters
innovation in care and research. ®
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Orphan Drug Congress Europe

Complimentary Passes for ERNs
Amsterdam, 01-10-2025

ERN GUARD-Heart is invited to attend the World
Orphan Drug Congress Europe 2025, 27-29 October
in Amsterdam. It is the largest global event focused
on orphan drugs and rare diseases which brings
together stakeholders from across the rare disease
and orphan drug landscape — including patient
organisations, clinicians, regulators, and industry
— to share insights and foster collaboration.
Several ERNs are already joining, and
complimentary tickets are available for ERN
GUARD-Heart members. Members can apply for
complimentary passes here:
https: //www.terrapinn.com/WODC/2025/Guest/E
RNGuardHeart ®
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1 September 2025: ERN GUARD-Heart board meeting in Madrid

Madrid, 1 September 2025

ERN GUARD-Heart’s board meeting was organized the 15 of September in Madrid. The hospitable team
of full member HCP Gregorio Marafion organized a nice conference room in the Maternal & Child
Hospital, and welcomed the group with a Spanish lunch. We are grateful to the local organizers for
providing this excellent opportunity. All together there were 36 clinical on-site participants, 5 ePAGs
and 9 online participants.

The slides and summary will be send separately by e-mail.
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New Video Tutorial for Patient
Representatives involved in
Care Pathways Development

&

Luxembourgh, 25-09-2025 JARD| N

JARDIN has published an update highlighting the
active role of patient representatives in co-
developing care pathways for rare diseases within
ERNs. A new video tutorial created specifically for
patient  representatives  involved in  the
development of care pathways as part of the JARDIN
Joint Action. This tutorial will help you understand:
e What care pathways are

e The model process proposed by JARDIN

« Your role as a patient representative at each stage
of the model process. The video also highlights why
lived experience and the link to the wider patient

community are essential
pathways.

Watch the full tutorial
https://youtu.be/Y]RorjtMgyE ®

in developing care

ERDERA’s Networking Support
Scheme E-D

Luxembourgh, 7-2025 ERA

The European Commission’s ERDERA Networking
Support Scheme is a funding initiative designed to
foster collaboration and knowledge exchange on
rare diseases and rare cancers across Europe.

This continuously open call invites proposals from
researchers, clinicians, patient advocates, and
research managers. Eligible events must involve
participants from at least three ERDERA countries
and focus on rare disease or rare cancer research.
Meetings can be held in person or in hybrid formats
to maximise accessibility.

Applicants may request up to €30,000 per event to
cover costs such as travel, meeting logistics, and
digital platforms. The first assessment round will
follow the 7 October 2025 deadline, with new
rounds every six months until April 2029 or until
the budget is fully allocated.

Full details, including guidance notes, evaluation
criteria, and the list of eligible countries, are
available on the ERDERA website. ®
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Shaping the future of global rare
disease research: Join the 2nd
International Conference on
Clinical Research Networks

Heidelberg, October 2025

ERN GUARD-Heart is pleased to highlight the
upcoming 2nd International Conference on Clinical
Research Networks (CRNs) for Rare Diseases,
organised by ERDERA in collaboration with Rare
Disease International and IRDiRC. Building on the
success of the inaugural edition, this conference will
bring together global experts researchers,
clinicians, patient advocates, industry, and
policymakers — to strengthen collaboration in rare
disease research.

Key themes include:

¢ Advancing Real World Evidence and data
collection

e Emerging technologies in diagnostics and clinical
trials

» Strategies for multi-stakeholder engagement

» Models of care and global research across income
settings

Clinical Research Networks (CRNs) play a vital role
in overcoming fragmentation by pooling patient
populations, harmonising protocols, and sharing
high-quality data. This event offers a unique
opportunity to explore scalable, inclusive solutions
for rare disease research worldwide.

ERN GUARD-Heart encourages participation from
its members and stakeholders to ensure rare
cardiac conditions are well represented in these
global discussions.

%% Date: 9-10 December 2025
® Format: Hybrid (online & in-person)

Event details & registration
https://erdera.org/news/shaping-the-future-of-
global-rare-disease-research-join-the-2nd-
international-conference-on-clinical-research-

networks/
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Latest ERN GUARD-Heart Publications

Stroeks SLVM, Merlo M, Mora-Ayestaran N, Jason M, Tayal U, Wang P, Cannata A, Sikking MA, Dal Ferro M, Peiro B, Willemars M,
Hellebrekers DMEI, van Leeuwen REW, Setti M, Gonzalez-Lopez E, Krapels IPC, Pio Loco Detto Gava C, van den Wijngaard A,
Henkens MTHM, Iseppi M, Raafs AG, Hoes MF, van Empel VPM, Jones EAV, Nabben M, Taylor M, Brunner HG, Ochoa ]P,
Dominguez F, Lakdawala NK, Sinagra G, Garcia-Pavia P, Mestroni L, Heymans SRB, Verdonschot JA]. Sex Differences in Prognosis
of Patients With  Genetic Dilated Cardiomyopathy. Circ Heart Fail. 2025 Sep 24:e012592. doi:
10.1161/CIRCHEARTFAILURE.124.012592. Epub ahead of print. PMID: 40988625.

Stroeks SLVM, Wang P, Merlo M, Muller S, Paldino A, Mora-Ayestaran N, Jason M, Ferro MD, Loca CP, Dominguez F, Gonzalez-
Lopez E, van den Wijngaard A, Venner MFGHM, Sikking M, Minten M, Nihant B, Beelen N, Graw S, Medo K, de Koning B, Taylor M,
van Tintelen JP, Mestroni L, Sinagra G, Te Riele ASJM, Garcia-Pavia P, Heymans S, Verdonschot JA]. Impact of genotype-phenotype
associations on prognosis in dilated cardiomyopathy. Eur | Heart Fail. 2025 Sep 12. doi: 10.1002/ejhf.70040. Epub ahead of print.
PMID: 40938777.

Gasperetti A, Muller SA, Peretto G, Asatryan B, Protonotarios A, Laredo M, Tarlet PY, Syrris P, Carrick RT, Murray B, Tichnell C,
Scheel P, Gigli M, Yap SC, Pilichou K, Basso C, Medo K, Jason M, Rossi VA, Saguner AM, Duru F, Abrams D, Cadrin-Tourigny J,
Targetti M, Pieroni M, Graziosi M, Biagini E, Charron P, Cox M, Casella M, Tondo C, Ware ]S, Prasad SK, Cald L, Smith E, Ingles ],
Tandri H, Ader F, Peters S, Zentner D, Russo ], Ravaro S, Crotti L, Dittmann S, Shulze-Bahr E, Carruth ED, Krysov VA, Parikh VN,
Conte G, Wilde A, van Tintelen JP, Te Riele AS]JM, Sinagra G, Mestroni L, Taylor M, Merlo M, Adamo L, Calkins H, Bauce B, Arbelo E,
Elliott PM, Gandjbakhch E, Lakdawala N, Helms A, James CA, Gilotra NA. Prognostic Role of Myocarditis-Like Episodes and Their
Treatment in  Patients = With  Pathogenic = Desmoplakin = Variants. Circulation. 2025 Aug 20. doi:
10.1161/CIRCULATIONAHA.125.073919. Epub ahead of print. PMID: 40832715.

Traykov V, Puererfellner H, Burri H, Foldesi CL, Scherr D, Duncker D, Arbelo E, Botto GL, Boriani G, Heidbuchel H, Malaczynska-
Rajpold K, Farkowski MM, Dagres N, Szymanski P, Huculeci R, Casado-Arroyo R, Boveda S, Merino JL. EHRA perspective on the
digital data revolution in arrhythmia management: insights from the association's annual summit. Europace. 2025 Aug
4;27(8):euaf149. doi: 10.1093/europace/euaf149. PMID: 40802569; PMCID: PMC12345632.

Johnson R, Fletcher RA, Peters S, Ohanian M, Soka M, Smolnikov A, Abihider KE, Ackerman M], Ader F, Akhtar MM, Amin AS,
Ashley EA, Atherton J], Austin R, Baas AF, Bagnall RD, Ross SB, Blouin JL, Brown EE, Bundgaard H, Cannie D, Chmielewski P,
Correnti G, Crespo-Leiro MG, Dal Ferro M, Dellefave-Castillo LM, Dominguez F, Dooijes D, Dybro AM, Ed Demri Y, El Hachmi M,
Escobar-Lopez L, Foye S], Franaszczyk M, Gigli M, Lopez EG, Goudal A, Graw S, Guipponi M, Haan E, Haas ], Hammersley D],
Hansen FG, Hayward CS, Hey TM, Heymans S, Ho CY, Houweling AC, Ingles ], Ingrey A, Jabbour A, James PA, Jansweijer JA,
Jongbloed JDH, Keogh AM, Larrafiaga-Moreira JM, Lekanne Deprez RH, Macciocca I, Macdonald PS, Mansencal N, Mansour ],
Martinez-Veira C, McDonough B, McGaughran ], Medo K, Merlo M, Michalak E, Monserrat L, Mountain H, Muller SA, Murphy AM,
Murray B, Oates EC, Ormondroyd E, Pachter N, Paldino A, Palmyre A, Pereira NL, Picard KC, Poplawski N, Prasad S, Proukhnitzky
], Pruny JF, Reant P, Richard P, Ronan A, Sedaghat-Hamedani F, Semsarian C, Storm G, Stroeks S, Syrris P, Taylor MRG, Thomson
K, Thompson T, van Tintelen ]JP, Vissing CR, Waddell-Smith KE, Wallis M, Zentner D; Australian Genomics Cardiac Flagship;
Arnott C, Marian AJ, Oh ], Fokstuen S, James CA, Barriales-Villa R, Meder B, Wahbi K, Giudicessi JR, Parikh VN, Ware ]S, Piriou N,
Rooryck C, Lakdawala NK, Mestroni L, Sinagra G, Elliott PM, Watkins H, McNally EM, Charron P, van Spaendonck-Zwarts KY,
Garcia-Pavia P, Pefia-Pefia ML, Mogensen |, Christensen AH, Bilinska ZT, Rasmussen TB, Seidman ]G, Seidman CE, Te Riele AS]M,
Verdonschot JA], Pinto YM, Christiaans I, Fatkin D. Titin-related familial dilated cardiomyopathy: factors associated with disease
onset. Eur Heart J. 2025 Aug 11:ehaf380. doi: 10.1093 /eurheartj/ehaf380. Epub ahead of print. PMID: 40796136.

van der Heide MYC, Verstraelen TE, de Brouwer R, van Drie E, Proost VM, van Lint FHM, Bosman LP, Houweling AC, Dickhoff C,
Germans T, Schoonderwoerd BA, Gimeno-Blanes JR, Meems LMG, Te Riele ASJM, van Spaendonck-Zwarts KY, Cox MGP], Amin AS,
van Tintelen JP, de Boer RA, Zwinderman AH, Wilde AAM. Identifying Predictors for Heart Failure Outcomes in Phospholamban
p.(Argl4del)-Positive Individuals. JACC Heart Fail. 2025 Aug 8;13(10):102558. doi: 10.1016/j.jchf.2025.102558. Epub ahead of
print. PMID: 40782726.

Smith E, Gasperetti A, Carrick RT, Protonotarios A, Syrris P, Bauce B, Pilichou K, Murray B, Tichnell C, Basso C, Olsen PAS,
Cappelletto C, Parikh VN, Chen L, Peters S, Mancinelli A, lorio AM, Scotto R, Cadrin-Tourigny ], Gilotra NA, Iseppi M, Peretto G,
Schiavone M, Abela M, Vargas D, Crescenzi C, Calo L, Ware ], Crotti L, Ciabatti M, Casella M, Apostu A, Jurcut R, Raineri C, Angelini
F, Fernandez-Sellers C, Zorio E, Yap SC, Cox MG, Salavati A, Te Riele A, Wilde A, Amin AS, van Tintelen P, Saguner AM, Duru F,
Abrams D, Cerrone M, Graziosi M, Biagini E, Gimeno ]JR, Gandjbakhch E, Lakdawala N, Pieroni M, Merlo M, Sinagra G, Haugaa K,
Arbelo E, Elliott PM, Taylor M, Mestroni L, Calkins H, James CA, Helms AS. Diagnostic Criteria and Disease Staging for
Desmoplakin Cardiomyopathy. medRxiv [Preprint]. 2025 Jun 23:2025.06.16.25329734. doi: 10.1101/2025.06.16.25329734.
PMID: 40666337; PMCID: PMC12262750.
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Course organized by the Romanian Society of Cardiology endorsed by the European Reference Network GUARD-Heart
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Arthur A.M. Wilde
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Amsterdam UMC
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Network Manager
Amsterdam UMC
Amsterdam, Netherlands
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Mobile: +31622046435

Mari Murel

Network Manager
Amsterdam UMC
Amsterdam, Netherlands

Ahmad S. Amin
Registry Manager
Amsterdam UMC
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Mobile: +31614471713
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