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Welcome...

to the 2"9 issue of our Screend4Care newsletter! This newsletter series will take
you on our exciting journey to accelerate rare disease diagnosis through genetic
newborn screening and digital technologies. We will update you on our latest
progress and numerous links for more information about our project. Have fun
reading!

Consortium Meeting

2nd Screen4Care Consortium Meeting

On April 25th and 26th, 2024, the Screen4Care consortium held their 2nd

Consortium Meeting (hybrid), which our project partner, Novo Nordisk, hosted in
Copenhagen, Denmark. This meeting allowed project partners and stakeholders
to engage in fruitful discussions about the project's progress and preparation for



upcoming activities. Additionally, the partners enjoyed a guided tour of the
former Viking Fishing Village known today as Copenhagen and basked in a
scenic joint dinner at the Copenhagen Opera House.

Summary of the 2nd Consortium
meeting

New Partners Joining the Consortium

Incoming Partners to the Consortium

The Screen4Care consortium would like to take this opportunity to welcome our
new partners to the consortium. As a result of the recent amendment to the

project plan, the Screen4Care consortium welcomed three new Centre Hospital-
Universitaire Dijon Bourgogne, UCB Biopharma SRL and Wallac Oy (Revvity).

These new partners will add value to the project by contributing their
experience, expertise, and resources to support tasks in various work
packages.


https://screen4care.eu/news/the-screen4care-consortium-meets-again
https://screen4care.eu/meet-the-partners/partners-of-screen4care/chu
https://screen4care.eu/meet-the-partners/partners-of-screen4care/chu
https://screen4care.eu/meet-the-partners/partners-of-screen4care/ucb
https://screen4care.eu/meet-the-partners/partners-of-screen4care/revvity
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Cenire Hospitalier Universitaire
Dijon Bourgogne

revvity

Click here for more information about
incoming partners

In the Spotlight

Rare Disease Interview

In celebration of the International Day of Women and Girls in Science 2024, the
Screen4Care project interviewed Ina Baumann, a medical student living with a
rare disease. Ina discussed various topics, such as her passion for medicine,
gender-based biases, the importance of healthy habits and the challenges of
pursuing a STEM career while living with a rare disease.



https://screen4care.eu/news/ucb-revvity-and-chu-dijon-bourgogne-join-screen4care-as-project-partners

Click here for more information about
the Rare Disease Interview

Publications

Recent Publications

As the Screen4Care project develops, the consortium members have
disseminated various research publications as they continue contributing to the
rare disease research community.
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Click here to find the Screen4Care
publications

Collaboration Initiatives

Screen4Care at ICONS 2023

The Screen4Care consortium actively engages with networks and initiatives

within the rare disease community. On October 51-6!, 2023, the Screen4Care
consortium participated in the second Annual Conference of the International
Consortium on Newborn Sequencing (ICoNS). The Scientific Project
Coordinator, Prof. Alessandra Ferlini, and the former EFPIA lead, Dr. Nicolas


https://screen4care.eu/news/how-do-you-pursue-a-medical-degree-while-living-with-a-rare-disease-exploring-unique-paths-to-womens-empowerment-in-conversation-with-ina-baumann
https://screen4care.eu/research-and-innovation/publications

Garnier, presented the Screend4Care project to global experts from various
newborn screening research projects.

Click here for more information on
Screen4Care at ICONS Conference
2023

Screend4Care was an associate partner in 2024 at the 12th
European Conference on Rare Diseases & Orphan Products
(ECRD 2024)

The Screen4Care project was represented at the 12th European Conference on
Rare Diseases & Orphan Products in Brussels, Belgium, on May 15th-16th,
2024. The conference, themed "Action Within Reach: Pioneering Solutions for
Rare Diseases," provided a valuable platform for addressing the challenges
faced by individuals with rare diseases. In the capacity of an associate partner,
Prof. Alessandra Ferlini (virtually), the Scientific Project Coordinator, and Dr.
Aldona Zygmunt, the EFPIA lead, represented the Screen4Care project to a
diverse audience, including patient advocates, academics, healthcare
professionals, industry stakeholders, payers, regulators, Member State
representatives, and policymakers.
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Click here for more information about the 12th

European Conference on Rare Diseases &



https://screen4care.eu/news/screen4care-at-the-2023-annual-icons-conference-in-london-uk
https://screen4care.eu/news/screen4care-joins-the-12th-european-conference-on-rare-diseases-and-orphan-products-ecrd-2024-as-an-associate-partner

Orphan Products (ECRD 2024)

Events and Conferences

Rare Disease Awareness Day Lunch

On February 29th, 2024, project partner Sitem-Insel (Sl) hosted a Rare Disease
Awareness Day Lunch at the Swiss Institute for Translational and
Entrepreneurial Medicine! This year's event focused on uniting patients’
knowledge, healthcare professionals' expertise, and researchers' scientific
excellence. The activities led by Sl researchers on genetic newborn screening
and digital technologies were groundbreaking. They discussed the immense
value these advancements bring to the rare disease community as part of the
Screen4Care project. Additionally, the event showcased how CSL Behring's
research and development is making a real difference in improving patients'
lives on the Insel Campus Bern. It was an inspiring and impactful day!
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The 10th International Symposium on Health Technology

Assessment: A Decade of Advancements in Newborn Screening

On April 5, 2024, the Institute for Rare Diseases hosted its 10th International
Symposium on Health Technology Assessment in Sofia, Bulgaria. This year’s
symposium theme was "Health Technology Assessment and Newborn
Screening." The symposium featured renowned speakers and highlighted the
progress made through initiatives like Screen4Care. Discussions focused on the
impact of such initiatives on national healthcare strategies and the need for
comprehensive screening processes. The commitment to advancing newborn
screening and addressing challenges faced by those living with rare diseases
remains steadfast. The symposium is part of a series of initiatives to improve
healthcare and enhance the quality of life for individuals with rare diseases.


https://screen4care.eu/news/screen4care-joins-the-12th-european-conference-on-rare-diseases-and-orphan-products-ecrd-2024-as-an-associate-partner

1oth International Symposium
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5 April 2024, Sofia
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www.raredis.org

European Human Genetics Conference 2024 (ESHG 2024)

From June 1-4, 2024, Prof. Alessandra Ferlini, the Scientific Project Coordinator
of Screen4Care, and Sergi Beltran, a representative of the project partner
Centro Nacional de Analisis Genomico (CNAG), attended the 57th European
Human Genetics Conference in Berlin, Germany. The ESHG conference serves
as a platform for showcasing the latest scientific and technological
advancements in human genetics, aiming to educate and inspire the next
generation of human geneticists. The Screen4Care project poster was
presented at the event.

Rare Disease Day 2024

Members of Screen4Care participated in the #LightUpForRare campaign to
celebrate Rare Disease 2024!
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