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10. RARE DISEASE SYMPOSIUM

Friday, April 17, 2026

from 08:30 | Registration and Coffee

09:00 | Welcome Address
Eva Luise Kohler, Eva Luise and Horst Kéhler Foundation for
People with Rare Diseases, Germany

09:10 | Keynote From Silos to Systems: A Vision for the Future
of Rare Disease Medicine

Sharon F. Terry, President & CEO, Genetic Alliance, USA

SESSION 1: Case Study Rare Obesity

09:55 | Living with POMC Deficiency: A Personal Perspective
Hendrik VoB, POMC patient, Germany

10:10 | From Genes to Obesity: Understanding Bodyweight
Regulation through Rare Diseases

Prof. Dr. Peter Kilhnen, Charité — Universitatsmedizin Berlin,
Germany

10:30 | Precision Medicine for Obesity: Research for Rare and
Benefit for Common Diseases

Prof. Dr. Matthias Tschop, LMU Munich, Germany
10:50 | Questions and Discussion

11:00 | Coffee Break

SESSION 2: Collaboration Beyond Borders: Models That Work

11:25 | DECIPHER and Beyond: A Global Collaboration Model
for Rare Disease Genomics

Dr. Julia Foreman, EMBL-EBI, United Kingdom

11:45 | From Orphanet to the World: How Structured
Knowledge Enables Global Collaboration

Dr. Ana Rath, Inserm, France

Sharon F. Terry, “Open collaboration
President & is the shortest path
CEO, Genetic from discovery to
Alliance, USA impact.”
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12:05 | ERNs in Action: Turning European Framework into
Real-World Collaboration

Dr. Holm Graessner, University Hospital Tlibingen, Germany
12:25 | Questions and Discussion

12:35 | Lunch Break

SESSION 3: Digital Bridges: Creating Health Data Spaces
for Rare Diseases

13:50 | Long-read Genome Sequencing — The Next Revolution
for Rare Diseases

Prof. Dr. Alexander Hoischen, Radboud University Medical
Center, The Netherlands

14:10 | Connecting the Dots: Integrating Natural History, Patient
Voices, and Digital Data for Rare Diseases

Agnés Linglart, MD, PhD, Paris-Saclay University, Hopital
Bicétre - AP-HP, France

14:30 | GREGOR Consortium: Pioneering Collaborative
Genomic Data Sharing to Solve Rare Diseases

Monica Wojcik, MD, MPH, Boston Children’s Hospital / Harvard
Medical School, USA

14:50 | Standards, Metadata and Interoperability: Making EHDS
Work for Rare Disease Data

Prof. Dipak Kalra, European Institute for Innovation through
Health Data (i~HD), Belgium & University College London UCL,
United Kingdom

15:10 | The Network of University Medicine (NUM):
A Data Ecosystem for Rare Diseases
Ralf Heyder, Charité — Universitdtsmedizin Berlin, Germany

15:30 | Questions and Discussion

15:40 | Coffee Break

Meghan Halley, “Families navigating
PhD, MPH - the unknown
Stanford Uni- teach us where

our systems must
change.”

versity School
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CLOSING LECTURE

16:10 | Mapping Invisible Boundaries: The Ethics of
Undiagnosed Lives in Rare Disease Research

Meghan Halley, PhD, MPH - Stanford University School
of Medicine, USA

16:40 | Discussion & Wrap Up

17:00 | Farewell
Prof. Dr. Annette Gruters-Kieslich, Eva Luise and
Horst Kdhler Foundation, Germany

Bus Transfer to the venue of the Eva Luise K6hler Research
Award ceremony

PREISVERLEIHUNG
Eva Luise Kéhler Forschungspreis

18:00 | Verleihung des 18. Eva Luise Koéhler
Forschungspreises fur Seltene Erkrankungen

Festakt mit anschlieBendem Empfang

Berlin-Brandenburgische Akademie
der Wissenschaften (BBAW)
JagerstraBe 22 - 23, 10117 Berlin
(Eingang Uber MarkgrafenstraBe)

*** Teilnahme nur nach vorheriger Anmeldung ***




