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THURSDAY, SEPTEMBER 3, 2026

09:00 - 09:45 Opening ceremony and keynote speakers
09:45 - 10:00 Comfort break

10:00 - 11:.00 Session 1. Who Cares for the Advocates? Mental Health
and Sustainable Leadership in Rare Disease Organisations

11:.00 - 12:30 Session 2: NORBS Policy Forum 2026: What's Next for Rare
Diseases In Serbia?

12:30 - 14:00 Lunchtime

14.00 - 15:00 Session 3: Living with Epidermolysis Bullosa in Serbia
and the Region: Challenges, Care and Quality of Life

15.00 - 1600 Session 4. Living with Pulmonary Hypertension: From
Diagnosis to Long-Term Care

16:00 - 16:15 Comfort break

16:15 - 18:00 Parralel workshops

18:30 - 21:00 Conference dinner

FRIDAY. SEPTEMBER 4, 2026

10:00 - 11.30 Session 5. Living Beyond Diagnosis: A Holistic
Approach to Supporting Families

11.30 - 12:00 Comfort break

12:00 - 13:30 Session 6. Current approaches and challenges in diagnosing
undiagnosed rare diseases

13:30 - 14:30 Lunchtime

14.30 - 1530 Session 7. Access to Diagnosis and Care in X-linked
Hypophosphatemia in Serbia and beyond

15.30 - 16:30 Session 8. Empowering Rare Disease Communities: Al and
Digital Tools for Learning and Information
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