
C O N F E R E N C E  P R O G R A M M E  

THURSDAY, SEPTEMBER 3

09:00 - 10:00 OPENING CEREMONY

11.00 - 11.15 COMFORT BREAK

REGIONAL CONFERENCE ON 
RARE DISEASES (3-4 September 2026)

12.30 - 14.00

WHO CARES FOR THE ADVOCATES? MENTAL HEALTH AND
SUSTAINABLE LEADERSHIP IN RARE DISEASE ORGANISATIONS

Danica Vučić, menadžerka Linije pomoći, NORBS
Vesna Aleksovska, Patient advocate, Systemic NLP coach
 Ida Mirković Knaus, Patient advocate; Associate, Rare Diseases
Croatia; RDI Youth Leader
Gregor Cuzak, ZOPS - Zveza organizacij pacientov Slovenije &
CTGCT - Centre for the technologies of gene and cell therapy

Venue: Hotel Mona Plaza
Address: Cara Uroša 62-64, Belgrade, Serbia

10:00 - 11:00

11.15 - 12.30

LUNCH BREAK

NORBS POLICY FORUM 2026: WHAT IS NEXT FOR RARE
DISEASES IN SERBIA

Vladan Žikić, president, NORBS
Prof. dr Ivana Novaković, RFZO Commission for Rare
Diseases
Prof. dr Goran Čuturilo, Republic Expert Commission on
Rare Diseases, Ministry of Health / Geneticist, University
Children Hospital
Ministry of Health (tbc)
Željko Popadić, MD, Republic Health Insurance Fund
(RFZO)
 Prof. dr Verica Jovanović, director, Insitute of Public
Health



LIVING WITH EPIDERMOLYSIS BULLOSA: CHALLENGES, CARE
AND QUALITY OF LIFE

Snežana Janošević, DEBRA Serbia
Mirza Kahriman, DEBRA Bosnia&Herzegovina
Mateja Krznar, DEBRA Croatia
Maria Georgieva, EB DEBRA Bulgaria
Ljiljana Skakić, Alliance for Rare Diseases of Bosnia &
Herzegovina
Tamara Đukić, EB Patient Advocate, Montenegro
Jovan Lalošević, MD, PhD, Dermatovenereology specialist
at Clinic of Dermatology and venereology, University
Clinical Center of Serbia

14:00 - 15:00

THURSDAY, SEPTEMBER 3

LIVING WITH PULMONARY HYPERTENSION: FROM
DIAGNOSIS TO BETTER QUALITY OF LIFE

Danijela Pešić, president, PH Serbia
Ivan Stanković, MD, PhD, Head, Dpt of Cardiology,
Clinical Hospital Centre Zemun, Assistant Professor,
Faculty of Medicine, University of Belgrade
Slađana Radosavljević, MD, PhD, Internal Medicine
Specialist, Institute for Pulmonary diseases of Vojvodina
Ivana Veljić, MD, PhD, Clinical Assistant, Faculty of
Medicine, University of Belgrade / Internal Medicine
Specialist, Clinic for Cardiology, UCCS
Republic health insurance fund (tbc)

15.00 - 16.00

Parallel workshops

From patient voice to scientific focus
Mental health of patient advocates

16:15 - 18.00



THURSDAY, SEPTEMBER 12
FRIDAY. SEPTEMBER 4

10.00 - 11.30 LIVING BEYOND DIAGNOSIS: A HOLISTIC APPROACH TO
SUPPORTING FAMILIES

Vesna Vujičić, patient advocate and founder of "22q ex
Yu"
Linda Campbell, BSc (Hons), M.Clin.Psych, PhD, Director,
22qMinded, Clinical Associate Professor, University of
Newcastle
Ivana Milisav, defectologist
Representative, Ministry of Social Affairs (tbc)
Tatjana Prijilć, Associate, Commissioner for the
Protection of Equality 

12.00 - 13.30 CURRENT APPROACHES AND CHALLENGES IN DIAGNOSING
UNDIAGNOSED RARE DISEASES (BRIDGING-RD)

Maja Stojiljković, PhD,  Institute of Molecular Genetics and
Genetic Engineering, University of Belgrade, Belgrade, Serbia
Prof. dr Maja Djordjevic Milosevic, Institute for Mother and Child
Healthcare of Serbia “Dr Vukan Cupic”; Faculty of Medicine,
University of Belgrade, Belgrade, Serbia
Kristel Klaassen Ljubicic,  PhD, Institute of Molecular Genetics
and Genetic Engineering, University of Belgrade, Belgrade,
Serbia
Ugur Ozbek, PhD, Izmir Biomedicine and Genome Center, Izmir,
Türkiye
Angelica Maria Delgado-Vega, PhD, Department of Clinical
Genetics and Genomics, Karolinska University Hospital;
Department of Molecular Medicine and Surgery, Karolinska
Institute, Stockholm, Sweden

11:30 - 12:00 COMFORT BREAK

13.30 - 14.30 LUNCH BREAK



THURSDAY, SEPTEMBER 12
FRIDAY. SEPTEMBER 4

14.30 - 15.30 ACCESS TO DIAGNOSIS AND CARE IN X-LINKED
HYPOPHOSPATEMIA IN SERBIA AND BEYOND

Marija Milovanović, president, PODUFAH
Dr Breanna Winger, Consultant Children’s Orthopaedic
Surgeon, Sunderland Royal Hospital
Prof. dr Marko Stojanović, Endocrinologist, Clinic for
Endocrinology, Diabetes and Metabolic Diseases,
University Clinical Center of Serbia

15.30 - 16.30 EMPOWERING RARE DISEASE COMMUNITIES: AI AND DIGITAL
TOOLS FOR LEARNING AND INFORMATION 

Biljana Jovanović, president, Gaucher Disease Association Serbia
Sara Bojanić, Europa Donna Serbia – Serbian Breast Cancer
Forum
Ass. dr Aleksandar Stevanović, social medicine specialist,
Institute of Social Medicine, Faculty of Medicine, University of
Belgrade
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