Rare Disease in SEE meeting, Skopje, Macedonia
(EAP, UEMS Section of Paediatrics)



Friday, Saturday, November 16, 2013
FRIDAY, NOVEMBER 15
20.00-

Get together, Hotel Kontinental Skopje
SATURDAY, NOVEMBER 16
09.00-12.00

Plenary session
Rare Diseases in SEE
Moderators: Vladimir Serafimoski, Zvi Laron, Zoran Gucev, Nadica Pop-Jordanova
09.00–09.30
Welcome and opening. 

Nikola Todorov, Minister of Health, Macedonia

Vlado Kambovski, President MASA
Momir Polenakovic, Director Research Center for Genetic Engineering and Biotechnology "G.D.Efremov"
09.30–10.00
Zvi Laron (Tel Aviv, Israel) 
“Patients with Laron syndrome are protected from cancer”
10.00–10.30
John Chaplin (Goteborg, Sweden): 
“Psychosocial and cognitive effects of growth hormone treatment”
10.30-10.50
Nada Pop-Jordanova (Skopje, Macedonia)

"Some psychological specifics in children and adolescents with chronic illnesses"
10.50.11.10
Liljana Saranac (Nis, Serbia)
Growth hormone deficiency in some rare diseases
11.10-11.30
Zoran Gucev, Velibor Tasic, Macedonia


Rare diseases, new molecular insights gained
11.30-11.50
M. Hunter and M. Gaucher – stories from parents and patients
Baba Slavica Stojanovska, Vesna Stojmenska, Macedonia
11.50-12.20
Hans-Joachim Seitz (Hamburg, Germany) 
“Thyroid Hormone Resistance – Molecular Basis, Clinical Picture”
12.20-12.40
Discussion
12.40-14.00
Lunch Break


Genetics&Varia


Moderators: Ilija Filipce, Velibor Tasic, Katrin Kollman 
14.00-14.30
Vukasin Andric (Zagreb, Croatia)
Enzyme Replacement Treatment (ERT) in Gaucher disease
14.30-15.00
Katrin Kollmann  (Hamburg, Germany) 
"The lysosomal storage disorder mucolipidosis type II - Pathomechanisms and therapeutic strategies".
15.00-15-20
Velibor Tasic (Skopje, Macedonia)
CAKUT
15.20-15.40
Dijana Plasevska Karanfiska
Thalassemia intermedia
15.40-16-00
Aco Kostovski (Skopje, Macedonia)
Metabolic liver disease: a diagnostic and treatment challenge -experience from Gastroenterohepatology Department.
16.1-16.30 Discussion
16.30-17.00
Momir Polenakovic (Skopje, Macedonia)
Conclusions and Take home message
1

