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Session 1

chairs
Paola Binetti member of the italian chamber of deputies

Bruno dallapiccola Scientific director of Bambino Gesù Hospital   

11.00 EU action on rare diseases
michael Huebel

Head of Unit, Health Programme and diseases, dG SaNcO, European commission

11.20 Global initiatives to foster research in rare diseases:
from prevention to treatment 

Paul Lasko
chair of international rare diseases research consortium

11.40 EUrOPLaN: from the council recommendations 
to National Plans to actions

domenica taruscio
director of the National centre for rare diseases, italian National institute of Health

12.00 the italian National Network for rare diseases
maria Elena congiu

ministry of Health

12.20 centres of expertise and regional Networks
Paola Facchin

coordinator of the interregional committee on rare diseases

12.40 a community for rare diseases: an experience 
of participatory quality assessment

Giovanni caracci, micaela cirilli
aGENaS

13.00 - 13.15 discussion

13.15 - 14.15 Break

Session 2

chairs
mirella taranto Head of Press Office, italian National institute of Health
domenica taruscio director of the National centre for rare diseases, 

italian National institute of Health

14.15 Patients and families: unmet needs

Participants renza Barbon Galluppi President of UNiamO Fimr Onlus
Yann Le cam chief Executive Officer, EUrOrdiS

msgr. andrea manto director of the centre for Health Pastoral care

15.00  rare patients, frequent stories: narrative 
and evidence based medicine

amalia Egle Gentile
National centre for rare diseases, italian National institute of Health

15.15 towards a culture of data sharing and best practices 
Luciano Vittozzi

National centre for rare diseases, italian National institute of Health

15.30  discussion

16.00 towards new treatments: 
research, development, access and rehabilitation

research
Giuseppe Novelli rector of tor Vergata University, rome

New frontiers in genetic definition and care of rare diseases
alessandra Ferlini director of the medical Genetics Unit, University of Ferrara

development of orphan drugs 
massimo Scaccabarozzi President of Farminidustria

treatments and rehabilitation 
Eugenio mercuri

director of the child Neuropsychiatry Unit, catholic University, rome

17.00 General discussion

17.30 conclusions

Schedule
10.00 - 11.00 Welcome address 

President of the chamber of deputies Laura Boldrini 
minister of Health Beatrice Lorenzin 

commissioner of the italian National institute of Health Walter ricciardi
General director of the italian medicines agency Luca Pani

President of the Pontifical council for Health Pastoral care msgr. Zygmunt Zimowski

interparliamentary Group 
on rare diseases
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