ON THE INITIATIVE OF SENATOR
SALVATORE POGLIESE

C(ONFERENCE

RSDAY, SEPTEMBER 26TH, 9:30 AM

The conference proceedings will be streamed live at https://webtv.senato.it
and on the Italian Senate's YouTube channel https://www.youtube.com/user/Senatoltaliano




09:00 / 09:30 REGISTRATION
09:30/09:55 INSTITUTIONAL GREETINGS:

Sen. SALVATORE POGLIESE
HON. MARCELLO GEMMATO
Dr. VINCENZO DE ANGELIS
Prof. ORIGA RAFFAELLA

Mr. VINDIGNI RAFFAELE

10:00/ 10:05 PRESENTATION OF THE BOOK "SICKLE CELL
BLOOD":

Dr. Giovan Battista Ruffo. Full-time Medical Director (and from
1/2/2013 Acting Director) at the Hematology with Thalassemia Unit
(former 7th Pediatrics) of the A.R.N.A.S. Ospedale Civico di Palermo

1st SESSION 10:00/ 11:00 LET'S TALK ABOUT SICKLE CELL
DISEASE:

Moderator: Prof. Maria Domenica Cappellini, Prof. Aurelio
Maggio

A. Sickle Cell Disease in Italy

Dr. Rosellina Rosso

Dr. Donatella Venturelli

Dr. Irene Motta

B. Sickle Cell Disease in the World

Dr. Ouedrago Paul. Burkina Faso (Online)
Dr. Jeffrey Glassberg M.D.M.A*

Dr. Tito Schillaci. Uganda

2nd SESSION 11:00 / 12:30 "SOLUTIONS FOR PREVENTION AND
THE ROLE OF DIFFERENT SCIENTIFIC SOCIETIES":
Moderators: Prof. Maria Domenica Cappellini; Mr. Raffaele Vindigni

PREVENTION: Dr. Antonio Amato
SCIENTIFIC SOCIETIES:

Prof. Raffaella Origa
Prof. Vito Trojano

Dr. Annamaria Staiano
Dr. Walter Marroco

Dr. Fabio De laco

Dr. Arcangelo Prete
Dr. Fabrizio Patera

3rd SESSION 12:30 / 13:00 THE IMPORTANCE OF NETWORKING
IN SICKLE CELL DISEASE:
Moderators: Dr. Gianluca Forni / Mr. Vindigni Raffaele

Prof. Aurelio Maggio, Sicilian Regional Network

Dr. Filomena Longo, Emilia Romagna Regional Network

Prof. Aurelio Maggio and Dr. Filomena Longo, Importance of the
National Network

3rd SESSION 13:00/ 13:30 NEW HORIZONS FOR SICKLE CELL
DISEASE:
Moderators: Prof. Raffaelle Origa — Dr. Giovan Battista Ruffo

INNOVATIVE DRUGS: Prof. L. De Franceschi
GENE THERAPY: Prof. F. Locatelli

*PENDING CONFIRMATION

13:30/14:30 LUNCH

4th SESSION 15:00 / 16:30 SICKLE CELL DISEASE IN
THE WORLD, THE VOICE OF THE FEDERATIONS:
Moderators: Prof. Maria Domenica Cappellini; Dr.
Talatou Clementine Pacmogda, Mr. Marco Bianchi, Prof.
Aurelio Maggio

Dr. Lora Ruth Wogu *
Mr. Giorgio Pio Vindigni
Mr. Kosta Costantino
Ms. Pelagie

Mr. Gandolfo Gianfranco
Mr. Antonio Arenas *

Mr. Decio Temporario *
Mr. Chris Sotirelis

4th SESSION 16:30/ 17:30 BLOOD DONOR
ASSOCIATIONS AND FUTURE PROJECTS IN SICKLE
CELL DISEASE

Moderators: Dr. Vincenzo De Angelis; Dr. Alfonso
Cannella :

B. BLOOD DONOR ASSOCIATIONS:
Dr.Vincenzo Manzo

Dr. Gianpietro Briola

Lawyer Giovanni Musso
Dr. Paolo Monorchio .
A. PROJECTS IN SICKLE CELL |
ForAnemia FOUNDATION
Dr. Gianluca Forni

Prof. Maria Domenica Cappel
Prof. Origa Raffaella '
Prof. Locatelli Franco
Dr. Amato Antonio

Mr. Vindigni Raffaele



Sen. Salvatore Pogliese

Hon. Marcello Gemmato, Undersecretary of State for Health

Dr. Vincenzo De Angelis, President of the CNS (National Blood Centre)
Mr. Raffaele Vindigni, Vice-President of UNITED ETS

Dr. Giovan Battista Ruffo, Full-time Medical Director (and from 1/2/2013 Acting Director) at the Hematology with
Thalassemia Unit (former 7th Pediatrics) of the A.R.N.A.S. Ospedale Civico di Palermo

Dr. Rosamaria Rosso, Head of the Department of Thalassemia and Hemoglobinopathies, Policlinico di Catania

Dr. Donatella Venturelli, Senior Physician with a simple professional assignment "Surveillance and Prophylaxis of
Hemolytic Disease of the Newborn and perinatal diagnosis of Congenital Hemoglobinopathies in the Province of
Modena"

Dr. Irene Motta, Medical Director, Fondazione Ca' Granda IRCCS Ospedale Maggiore Policlinico di Milano

Dr. Ouedraogo Paul, Clinician, Burkina Faso

Dr. Jeffrey Glassberg M.D.M.A, Professor, Icahn School of Medicine at Mount Sinai, Director of the Mount Sinai Center for
Sickle Cell Disease, hostess of A-Tono “The world in your hand”ETS

Dr. Annuziato Tito Schillaci, Clinical Volunteer, Uganda Hospital

Dr. Antonio Amato, Medical Director, Poliambulatorio "ALMA VITA" - Microcitemico Centre Rome

Prof. Raffaella Origa, President of SITE (Italian Society of Thalassaemia and Haemoglobinopathies)

Prof. Vito Trojano, President of SIGO (Italian Federation of Gynecology and Obstetrics)

Dr. Parazzi Giovanni, socio SIP

Dr. Walter Marroco, Scientific Director of FIMMG (Italian Federation of General Practitioners)

Dr. Fabio De laco, President of SIMEU (Italian Society of Emergency Medicine)

Dr. Arcangelo Prete, President of AIEOP (ltalian Association of Pediatric Hematology Oncology)

Dr. Fabrizio Patera, CPS Day Hospital Unit of Thalassemia and Haemoglobinopathies - A.O.U Arcispedale "Sant'Anna"
Ferrara

Prof. Aurelio Maggio, Director of the Hematology and Rare Blood and Hematopoietic Organ Diseases Unit - A.O.O.R
"Villa Sofia-Cervello" Palermo

Dr. Filomena Longo, Director of the "Day Hospital of Thalassemia and Haemoglobinopathies" Unit, University Hospital
of Ferrara

Prof. Lucia De Franceschi, Department of Medicine - A.O.U.l "Ospedale Borgo Roma" - Verona

Prof. Franco Locatelli, Director of the Department of Onco-Hematology and Cellular and Gene Therapy, IRCCS Bambino
Gesu Children's Hospital, Rome and President of the High Council of Health

Dr. Lora Ruth Wogu, President of the European Sickle Cell Disease Federation (ESCF)

Mr. Kostas Tsourlis, Vice President of SAM and Member of the Advisory Committee of Tha.V.U.

Mr. Antonio Arena, President of ASAFE (Spanish Association of Sickle Cell Disease)

Mr. Chris Sotirelis, English Patient

Mr. Decio Temporario, Member of the Board of Directors of the APPDH Association, Portugal

Prof. Gandolfo Gianfranco, Vice-President of the Free Association against Thalassemia - Catania

Ms. Pelagie, Member of ALT FERRARA

Mr. Giorgio Vindigni, Member of FASTED RAGUSA

Dr. Gianpietro Briola, President of AVIS

Dr. Vincenzo Manzo, President of FRATES

Lawyer Giovanni Musso, President of FIDAS

Dr. Paolo Monorchio, Italian Red Cross

Dr. Gianluca Forni, President of the ForAnemia Foundation

Prof. Maria Domenica Cappellini, Director of the General Medicine Unit, Fondazione IRCCS Ca' Granda Ospedale
Maggiore Policlinico Milano

Dr. Talatou Clementine Pacmogda, President of the Association of Thalassemic and Sickle Cell Patients of Verona
Mr. Marco Bianchi, Past President of UNITED

SCIENTIFIC COMMITTEE

Prof. Maria Domenica Cappellini, Director of the General Medicine Unit, Fondazione IRCCS Ca' Granda Ospedale
Maggiore Policlinico Milano

Prof. Raffaella Origa, President of SITE (Italian Society of Thalassaemia and Haemoglobinopathies)

Prof. Franco Locatelli, Director of the Department of Onco-Hematology and Cellular and Gene Therapy, IRCCS Bambino
Gesu Children's Hospital, Rome and President of the High Council of Health

Dr. Antonio Amato, Medical Director, Poliambulatorio "ALMA VITA" - Microcitemico Centre Rome

Mr. Raffaele Vindigni, Vice-President of UNITED ETS



“THE OPINIONS AND CONTENT PRESENTED IN THIS INITIATIVE ARE SOLELY THOSE OF THE PROPONENTS AND SPEAKERS
AND DO NOT NECESSARILY REPRESENT THE VIEWS OF THE SENATE OF THE REPUBLIC OR ANY OF ITS ORGANS"
"ACCESS TO THE HALL - WITH APPROPRIATE ATTIRE AND, FOR GENTLEMEN, A JACKET AND TIE ARE REQUIRED -

IS PERMITTED UNTIL MAXIMUM CAPACITY IS REACHED."

"JOURNALISTS MUST REGISTER BY EMAILING: SEGRETERIA@UNITEDONLUS.ORG"

IN COLLABORAZIONE CON

Federazione Nazionale delle Associazioni

FRUNITED

Thalassemls » Drepanccitosl & Anemie Rare

UNITED ET.S.




