Bringing together all the clinical, genomic and person-generated data on all new cases of multiple sclerosis
in our country for the personalisation of treatments and care. Assigning each person with MS an identifying
barcode. These are the purposes of the BARCODING MS project, which is born during the last annual congress
of the Italian Multiple Sclerosis Foundation (FISM). Thanks to this project all the data are integrated to
generate a sort of multidimensional identikit of each person with MS, a profile able to increase the knowledge
on the causes, progression and treatments of this neurodegenerative pathology. BARCODING MS already
stems from a solid experience of good practice in data acquisition related to the person with MS in different
areas of expertise. The Italian Multiple Sclerosis Society (AISM) together with its Foundation (FISM) have in
fact promoted and funded the development of registers and databases studying different aspects of the
disease, both through the efforts of MS centres and researchers and the data generated by the patients’
involvement. These initiatives are the Italian Multiple Sclerosis and Related Diseases Registry, the Italian
Network of Neurolmaging - INNI, the PROgnostic GEnetic factors in Multiple Sclerosis (PROGEMUS), the
Sardinian Genomic Data Base (ProgeNIA), and the Patient-Reported Outcome Measures for MS (PROMOPRO-
MS). More recently, with the MuSC-19 platform, the activity of FISM researchers has focused on collecting
data related to the profile of affected patients and the safety of immunosuppressive drugs against SARS-CoV-
2 infection. The ambition of today is to go further and ensure that, starting from 2024, people who receive a
diagnosis of multiple sclerosis in Italy will be followed up with an integrated data collection system
throughout the national territory. The data of people who received the diagnosis in previous years in a second
phase will then be able to merge into the same data system. All this would not have been possible without
the engagement of people with MS, who are active partners of the research collecting and circulating their
data. This is a recognition to the Italian commitment to the care and assistance of people with MS.

The BARCODING MS project was made possible thanks to:

e Francesco Cucca, Professor of Medical Genetics at the Faculty of Medicine of the University of Sassari
and coordinator of numerous studies such as the Sardinia Project, funded since 2001 by the National
Institute of Health (NIH, USA) and the Institute for Genetic and Biomedical Research (IRGB) of the CNR
which he has directed for 10 years. Francesco Cucca is also Coordinator of the ProgeNIA Consortium.

e Sandra D’Alfonso, Professor of Medical Genetics at the Department of Health Sciences, A. Avogadro
University of Eastern Piedmont and Coordinator of the PROGEMUS Consortium (PROgnostic GEnetic
factors in Multiple Sclerosis).

e Massimo Filippi, Director of the Neurology Unit, Neurophysiology Service and Neurorehabilitation
Unit at the IRCCS San Raffaele Scientific Institute and Professor of Neurology at the Vita-Salute San
Raffaele University in Milan. Coordinator of the INNI database.

e Roberto Furlan, Manager of the Clinical Neuroimmunology Unit and Director of the Institute of
Experimental Neurology (INSpe) at the IRCCS San Raffaele Scientific Institute. Chairperson of the Italian
Neuroimmunology Association (AINI).

e Claudio Gasperini, Director of the Complex Operative Unit of Neurology and Neurophysiotherapy at the
“San Camillo-Forlanini” Hospital in Rome as well as Coordinator of the MS Study Group of the Italian
Society of Neurology (SIN).

e Maurizio Lenzerini, Professor of Computer Engineering, Department of Computer, Control and
Management Engineering at the Sapienza University in Rome. Co-Founder and Chairperson of "OBDA
Systems", a Sapienza Start-up and part of the Almawave Group

e Maurizio Leone, IRCCS Casa Sollievo della Sofferenza Research Hospital, Opera di Padre Pio San
Giovanni Rotondo and Coordinator of the PROGEMUS Consortium.

e Marco Salvetti, Professor of Neurology at the Sapienza University in Rome and Director of Neurology at
the S. Andrea University Hospital in Rome.

e Mariapia Sormani, Professor of Biostatistics at the University of Genova and Coordinator of the MuSC-
19 platform.



Maria Trojano, Full Professor of Neurology at the “Aldo Moro” University Hospital in Bari and
Chairperson of the Scientific Committee of the Italian Multiple Sclerosis and Related Pathologies
Register.
For AISM and FISM:
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President of the Italian MS Society Foundation.
> Giampaolo Brichetto, Coordinator of the Italian MS Society Foundation Research in
Rehabilitation, Medical Director of the Italian MS Society Rehabilitation Centre in Liguria and
President of RIMS.
> Paola Zaratin, Director of Scientific Research of the Italian MS Society Foundation, co-chair of
the Scientific Committee of the Global Patient Reported Outcome for MS Initiative, Coordinator
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