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HAVE A GREAT JOURNEY

The main goal of this issued newsletter isto get a better understanding of how our approach to the world of healthcare services in the era of the Internet will change in the future. This
is a journey into the main innovations brought about by eHealth. Technological innovations, and closer and more and more frequent relationships between the Internet and the healthcare world leads everyday physicians, health practitioners, IT people and governance people to make choices and take actions that are meaningfully in favor of communication and
sharing of data with professionals and citizens and also among professionals and citizens. Well, that is why in the most important EU countries, personal health records and eHealth
networks have been created. Even though there are still some criticalities, for instance we can think about the delays in the implementation of the Italian Digital Agenda on the FSE but
also on the big data on health, without forgetting the complex problems brought about by the legislation on confidentiality, while in spite of that progress is self-evident. The Bologna
workshop will identify the best practices to overcome these problems, but it is also going to be a very important opportunity to consolidate a European network oneHealth and also, in
Bologna, people will try to extend it to other countries and experiences and main goal is to try to strengthen the cooperation between and among experts, researches and players of
this world in order to support an even more rapid change.

A TU PER TU
Claudio Borghi

Department of Medical and Surgical Sciences, University of Bologna

Professor Borghi, which role will technology
play in future medicine, and are we going in
the individual medicine direction?
Well, what is good a patient is not necessarily
good for other patients. Personalized medicine
means to try to understand on the basis of the
specific features of the patient which are the
therapies and the drugs that are likely to be the
most eff ective for that patient. This process has
already been launched but it is not yet very
common. Well, as to the future, probably we will
be able to use additional information on the
genetic situation of the patient, and thanks to this
information we will be able to better identify the
relationship between the most effective therapy
with most suitable therapies.
Paper or technology, what do physician
really want?
Well, this is not an easy question. Technology is

certainly a wish for the future. Well, today, from a
legal and medical point of view, it is diffi
cult to
totally abandon paper, on the contrary from a
healthcare point of view, technology is certainly
successful. Paper will be replaced and this is going
to go hand in hand with a natural and inevitable
turnover of the medical category. We are going to
retrace partial stories and we are going towards
individual medicine, so this is the perfect mix, so
this is the perfect combination, so this is the
perfect match.
And what about the patients?
I think this idea is absolutely appealing, I mean
the idea of being able to bring anywhere with you
in the world your own clinical story, being able to
update it in real-time, it is absolutely interesting.
However, we should not underestimate the generational aspects, and, as a consequence, somesort
of reluctancy about using these new tools. But
technology is our goal, we need to get there.

Well, the sentence:“I’m sorry doctor, I’m not able to
find the medical report anymore”. How many times
have we heard this sentence? Well now, with the
file, everything is going to be much easier.
Time, space and cost: can the FSE really transform medicine into a 3-D entity?
Yes. Of course, functions, especially historic archiving functions on the previously made choices, will
have to remain the same, and also thanks to the
FSE it will be easier to make quick choices so that
we will be able to save more resources and certainly all these features make the FSE an absolutely
necessary and unavoidable tool of modern medicine, a 3-D one. Moreover, the use of the FSE protects
us from some mistakes and it also provides more
stability in order to better retrace the clinical story
of both outpatient and hospitalized patients. FSE is
the idea container of personalized medicine.
giulia angeli

pag. 1

May - June 2016

SPEAKERS
Mauro Moruzzi
Scientific Director of
CUP 2000
European health in the
Internet era will shift
from high communication to low bureaucracy,
but in order to make this change happen
we need first of all to really have online
service networks available; secondly we
need citizens and professionals to quick
join these services, moreover because
these new services largely improve the
traditional ones. Just one example: the
booking unit implemented in Bologna
at the beginning of the 90s. Thirdly, we
need user-friendly tools and also well
functioning technology with no obstacles or constraints. Fourth, we need a
citizen-centered architecture and not a
bureaucratic-centered architecture. Fifth,
projects need to be implemented in a
short time and trying to make the most
of resources. Sixth, health Big Data need
to be used in real time in order to adapt
the service offer.
Citizens are used to exchange data,
through Whatsupp for instance, they
exchange a lot of images; it would be
useless and even harmful to lead them
to use heavily bureaucratic systems; we
should use the systems and the tools
that already available on the market, in
order to exchange health information
and health data.The dematerialization
of medical prescriptions need to offer
added value to citizens, we also need to
have more and more automatic access
to service delivery, such as the automatic
CUP that was proposed by CUP 2000.
Citizens need to be able to automatically
exchange data and information with the
health care system.
Alessandro Amoroso
Department of Informatics - Science and Engineering, Universty of Bologna
The Personal Health
Record could become
for citizens a source of single access
point to public healthcare, but in order
to do so the personal health record
needs to be understood and used by

citizens. Currently, only a little part of
the population uses the personal health
record, and this raises several questions.
From an IT point of view, we think that
there are at least two problems and
needs to be overcome; on the one hand,
the level of dissemination of the personal health record; and on the other hand
its user-friendliness. First of all we need
an user-friendly interface; an interface
that can be easily used and that can
be easily accessed. For the time being,
the interface has some limitations, but
I will focus only on the most evident
constraints. Secondly, we think that, as
far as the architecture of the system is
concerned, we need a new innovative
and modern approach, much newer and
more modern than the current one, and
we think specifically that this is the most
important aspect. We certainly need to
work on these aspects in order to make
a real change, and in particular, we need
to introduce functional and innovative
features, otherwise we will not achieve
the goals that we have set.
Ole Hanseth
Department of Informatics, University of Oslo
The concept of generativity relates to the
tension between, I’d
say, architecture and IT
governance in the healthcare context.
In particular, there are two architecture
paradigms, the electronic data exchange
and the communication system centric architecture, that are going to be
compared in order to define the best
strategy.
Niccolò Tempini
University of Exeter
EGENIS
The analysis of data
coming from selfassessing tests implies
the creation of values,
the setting of values for all the involved parties, however, there are several
goals, and sometimes these goals are
different. Patients feel the need to be

involved, but patients are very different
from each other. The collection of data
in advance doesn’t accurately define
the context for their reuse; that is why,
then, their processing becomes difficult.
The goal of complete and open reuse of
data sources can be affected by some
constant elements applied to economic
models and ethical interest.
Derrick de Kerckhove
Scientific Committee of
Media Duemila
Nanotechnologies,
the Internet of Things
and all the digital tools
archive billions of data every second.
Social media (Twitter, Facebook, the
website Tudiabetes.org, blogs, and so
forth) constantly create a phenomenal
quantity of opinions and relationships.
Such information is needed to follow
patients’ experiences within hospitals, to
facilitate payments, to inform pharmacies on possible negative effects of some
medicines, and to favor discussions
on well being. Traditional data are still
useful, but they evolve slowly. On the
contrary, the formats of non-traditional
data always change and multiply. New
services and innovations are available
through new sensors. The innovation of
archives and the correlation between
new types of data is always ongoing.
The true challenge is to identify what is
needed, and then, to manage these data
for visualization and analysis.
Paolo Spagnoletti
IT Systems and Organizations, Department of
Business and Management, LUISS University
We need to think about
the economic democratic and ethical
sustainability of existing models, in particular the existing models of the internet
giants. Data exchanged within eHealth
networks, combined with behavioral
profiles and genetic profiles of users and
patients, represent financial assets of a
cooperative databank. The possibility
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to duplicate process and make available data on specific products on digital
platforms, in order to generate value,
also to the advantage of online service
users, leads us to a specific attention that
needs to be devoted to cooperatives as
the perfect governance model which
is the most suitable when it comes to
sharing economy.
Andrea Resca
LUISS University
Bureaucratic
organizational models
are not the best ones to
manage companies that
have to
face unstable markets or that undergo
rapidtechnologicinnovation. If we consider the creation of the first CUP unit, the
first booking unit in Bologna, at the end
of the 80s, beginning of the 90s, well,
we see that the meta-organizational
platform concept seems to be the best
one to face this kind of markets. It is
absolutely paramount to adopt a microstrategy approach.
Marguun Aanestad
Institute for Informatics,
University of Oslo
The talk will discuss
various implementation
strategies for e-health.
It will argue that different strategic
approaches come with different demands to mobilization and coordination of
resources and stakeholders. The talk
will draw on examples from e-health
projects in Norway and Denmark to
illustrate various aspects of the potentials, risks and challenges of the different
strategies.
Giusella Finocchiaro
Department of Legal
Studies, University of
Bologna
Data management and
data confidentiality
protection guarantees
constraints and opportunities. The most
recent legislation in this field seems to
have developed around two main oppo-

sed ideas. On the one hand we have the
digitalization process that certainly has
a great potential in terms of information
exchange, information sharing, but on
the other hand itunderscores the need to
protect personal data, because sharing
seems to be a jeopardizingelement for
data protection. So need to really doublecheck if these two elements are opposed
to each other, and if yes, how we can
make them match, in particular respecting the fundamental rights of people
to health, personal data protection, and
confidentiality.
Clara Fresca Fantoni
President AssinterItalia
In Italy, digital healthcare has a value of 110
million euros, but yes,
if we will not be able to
guarantee a good shift
towards the digital world, not only we’ll
risk to not achieve the goal set in digital
agendas at both national and European
level, but also we risk to jeopardize our
good healthcare welfare. I’m certain
that this international meeting will give
us new food for thoughts in order to
re-launch the development of the digital
healthcare agenda, in particular by developing a real electronic healthcare file of
European citizens.
Paul Drews
IT Systems, Institute for
Electronic company
processes, University of
Luneburg
More than 10 years ago,
the German government decided to launch one of the
most important national IT projects. The
main goal of that project was to create
an healthcare telematic infrastructure at
national level, a multi-purpose one, that
should have been associated to the use
of a electronic healthcare card as key
tool to access data in a safe way.

Anna Darchini
General Manager of
CUP 2000
The original development ICT-plan,
covering the period
2016-2018, defined the
Personal Health Record as a reference
tool for information recording for
professionals. This means that Personal
Health Records are just at the very
beginning of their implementation
process, because the data model
beyond the documents that have to be
collected will have to evolve; at the
same time, the consultation and
information-generation platforms will
also evolve,and always for treatment,
planning and research purposes. The
problems relating to the law on the
protection and confidential data and
information will certainly be overcome
when these developmentprocess will be
better defined. The low level of use of
the Personal Health Record needs to be
ca-refully considered in relation to the
level of use of the Internet in our
country, and also in relation to the
specific care needs of our citizens.
Diego Conforti
Department of Health
and Social Solidarity,
Autonomous Province of
Trento
Actions carried out
within the innovation
policy of the healthcare service of the
Autonomous Province of Trento let us
develop an electronic healthcare technological platform called “CartellaClinica
Del Cittadino”, that is, the medical record
of the citizen.
Valentina Lichtner
Faculty of Medicine and Health, University of Leeds
The Leeds Care Record is
a ‘virtual’ health and social
care record shared between all key healthcare providers in the area of Leeds- the hospitals, GP
practices, community clinics and social care
services. It pulls information from several
different systems and makes it accessible as
a “view only” record at the point of care.
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Nina Lundberg
Department of IT learning, management and
ethics, Karolinska
Institutet
In the last 20 years, the
Swedish system underwent an important structure reform.
Sweden has an advanced eHealth
national infrastructure for the healthcare
sector which is based on a national integrated architecture and a national service platform integrating several systems
using the healthcare system. There is a
portal for citizens which was created in
2002 in Stockholm and that was extended at national level, and people had
access to their medical records and also
to other online services, for instance
including visit booking and renewal of
prescriptions and so on.
Miria Grisot
Department of Informatics, Faculty of Math
and Natural Sciences,
University of Oslo
The digitalization process of the Norwegian
health sector started form the creation
of special IT systems for general practitioners and for hospitals. In 2004, a
specific national network was created
for the safe exchange of data in the
health sector. This network gets together
hospitals, general practitioners, nursing
homes and pharmacies. The Norwegian
government is coming to working on
the implementation of a new strategyfor
the digitalization of the health sector,
this strategy is called “one citizen, one
health record”, in order to make health
data more and more updated and to
make them accessible both to patients
and healthcare practitioners during the
healing and the treatment processes.

Joan Rodón Mòdol
Department of Operations, Innovation and
Science of Data,
Università Ramon Llull
ESADE
The Electronic Health
Record was introduced in Catalonia on
the basis of a eHealth original plan. In
the beginning it had limited functions,
but then it was further developed in order to improve content and to reach out
to a greater number of citizens. Among
the tested experiences, there is also an
e-Consultation service, through which
citizens can get in touch with physicians
and nurses in order to get answers on
their Electronic Health Record.

a comparative analysis to the definition
of common proposals, getting together
institutions and companies from several
European countries. The final goal is to
launch large European and international
pilot projects, in other words we think
that corporation projects are extremely
fruitful, and we hope that we are going
to launch new interesting projects thanks to this conference.

Fosco Foglietta
President of CUP 2000
This workshop is both an
achievement and a starting point at the same
time. The topics that
are going to be dealt
with during these two days result from a
multi-annual commitment by CUP 2000
as far as the evolution of the Personal Health Record of the citizens of the EmiliaRomagna Region is concerned. This topic
is shared with other European countries,
from Norway to Germany, from the UK
to Spain, that is why we can exchange
views and ideas on cross-cutting topics such as the accessibility of Personal
Health Record by citizens and healthcare
professionals, as well as on the use of
this tool to change the organizational
systems, as well as on problems relating
to the appearance of Big Data. Moreover,
during the workshop we’ll also going to
analyze and identify common elements
in order to improve our systems. During
the second day, we will focus particularly on the future, trying to shift from
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Programme
JUNE 6TH, MORNING 9AM - 1PM
Welcome by the authorities
Antonino Rotolo, Prorector, Alma Mater Studiorum - University of Bologna
Sergio Venturi, Assessor for Healthcare Policies, Emilia-Romagna Region
Franco Mastragostino, Director SP.I.SA Alma Mater Studiorum University of Bologna
Introduction
Mauro Moruzzi, President, CUP 2000 Scientific Committee
Chairman: Claudio Borghi, University of Bologna
Presentations
e-Service and technological innovation: the critical relation between architecture and use
Alessandro Amoroso, University of Bologna
Ole Hanseth, University of Oslo
Sharing and Governance in the utilization of Big Data generated by e-Health networks
Niccolò Tempini, University of Exeter, EGENIS
Derrick De Kerckhove, Media Duemila ScientificC ommittee
Paolo Spagnoletti, LUISS University
Strategic planning, role of stakeholders, and use of resources in e-Health projects
Andrea Resca, LUISS University
Margunn Aanestad, University of Oslo
Privacy and data use: challenges, constraints and opportunities
Giusella Finocchiaro, University of Bologna
JUNE 6TH, AFTERNOON 2.30 - 6.00PM
Chairman: Clara Fresca Fantoni, President AssinterItalia
Roundtable: presentation of national experiences
Austria: Wolfgang Zemlyak, Christian Gruber Bundesrechenzentrum – BRZ
Germany: Paul Drews - Lüneburg University
Italy - Emilia-Romagna: Anna Darchini - CUP 2000
Italy – Autonomous Province of Trento: Diego Conforti - Department of Health and Social Solidarity
United Kingdom - England: Valentina Lichtner - University of Leeds
Scandinavia - Sweden: Nina Lundberg - CLINTEC, Karolinska Institutet - Norway: Miria Grisot - University of Oslo
Spain - Catalonia: Joan Ródon Mòdol - ESADE, Universitat Ramon Llull
JUNE 7TH, MORNING 9AM - 1PM
Chairman: Fosco Foglietta, President of CUP 2000 and Margunn Aanestad, University of Oslo
eHealth best practice in Europe:
Action for the future
Creation of an European network
European planning capability within Horizon 2020
Debate and conclusions
With the patronage of

pag. 5

Maggio - Giugno 2016

SEE YOU SOON!

Bologna, June 6th - 7th 2016
INTERNATIONAL WORKSHOP
Università SPISA - via Belmeloro, 10
Segreteria Organizzativa - CUP 2000 S.p.A.
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