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Sharing research data represents the new challenge of the scientific communi-
ties in order to facilitate communications among researchers, the dissemination
of the scientific ideas and products, the refinement of patient selection for ran-
domized clinical trials, and also to standardize clinical care procedures. The car-
diac registries are extensively adopted and oriented both to one specific cardiac
disorder and to overall cardiac disease. In 1982 the CNR Institute of Clinical
Physiology implemented an institutional database to store the most important
clinical and instrumental data obtained during patient hospitalization. Thanks to
the large amount of data many scientific datasets were published on prognosis,
epidemiology and health care procedures. Finally, research data sharing also
provide the opportunity to approach cardiac research studies in an integrated,
multidisciplinary and systematic framework.
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In the last decades, the opening of the scientific
communities toward the non-scientific circles
represents a challenge. This results from several
needs and opportunities: 1) to facilitate communi-
cation among researchers on the basis of a uni-
form framework of scientific data which is seman-
tically and syntactically interchangeable across
computer networks; 2) to facilitate dissemination
of the scientific ideas, products and by-products to
different potential stakeholders, i.e. clinicians,
scientific communities, health providers, pharma-
cological and bio-techno industries; 3) to facilitate
the refinement of patient selection in order to
maximize outcomes with current and new device
options; 4) to standardize clinical care procedures.

The roads to solving this challenge are the open
access journal and research data sharing. With
regard to the open access journal John Willinsky
writes: “Wide circulation adds value to published
work; it is a significant aspect of its claim to be
knowledge. The right to know and the right to be
known are inextricably mixed. Open access can
benefit both a researcher-author working at the
best-equipped lab at a leading research university
and a teacher struggling to find resources in an
impoverished high school.”* This was proved by
the fact that freely available online science
proceedings garnered more than three times the
average number of citations received by print.
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Concerning data sharing, the implementation
of clinical and research registries is the basis of
evidence-based medicine. The cardiac registries
are extensively adopted and oriented both to one
specific cardiac disorder and to overall cardiac
diseases. The Registry on Cardiac Rhythm Disor-
ders Assessing the Control of Atrial Fibrillation
(RECORDAF) and the Global Registry of Acute Cor-
onary Events (GRACE) are examples of cardiac
disease dedicated registries, whereas The National
Cardiovascular Research Infrastructure (NCRI)
project was initiated with the major objective of
creating a model framework for standard data
exchange in clinical research, clinical registry, and
patient care environments.*® The studies derived
from well-designed and well-conducted medical
device registries provide a real-world view of clini-
cal practice, patient outcomes, safety, compara-
tive effectiveness and cost effectiveness and may
strengthen a number of evidence.

In this context, in 1982 the CNR Institute of
Clinical Physiology implemented an institutional
database, called IMAGE, to store the most im-
portant clinical and instrumental data obtained
during hospitalization of patients affected by car-
diovascular disease, mainly heart failure and cor-
onary artery disease. These data include anam-
nestic information, biohumoral data and instru-
mental data from different laboratories (ergome-
try, echocardiographic, nuclear medicine and he-
modynamic labs) subsequently enriched with fol-
low up data collected once per year for at least
ten years. This has provided a large amount of
data essential 1) to obtain clinical data integration
useful for playback consultation for health care or
research purposes; 2) to obtain epidemiological
information on diseases; 3) to follow the different
impact of therapeutic procedures on prognosis.
Many scientific papers were published in im-
portant peer-reviewed journals on the feasibility,
safety, diagnostic accuracy and prognostic power
of stress echocardiography, the prognostic value
of different biohumoral parameters in patients
with coronary artery disease and heart failure,
the prognostic effect of abnormal thyroid metab-
olism in patients with cardiac disease, in particular
with ischemic and non-ischemic heart failure.®®
This last argument, the thyroid-heart relationship,
points out also the importance of the multidisci-
plinary and systemic approach to cardiac diseases.
This is fundamental in the light of the evidence
that the heart is a part of the amazing integrated
system, that is the human body, and it cannot be
considered an island but a fully integrated ele-
ment of this system. As a matter of fact, heart
failure can be considered a systemic disease that
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starts as an organ (cardiac) disease and progresses
to a systemic disease involving other organs (kid-
ney, brain, muscle, liver) and endocrine systems.

Therefore, sharing data among researchers
with different expertise means also to approach
disease studies in an integrated, multidisciplinary
and systemic framework which is a new and intri-
guing road to scientific knowledge.
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