
I FAIR 

the Sardinian way to support and fund Indipendent clinical studies that want to 

be Findable, Accessible, Interoperable, and Reusable

to Zag

Authors (alphabetical order): E. d’Aloja1, F. Cappai2,, C. G. Carboni2, G. Fotia3 , F. Frexia3, G. Serra2, G. Sotgiu4, P. Uva3, G. Zanetti3,†.

Authors’ affiliations:
1. University of Cagliari, Department of Medical Sciences and Public Health, Cagliari, Italy; 
2. Sardegna Ricerche, Biomedical Research Support Unit, Cagliari, Italy;
3. CRS4, Center for Advanced Studies, Research and Development in Sardinia, Pula (CA), Italy;
4. University of Sassari, Department of Medical, Surgical and Experimental Sciences, Clinical Epidemiology and Medical Statistics Unit, 
Sassari, Italy.

EBHC, Ecosystem of evidence, global challenges for the future, Taormina, 6-9 November 2019
1



Background:
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FUND RISINGPUBLICATION

Background:

PATIENTS’ PARTICIPATION

Journals, Founders and Patients are mandating practice for 

data sharing as a condition for:
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Background:
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Benefit and side effect



Background:

Sardinia has been designated a “Blue Zone”, i.e. a location with the 
highest numbers of centenarians in the world. For this reason it is very 
attractive for data and sample “exploration” and “mining”.

Studies’ participants usually agree with the use of their data and 
sample for other research purposes, but these often remain confined 

inside the originator research group and its strict collaborators. 

Sardinia is an active partner in initiatives like BBMRI-ERIC and 
ELIXIR, but a common practice of sharing data has never been 
implemented nor supported in the clinical research domain.
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Opportunities



Aims:

1. Create a common awareness of the importance of 

data quality and sharing for the many not the few.

2. Provide the clinical researchers with the basic 
tools for the FAIRification of their dataset.
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3. Facilitate the access to ethically-sourced and 
consented patient data and samples.

4. Involve patients and their organization in 
the data sharing process.



Methods:

•Univ. Cagliari, 
Dept. Medical Sciences and 
Public Health, Bioethics Unit

Bioethics

•Univ. Sassari, 
Dept. Medical, Surgical and 
Experimental Sciences, 
Clinical Epidemiology and 
Medical Statistics Unit

Statistics

•CRS4, 
Digital Health

Health data 
management

•Sardegna Ricerche, 
Biomedical Research Support Unit

Research fund 
management

The I FAIR working group



The I FAIR Program in 3 stages

1th 2nd 3rd

Regional Biomedical
Research Registry: 
metadata repository of 
data and sample 
collected in 
Indipendent and FAIR 
clinical studies

1th “I FAIR” Call 
for Indipendent and FAIR 
clinical studies

Methods:

Regional Biomedical
Research Registry: 
metadata and data 
repository

2nd and 3rd “I FAIR” Call 
for Indipendent and FAIR 
clinical studies

FAIR data principles 
mandatory for every 
independent clinical 
study funded with 
Regional resources

Introduction of Dynamic 
Informed Consent
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Methods:
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The I FAIR Call for indipendent clinical studies The Regional Biomedical Research Registry

The I FAIR data flow diagram



Results:
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• 26 Indipendent clinical studies applied to the 1th I FAIR Call;

• Thousands of participants from 13 different therapeutic area will be informed on the FAIR data principles;

• All the 26 studies are receiving support in bioetics, statistics and health data management from the working group;

• 20 studies will receive fund for data stewardship;

The I FAIR Program preliminary results



Bottom line:
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The I FAIR Program will:

1. promote data sharing, reuse and repurposing among researchers;

2. inform and protect participants in clinical studies;

The I FAIR Program needs to be tested in practice.

3. provide a common system for storing and accessing metadata and data

FAIRly collected in clinical studies in Sardinia.
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Thanks

cappai@sardegnaricerche.it

mailto:cappai@sardegnaricerche.it

