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DIGITAL HEALTH AND DATA: IBD PATIENTS’ VIEW AND PERSPECTIVES 
 
IT and digital technologies are rapidly transforming healthcare systems and 
patients' treatments and life. 
In the past two years, EFCCA has been in the forefront of the discussion on how 
digital health and big data can contribute in delivering more personalised care and 
offering a higher quality of life of patients with IBD. 
EFCCA believes that the digital “revolution” in health care as well as the data 
collected from patients, can represent an opportunity to achieve a more harmonic 
combination between the quality of care and quality of life data.  
“Patient at the centre” means giving patients a central role in the whole process that 
starts from the design of the structure of the data base, goes through the data 
collection and ends to its analysis. 
Analysing data from the patient’s perspective can become a powerful and unique 
way to achieve earlier diagnosis, better care strategies and identify patterns in 
health outcomes in partnership with medical societies and all relevant stakeholders.  
The IBD patient community is getting increasingly involved in the debate related to 
e_health and the proactive role they can play in collecting, managing and owning 
their data could lead to stronger empowerment and a more precise definition of 
unmet needs and patients’ priorities. 
The patient-centred approach is a fundamental element to achieve high standards 
in care and quality of life. However very often patient centeredness seems to be 
more a theoretical attitude than a real practice, and patients need to gain a stronger 
position when defining what really matters to them. 
Digital health and more importantly data collection can be the most suitable solution 
to the above-mentioned needs. Generally speaking, patients are willing to share the 
data related to their health conditions and quality of life, but it is crucial that 
appropriate data protection, privacy rules as well as the full control of the whole 
data collection process is co-designed and defined. 
Empowering patients and patient associations can lead to more commitment and to 
target that portion of the IBD patient community that is still not fully engaged and 
aware of the role it can play in research and personalised medicine. 
Patient data ownership is then the most effective answer and patients are the more 
suitable players to assure equal access to knowledge and information and to avoid 
discrimination in the use of outcomes and analysis. 
By assuming the full control of data patients can strongly contribute in defining 
research activities, reducing the time of diagnosis and prioritising key messages and 
outcomes.  
EFCCA supports the development of skills and competencies of its members and 
sisters’ organisations and thinks that a high-level discussion on the topic(s) 
involving KOL and relevant stakeholders could be of benefit for the entire IBD 
community. 
We foresee a panel discussion of 1 h to be held during the ECCO congress time 
and date to be discussed with organisers. 
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