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Research project 
 
Background 

At the dawn of data’s golden age, the question of how health data should be governed takes 

unprecedented relevance. To harness the power of “big health data”, large-scale repositories 

with citizens’ personal, clinical, biological and genetic data have been created across Europe. 

However, health data sharing and circulation offers as many opportunities as challenges: while 

it holds promise for the cure of thousands of untreatable diseases, it stumbles in difficulties 

associated with data fragmentation, participants’ unduly identification, commercialisation of 

research results and unforeseen surveillance.  

The new European regulations for data protection (GDPR) in effect since 2018 

anticipate on the possibility for each EU Member State to formulate its own policy on data 

access for research purposes. Understanding the preferences and needs of patients and other 

stakeholders regarding health data protection and involvement in decision-making processes is 

a pressing concern. 

 

Research plan and methods  

DATAGov aims to develop a model for public and patient involvement in health data 

governance together with local stakeholders involved in the care of people with rare genetic 
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diseases. It will do so by: 1) identifying preferences for participation in decisions concerned 

with data protection, access and secondary use; 2) examining expectations about involvement 

in data decision-making processes, including its benefits and risks; and, 3) conveying 

opportunities for local stakeholders to come together and discuss different scenarios for 

participatory data governance. 

A mixed-methods research approach will be used. Questionnaires and semi-structured 

interviews will be carried out to achieve sub-objectives 1 and 2. Scenario-based workshops will 

be used to accomplish sub-objective 3. Study participants will be recruited at Centro Hospitalar 

Universitário de São João. They include patients, informal carers, healthcare professionals and 

technical staff from two reference centres for rare diseases: Reference Centre for Congenital 

Heart Diseases and Reference Centre for Inherited Metabolic Diseases. 

The research team includes researchers from ISPUP, Universidade do Minho and 

Centro Hospitalar Universitário de São João. Approval from an Ethics Committee has been 

obtained. Data collection regarding sub-objectives 1 and 2 is close to completion.  

 

Fellowship Position description   

The candidate should have a Master in the field of Health Sciences or Social Sciences. Expertise 

in quantitative or qualitative data research is valued. An interest for mixed-methods 

approaches and experience in the organisation of scientific or pedagogical events will be 

positively evaluated. Reading and writing skills in English are mandatory. 

The researcher will be responsible for quantitative or qualitative analysis concerned with sub-

objetives 1 and 2 and is expected to produce scientific papers suited for publication in peer-

reviewed international journals. Work will be carried out at the Institute of Public Health of the 

University of Porto, under the supervision of the project principal investigator Cláudia de 

Freitas.  

All national, foreign or stateless persons who hold a scientific curriculum that reveals an 

appropriate profile to the activities above mentioned can apply to this call. 

 

 


