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Empowering Patients as Data Owners 
and Partners for Research and Innovation



Who we are
• ELLOK has 32 member organizations from all over Greece
• Representing all cancers, common and rare
• Member of ECPC – European Cancer Patient Organisation
• Close collaboration with the Greek and European medical 

oncology and research organisations and participation even if 
indirectly to several European Institutions 

• ELLOK works for equality, where all cancer patients
have timely and affordable access to the best treatment and care 
available, throughout their life. 

• ELLOK believes that cancer patients are the most important 
partners in the fight against cancer and against all the cancer-
related issues affecting our society. 



Patient-centred research, policy and care

▪ Patients have unique knowledge, perspectives and 
experiences

▪ Enhance health services and strengthen the link 
between research and practice

▪ Understanding the diverse needs and preferences of 
patients

▪ Optimal research, policy, and care
▪ ELLOK advocates for patients to be acknowledged as 

equal partners
▪ Need to work alongside researchers, policy-makers, 

and health professionals



Patients & patient organisations
must be involved in developing policies 
both on the national & European level
that result in improved survival and 
quality of life for people with cancer

Policy



▪ Research and public health policies
will increasingly be based on real
world data.

▪ Patients are being recognised the
owners of their own data, and as
active partners in research.

▪ It is vital to design informed consent
and data sharing procedures that
strike a balance between encouraging
research and ensuring patient privacy

Real world data



▪ The Hellenic Cancer Federation 
advocates for truly informed 
consent.

▪ Patients should have the right to 
access their own data, and to share 
with third parties.

▪ Patients should be informed about 
the scientific discoveries that 
emerge from studies conducted 
with their data.

Patients as data owners



▪ Patient organisations should be 
involved in the drafting of informed 
consent forms

▪ Linking health data sources and using 
them in an appropriate way may 
improve health outcomes for patients.

▪ It may help to improve the 
development of medicines and 
techniques to treat patients in a more 
personalised manner.

Patients as research partners



▪ Biobanks are a type of biorepository that 
stores human fluid and tissue samples for 
use in research
▪ Biobanks will become increasingly
important
▪ The scientific community has to
establish a dialogue to inform and
empower people with cancer on the
advantages related to the donation

Biobanks



• Position paper coordinated by ESMO in 2014 
• It represented the voice of the cancer 

community 
• ESMO, ECCO, EORTC, ESSO, SIOPE, EMEA 

Society for Biopreservation and Biobanking
• Broad consent 
• Anonymization and use for historic record 
• ECPC had important role, bringing the voice of 

cancer patients 
Result: 

ECPC’s demands were integrated in final 
version of GDPR 

Risks of the Data Protection Regulation



▪ People with cancer must have 
access to clinical trials that may be 
beneficial

▪ The European Cancer Patient
Coalition has worked with Lilly to
produce the innovative Clinical Trials
Search Engine

▪ User friendly interface to search
ClinicalTrials.gov for nearby relevant
clinical trials that are recruiting 
patients

Clinical trials
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