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Overview 

•   The context 

•   A few definitions: OR, RWD and RWE 

•   Patients Reported Measures (PRO and PRE) 

•   Focus on the Cancer Mission 

•   The OECI Initiative 

•   The kick off meeting 

 

 

 



Outcome Research 

A scientific discipline that describes, interprets 
and predicts the impact of health care 

intervention on final outcomes that matter for 
decision makers”  



The Consequences of Health Care and 

Medical Interventions 

Clinical 

Economic 
PROMs 

and 
PREMs 



The context 

• Need of RWD and RWE to complement evidence from 
(efficacy) CT 

• Central role of citizens and patients in decison making 

• Well established role of PRM (PROMs and PREMs) in clinical 
research 

• Increasing interest to integrate collection of PRM in routine 
practice to improve health care and  quality 

• Despite potential benefits, obstacles with the integration into 
practice 

• Challenges are for costs,administrative and technical issues 



A few references 



RWD and RWE 



Patient Reported Measures 

     

PRO, Patients Reported Outcomes: are health outcomes  directly 

reported by the patient (self-reporting) who experienced it (in 

contrast to an outcome reported by someone else) 

 

   

  PREMs, Patient Reported Experience: are measure of a patient's        
perception of their personal experience of the health care they have 
received.                            

                                                           

                                                                   

 

 

 

    

 

 

 

 

 

 

 

 

 

 

 

 

 

 





 



Conquering cancer: mission possible 
 
 

 

Five intervention areas:  

1. understanding 

2. prevention 

3. diagnosis and  treatment 

4. quality of life 

5. equitable access 

 

13 recommendations for bold actions 



The EU Cancer Mission 

Goal:  

“By 2030, more than 3 million lives saved, living longer and better” 
 



13 Recommendations for bold actions 
1 Launch UNCAN.eu – a European Initiative to Understand Cancer 

2 Develop an EU-wide research programme to identify (poly-) genic risk scores 

3 
Support the development and implementation of effective cancer prevention strategies and policies within Member States and 
the EU 

4 Optimise existing screening programmes and develop novel approaches for screening and early detection 

5 Advance and implement personalised medicine approaches for all cancer patients in Europe 

6 Develop an EU-wide research programme on early diagnostic and minimally invasive treatment technologies 

7 
Develop an EU-wide research programme and policy support to improve the quality of life of cancer patients and survivors, 
family members and carers, and all persons with an increased risk of cancer 

8 
Create a European Cancer Patient Digital Centre where cancer patients and survivors can deposit and share their data for 
personalised care 

9 Achieve Cancer Health Equity in the EU across the continuum of the disease 

10 
Set up a network of Comprehensive Cancer Infrastructures within and across all EU Member States to increase quality of research 
and care 

11 Childhood cancers and cancers in adolescents and young adults: cure more and cure better   

12 
Accelerate innovation and implementation of new technologies and create Oncology-focused Living Labs to conquer cancer 
  

13 Transform cancer culture, communication and capacity building  

Understanding Prevention 
Diagnostic and 

Treatment 
Quality of Life Equitable Access 

Cross-Cutting 
Actions 



The First Cancer Mission Call (UCAN) 



The OECI Initiative on PRM (1) 

OECI One Shot Project on PR Measures 



The OECI Initiative on PRM (2) 



The Agenda 

• 2.30 pm - 2.45 pm* The Why – Giovanni Apolone (rationale and aims) 
• 2.45 pm - 3.00 pm* The What – Augusto Caraceni ( choice of tools) 
• The How – electronic assessment & implementation strategies: 

– 3.00 pm -3.15 pm* The experience of Fond. IRCCS Istituto Nazionale Tumori: 
PTVOICES project  - Brunelli Cinzia 

– 3.15 pm - 3.3.0 pm* The experience of Princes Margaret Cancer Center 
Toronto - Camilla Zimmermann 

– 3.30 pm - 3.45 pm* The experience of Oslo University Hospital - Stein Kaasa, 
Marianne Jensen Hjermstad 

– 3.45 pm - 4.00 pm* The experience of the Rigshospitalet of Copenhegan - 
Helle Pappot 

• 4.00 pm - 4.15 pm* The role of patients and their advocates in the 
implementation of PROMs and PREMs – Patrick Miqueu 

• 4.15 pm - 4.30 pm* PROMs and PREMs for health economic decision-
making - Wim H. van Harten 

• 4.30 pm - 5.30 pm* Discussion elaboration of OECI initiative future plans 
 





Participants 

 

 



Proposed lines of activity/objectives 
 
 

• include other centres and experts to identify a common set of 
valid, reliable an d robust PRM  

• develop standards guidelines  
• to scope the  adoption of  a common platform for routine data 

collection within the OECI network.  
 
     
 
    
     

   The final aims are to evolve the quality of care delivered and 
   offering a common framework and a platform database for 

   future European research initiative in the context of the  
   future Cancer Mission calls.  

 


