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 ECPC: "Nothing about us, without us" 

• Representing  344 cancer  patient  groups  in  46 countries 

• Run and governed by patients 

OUR MISSION 

• Promoting timely access to appropriate prevention, screening, early 

diagnosis, treatment and care for all cancer patients 

• Reducing disparity and inequity across the EU 

• Encouraging the advance of cancer research & innovation  

• Increasing cancer patients' influence over European health and 

research policy 

• High visibility with EU Commission,  EU Parliament (MEP MAC), EMA 
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June 2013 – June 2014: what changed? 
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Increase: + 347 %  
Increase: + 110%  

New ECPC Members since June 2013: 10 

Number of ECPC Members contacted: 344/344 

Number of RARECARENet patients organisations identified: 280 

Number of RARECARENet patients organisation collaborating: 145 

 

Total exposure: more than 400 patients association 

in Europe and beyond 
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June 2013 – June 2014: what changed? 
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June 2013 – June 2014: what changed? 

New ECPC Office 

2 Full time professionals 

2 Part time young officers 

Turnover of volunteers 
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The Problem 
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INCIDENCE 

2.6 million 

MORTALITY 

1.3 million/year 

17.8 million* 

COMPLETE 

PREVALENCE 

* Source: G.Gatta, “Rare cancers are not so rara” 2011, table 4 

European Cancer Observatory 2012 
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Cancer – A global issue 

United Nations and cancer volunteers 
UN General Assembly Declaration A/66/L.1  

“Political declaration of the High-level Meeting 

of the General Assembly on the Prevention and 

Control of Non-communicable Diseases” 

• Recognition of the role of cancer patients: 

• Foster partnerships between Government and civil society, 

building on the contribution of health-related NGOs and 

patients’ organizations, to support, as appropriate, the provision 

of services for the prevention and control, treatment, care, 

including palliative care, of non-communicable diseases;  

• Promote the capacity-building of non-communicable disease-

related NGOs at the national and regional levels, in order to 

realize their full potential as partners in the prevention and 

control of non-communicable diseases;  

 
7 



8 

June 2013 – June 2014: what did NOT change 

Inequalities in cancer care in EU 
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Source: Economic burden of cancer across the EU, 2013 
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Inequalities in cancer care in EU 

Old EU Member 

States 

New EU Member 

States 

Conclusion:  

MONEY IT’S NOT EVERYTHING 

 

Fundamental role of  

-Medical standards; 

-Infrastructures; 

-Access to care; 

-Quality of care; 

-Cost-effectiveness. 
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Our Activities 
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ADVOCACY & POLICY 
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ADVOCACY & POLICY 
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FACT: up to 50% of national legislations comes from 

Brussels 

Examples of ongoing legislative processes/initiatives 

affecting cancer: 

• Cross Border Healthcare Directive 

• General Data Protection Regulation 

• Clinical Trials Regulations 

• European Parliament election and 

new European Commission 

• Very dynamic (and delicate) political moment; 

• Application of Lisbon Treaty enhances Parliament’s power. 

 

Need to act NOW! 
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ECPC Advocacy : 

bridging diversity to support cancer survivors 

European level 
National level 

Coordination 

& Advocacy 
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• Empowerment of survivors and 

communitites 

 

• Stating the case to better support 

cancer survivors 

 

• Advancin and disseminating 

activities through collaboration 

and networking 

 

• Providing voice of consensus to 

communicate to stakeholders 

 

• Promoting multidisciplinary 

advocacy at the EU/National level 
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European Cancer Patient’s Bill of Right & 

Call to Action 
• The Bill of Rights: 

• A catalyst for change: to provide every  

European citizen with the right to 

the optimum standard of care; 

• Basic tool for all EU cancer patients 

• Wide political support 

 

• ECPC Call to Action 

• First action point derived from the 

Bill of Rights 

• A political manifesto for the new MEPs, 

engaging them in fighting cancer; 

• More than 25 subscriptions, from all groups 

• Objective: creation of first cancer intergroup 

 

 
14 



15 

Call to Action 

List of endorsers 
MEP Country Group 

Andrey Kovatchev Bulgaria EPP 

Sirpa Pietikainen Finland EPP 

José Bové France Greens – EFA 

Karima Delli France Greens – EFA 

Pascal Durand France Greens – EFA 

Eva Joly France Greens – EFA 

Yannick Jadot France Greens – EFA 

Michèle Rivasi France Greens – EFA 

Nessa Childress Ireland Independent 

Patrizia Toia Italy S&D 

Elisabetta Gardini Italy EPP 

Antonio Tajani Italy EPP 

Giovanni La Via Italy EPP 

Aldo Patriciello Italy EPP 

David Sassoli Italy S&D 

Silvia Costa Italy S&D 

Marisa Matias Portugal GUE/NGL 

Marian-Jean Marinescu Romania EPP 

Claudiu Ciprian Tananescu Romania S&D 

Daciana Octavia Sarbu Romania S&D 
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MEP Country Group 

Cristian Busoi Romania EPP 

Adina Valean Romania EPP 

Renate Weber Romania EPP 

Alojz Peterle Slovenia EPP 

Emma McClarkin UK ECR 

Eduard Hellvig Romania EPP 

Sean Kelly Ireland EPP 

Peter Liese Germany EPP 

Total: 29 MEPs 

 

…and counting! 
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CAPACITY BUILDING 
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ECPC Working Groups 

 

• Access to employment and social benefits 

Kathi Apostolidis 

• Access to integrated cancer care (Medicines, 

Radiotherapy, Rehabilitative Care) Vlad Voiculescu 

• Paediatric Oncology - Rafal Swierzewski 

• Rare Cancers 

Kalliopi Christoforidi and Jana Pelouchova 

• Head and Neck Cancers - Mihaela Militaru 

• Lung Cancer - Francesco de Lorenzo  
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Empowerment through projects 

 
• : prevention, early detection, improved treatments 

through translational research 

 

ECPC’s role: dissemination - from the lab to the patient 
in collaboration with eCancer 

 

• BIOBANKING 

• Biobanking glossary and Frequently Asked Question 

• Publication launched this week – AVAILABLE NOW 

• BIOMARKERS 

• Video on importance of biomarkers for cancer patients 

AVAILABLE ON ECPC.ORG 

• Empowering patients through PERSONALISED MEDICINE 
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Education and information 

ECPC brings European Added Value 

to unrepresented cancer patients 

• M-ICAB 

• Model for the creation of new networks, with representatived 

from patients, healthcare professionals, pharma, regulators, 

• Product: M-ICAB White Paper on Melanoma 

Next ICABs: 

• Lung Cancer 

• First cancer killer in Europe 

• Mortality rate: 35 % (EU)  / 45-50% (Eastern Europe) 

• Pancreatic Cancer 

• Second cancer killer in Europe 

• 4 million deaths expected by 2020 

• Only 6 specialised patients organisations in EUROPE  
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PARTNERSHIPS 
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PARTNERSHIPS 

 
 

 

 

• ECPC’s role in the EMA 

• Ideal environment to discuss access to medicines 

 

• EMA Patients and Consumers’ Working Party 

• Provides recommendations to the EMA 

• Composed of representatives from civil society 

• ECPC is present with 2 Board Members 

Kathi Apostolidis, Rafal Swierzewski  
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EPAAC 

• European Guide for Quality National Cancer Control 

programmes 

Basic document depicting the state of art of cancer care and 

providing fundamental suggestions to promote convergence in 

national approaches to cancer plans 

• ECPC Role: patients’ voice through all WP 

• Voicing the need for an European Cancer Information System; 

• Stressing the importance of an EU strategy on rare tumours (in 

collaboration with ESMO - RARECARENet) 

 

But it is not enough 
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Inequalities in cancer care in EU 

The Joint Actions – EU Added value 
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Inequalities in cancer care in EU 

The Joint Actions 
CANCON 

• Acknowledges the existing inequalities in cancer treatment 

outcome in Europe; 

• Focuses on cost-effective interventions based on good practices; 

• Expected outcome: 

• Member State Platform dedicated on cancer; 

• European Guide on Quality Improvement in Comprehensive 

Cancer Control: guidelines for Member States to ameliorate their 

national cancer plans. 

• ECPC Role 

• Work Package 2: Dissemination 

• Work Package 4: Coordination of the Guide drafting 

• Work Package 5: Member States Platform 

• Work Package 7: Community Cancer Care 

• Work Package 8: Survivorship and Rehabilitation 

• Work Package 9: Screening 

But it is not enough 23 
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Solution: European Cancer Plan 

The causes of cancer care inequalities are not merely 

related to health policies, but also to general economic 

situation and social policies 

 

Need for a pan-European, total approach 

in line with Council of the EU Conclusions on 

Reducing the Burden of Cancer, 2008 

 

An European Cancer Plan shall: 

• Be based on existing studies assessing minimum 

requirements (EUROCHIP and BenchCan projects); 

• Amend the rules for reimbursement , based on 

national best practicies (example Italian law 9/2008 

on reimbursement)  
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RESEARCH 
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RESEARCH 
 

• ECPC is one of the few European patients organisation 

directly involved in EU Funded projects 

• Horizon 2020: ECPC submitted several project 

proposals. Results: second half 2014 

 

Current European Projects: 
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ECPC has major responsibility 

to fight cancer at the EU level 

• ECPC has undergone major restructuring: 

• New and old alliances rebuild! 

• Enhanced ECPC Members support 

• But much has to be done! 

Change is possible! 

Europe is taking more important role in cancer 

• Renewed engagement of the European Commission 

• New EU Parliament = stronger voice for cancer 

patients 

Europe can’t win over cancer alone 

Pressure must come from 2 sides 

• ECPC needs you at the national level 

• you need ECPC in Europe 
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(change footnote using Menu "View > Change headline/footnote") CHAMPIONING THE INTERESTS OF EUROPEAN CANCER PATIENTS 

Thank you very much! 

Nothing about us – without us! 

 

Please get in touch! 

 
Francesco De Lorenzo 

 

francesco.delorenzo@ecpc.org 
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