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WHAT IS ECPC? 

Established in 2003, the European Cancer Patient Coalition is the voice of the European cancer patient community, 

uniquely representing the interests of all cancer patient groups from the most common to the rare forms of cancer. 

It was set up: 

 to represent the views of cancer patients in the European healthcare debate; 

 to enable and empower cancer patients by educating them about cancer and advocacy skills 

 to provide a forum for European cancer patients to exchange information and share concerns on cancer care 

policies in their countries and best practice experiences. 

ECPC derives its mandate to speak with “one voice” for all cancer patients from its wide membership and its 

democratic structure. 

ECPC represents 344 Members in 46 countries. 

OUR VISION 

Our Vision is that all Europeans shall be informed about cancer 

prevention, have access to timely cancer screening, early intervention and quality front line cancer care with 

adequate psycho-social support, facilitating the social re-integration of cancer survivors. 

OUR MISSION 

 Make cancer a priority for action on the European health policy agenda; 

 Contribute to change policies and legislations to achieve our vision; 

 Ensuring that all cancer patients in the EU have timely and appropriate access to early detection and 

intervention measures, information regarding on-going clinical trials, state-of-the-art treatment and care. 

 Ensure that state-of-the-art cancer care practice is shared across the EU and disparities in cancer care within 

and between Member States are eradicated. 

 Empower cancer patients to take an active role in shaping national healthcare policy that impacts on cancer 

prevention, treatment and care 

 Foster co-operation between cancer patients’ organisations within Europe; 

 Acknowledge the growing number of cancer survivors and advocate for better survivors healthcare services 

and enhanced social services aimed at total rehabilitation of survivors. 

  

“Nothing about us without us!” 
ECPC motto 

Audience at ECPC roundtable on Head and Neck cancers 

European Parliament, Brussels, 24
th

 September 2013 
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ECPC STRUCTURE 

BOARD OF DIRECTORS (AS OF JUNE 2013) 

 

President: Prof. Francesco De Lorenzo francesco.delorenzo@ecpc.org 

President – Italian Federation of Cancer Patients Organisations (FAVO) 
Italy 
Cancer Survivor 

Francesco is a colon cancer survivor, medical doctor and professor of biochemistry – University 
Federico II Naples. He has a rich experience in cancer advocacy being the co-founder, former Vice 
President and Board member of ECPC. He is also the founder and president of the Italian 
Associations of Cancer Patients (AIMaC), Italy’s first Cancer Information Service (CIS), and of the 
Italian Federation of Cancer Patients Organisations (FAVO). Francesco is also active in Italy’s 
governmental network of cancer Institutes (ACC), Italy’s National Cancer Plan Committee and 
National Volunteer Observatory of the Italian Welfare Ministry. Francesco engaged in Italian 
politics as Member of the Parliament, holding several ministerial mandates (Ministry of Health, 
1989-1993). At the EU and international level, Francesco is member of the ESMO Patient Advisory 
Group, works in the EPAAC WP9, participates to the European collaborative Group on Cancer 
Survivorship (ECGCS) where he serves as a member, and he is also a Founding Member of the Elite 
Oncology Roundtable, created under the auspices of the Society for Translational Oncology – STO, 
from which the European Cancer Patients Bill of Right originated. 

 

 

Vice President: Kathi Apostolidis kathi.apostolidis@ecpc.org 

Chair De.Di.Di.Ka–Intergroup Committee for Cancer Patient Righs Advocacy 
Greece 
Cancer Survivor 

Kathi is a Public Affairs Consultant with extensive experience in regulatory affairs, marketing and 
communications. Twice breast cancer survivor, she was involved since 1995 in cancer patient 
rights advocacy. She is Chair of the Intergroup Committee for Cancer Patient Rights 
Advocacy/Greece (DEDIDIKA) and member of other Greek & international breast cancer 
associations. She is involved in e-health and m-health integration in healthcare policy, in social 
media in healthcare and is a member of the Strategic Committee for DigitalGreece2020, co-
founder of #opnhealth, a frequent invited speaker at medical conferences, a member of the 
Advisory Board of «Doctors2.0 & You» and of «Patients in Power» conferences, of the Society for 
Participatory Medicine, and a Salzburg Global Seminar Fellow. 

 

 

Vice President & Treasurer: Vlad Vasile Voiculescu vlad.voiculescu@ecpc.org 

Romanian Association Against Leukaemia 
Romania 

Vlad is a Romanian economist based in Vienna. In 2009, moved by the experience of a friend 
fighting cancer Vlad embarked on a journey that changed his priorities, his career and ultimately 
his life. Vlad’s main objective is to ensure equal access to treatment to all cancer patients in 
Europe. He is also a long-time volunteer and founding member of several organizations in 
Romania. Among his main engagements, Vlad administers an information platform for patients 
and doctors (www.medicinainternationala.ro) and an information platform raising awareness 
about shortages of cancer drugs in Romania (www.medicamente-lipsa.ro). 

Vlad is an Aspen Institute fellow. 
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Secretary: Jana Pelouchova jana.pelouchova@ecpc.org 

Chair - Diagnoza CML 
Czech Republic 
Cancer Patient 

Jana is a patient, founder and chairperson of Diagnoza CML patient society in Czech Republic 
(chronic myeloid leukaemia - CML). As a co-founder of the CML Advocates Network and president 
of the Leukaemia Patient Advocates Foundation she is active in the international CML patient 
community. Jana is an ECPC Board Member and Secretary since 2011 and ECPC representative in 
the Rare Cancers Europe and ECCO Patient Advisory Committee. 

 

 

Board Member: Elena Caruso elena.caruso@ecpc.org 

White Heron Patient Association 
Italy 

Elena is an IT Engineer with expertise in communications currently working at Toyota Company 
based in Brussels. Elena is a cancer carer, having taken care of her father when he was diagnosed 
with a Non-Hodgkin (LNH) stomach lymphoma. Seven years later he was diagnosed with acute 
leukaemia which caused his death. Elena is a Board Member of Associazione Bianco Airone 
Pazienti Onlus (ABAPO), an Italian cancer patients group supporting cancer patients and families to 
improve quality of life, for which she is in charge of international relations 

 

 

Board Member: Sarah Lindsell sarah.lindsell@ecpc.org 

Brain Tumour Charity 
United Kingdom 

Sarah has more than 20 years of experience in NGO’s. She joined The Brain Tumour Charity in April 
2011 from The Challenge Network where she was Director of External Affairs and Fundraising. 
Prior to this, she held the role of UK Services Director for The Duke of Edinburgh’s Award a 
federated structure.  Sarah previously held the roles of: CEO for Caritas, a lobbying federation that 
addresses poverty and injustice, part of the umbrella body Caritas Internationalis; and CEO for a 
grass-roots charity helping those living in poverty. Sarah has undertaken research in family support 
and voluntary sector management, has a Masters degree in Voluntary Sector Management and 
First Class degree in Social Policy. Sarah was involved at European level with Caritas Europa and 
lobbied on health and social care issues on behalf of patient/user groups. 

 

 

Board Member: Rafal Swierzewski rafal.swierzewski@ecpc.org 

Foundation for Children with Cancer “Krwinka” 
Poland 
Cancer Survivor 

Rafal is a scientist and a cancer survivor of fibrosarcoma. He works at the Foundation for Children 
with Cancer Diseases “Krwinka”- Poland. He earned his PhD in 2006 from the Institute of Physical 
Chemistry of the Polish Academy of Sciences and was a trainee at the Istituto per lo Studio delle 
Macromolecole, Conisiglio Nazionale delle Ricerche, Genova, Italy. His scientific work covers 
physico-chemical properties of biologically active compounds, drugs used in cancer 
chemotherapies and model substances properties in intercellular environment. Member of the 
Polish Society of Thermal Analysis and Calorimetry, he served as member of numerous Scientific 
Conference Organizing Committees and he is a graduate of the HTA/PatientAcademy/LSE. 
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AUDIT COMMITTEE 

NAME  COUNTRY 

Pietro Presti 
pietro.presti@fondazionetempia.org Italy 

Hannu Tavio 
hanno.tavio@propo.fi Finland 

István Balogh 
balogh@gyermekrak.hu Hungary 

SECRETARIAT 

 

Director: Mihaela Militaru mihaela.militaru @ecpc.org 

Mihaela Militaru joined ECPC in August 2013 as Director. Prior to this she had worked in EU affairs 
for 12 years, first as a liaison officer of the Senate of Romania with the European Parliament and 
subsequently as a policy adviser within the European Parliament (8 years). Her activity in the 
European Parliament focused in the last years on healthcare policy and the measures needed at 
EU-level for fighting diseases such as cancer, multiple sclerosis, autism and fibromyalgia. Mihaela 
holds a Masters’ Degree in International Relations and European Affairs from the National School 
for Political and Administrative Studies in Bucharest as well as a Masters’ Degree in Conference 
Interpreting from the University of Bucharest, Faculty of Foreign Languages. Mihaela speaks 
Romanian, English, French and Bulgarian and has basic knowledge of Spanish and Italian. 

 

Public Affairs Coordinator – Francesco Florindi francesco.florindi@ecpc.org 

Francesco joined ECPC in March 2014 as Public Affairs Coordinator. He obtained a cum laude 
Master in International Relations and Diplomacy from the University of Trieste-Gorizia with a thesis 
on EU enlargement. During his education, Francesco acquired a vast knowledge of association 
management, volunteering for the United Nations Youth Association Italy. In Brussels, Franceso 
worked for regional representatives, NGOs, research centres and the European Commission, 
working for the Joint Research Centre. His first engagement in cancer was supporting ECCO and 
SIOPE, which raised his awareness of the challenges faced by patients. Hence, he quickly moved to 
the side of patients, putting his humble communication and public affairs skills to ECPC’s service. 

 

Project and Policy Officer – Kalliopi Christoforidi kalliopi.christoforidi@ecpc.org 

Kalliopi joined ECPC in September 2013. She has a Bsc in Biomedical   Sciences from the University 
of Warwick and a Master of Neuroscience from the University College London. In 2012 she worked 
in Paris at the ”Institut du cerveau et de la moelle épinière” on experimental psychology and 
behaviour. Kalliopi speaks Greek, French and English and has basic knowledge of Spanish. 

 

Administration & Communication Assistant: Raluca Nicolae raluca.nicolae@ecpc.org 

Raluca has a Bachelor Degree in Languages and Letters from the University of Bucharest, Faculty of 
Letters. She is now studying towards her Masters Degree in Communication and European Policies 
at IHECS Brussels. She joined the ECPC team in October 2013 as an intern and became part-time 
Administration and Communication Assistant in March 2014. For the past three years she has been 
working as a Financial Operations and Customer service Officer for Moneytrans Belgium. Raluca 
speaks Romanian, English, French, Spanish and has basic knowledge of Dutch. 
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Scenes from ECPC AGM 2013 

ECPC GENERAL ASSEMBLY 2013 – NEW LYMPH AND PRIORITIES 

The 2013 General Assembly marked a new deal of ECPC, which lead to the restructuring of the 

organisation’s priorities for the period 2013 – 2016. 

Together with the new Board, new priorities and objectives were identified by the General Assembly: 

 Improve access to frontline cancer care; 

 Ensure a minimum standard of cancer care; 

 Create working groups consisting of ECPC members in the following fields: 

o Access to employment and social benefits, led by Kathi Apostolidis; 

o Access to integrated cancer care (Medicines, Radiotherapy, Rehabilitative Care), led by Vlad 

Voiculescu; 

o Paediatric oncology, led by Rafal Swierzewski; 

o Rare cancers, led by Kalliopi Christoforidi and Jana Pelouchova; 

o Head and Neck Cancers, led by Mihaela Militaru; 

o Lung cancer, led by Francesco de Lorenzo; 

 Focus on rare cancers; 

 Advocate for the implementation of an EU Action Plan on cancer; 

 Diversify fundraising possibilities; 

 Share ECPC office premises with another umbrella European organization; 

 Increase collaboration with research organizations; 

 Review ECPC statute and transfer the seat of the organization to Belgium. 
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POLICY AND ADVOCACY 

EUROPEAN PARTNERSHIP FOR ACTION AGAINST CANCER – EPAAC 

The Joint Action represents a common effort coordinated by the 

European Commission (DG SANCO) and several EU Member States to 

harmonise the way we fight cancer in Europe. 

A general objective of EPAAC for the period 2010-2013 is to contribute to 

the reduction of cancer burden in the EU by actions in the areas of health 

promotion and prevention, screening and early diagnosis, cancer related 

health care, coordination of cancer research and cancer information and 

data. 

The overall objective is to support Member States (MSs) in the development of their National Cancer Plans 

(NCPs). Integrated NCPs are public health programmes designed to ensure coordinated and centrally 

managed implementation of evidence-based strategies for prevention, early detection, diagnosis, 

treatment, rehabilitation, palliation and research for innovative solutions, and to evaluate outcomes. 

EPAAC helped to raise awareness about cancer promotion and prevention, especially among target groups 

in Europe, by disseminating the European Code Against Cancer using proven communication strategies and 

messages, and by engaging policy-makers at the European, national, and sub national levels. 

ECPC INVOLVEMENT 

ECPC was involved, as a horizontal stakeholder, in several work packages. 

ECPC President, Francesco De Lorenzo and Vice-President, Kathi Apostolidis consistently attended EPAAC 

meetings, including the EPAAC Open Forum (26-27 November 2013) which took place in Ljubljana. During 

the Forum, the first main deliverable of the project was launched: “Boosting Innovation and Cooperation in 

European Cancer Control”. 

This volume explores some of the innovative strategies being deployed against cancer in Europe and how 

international collaboration has assisted in combating the cancer burden. It is a product of the European 

Partnership for Action Against Cancer (EPAAC) and it highlights some outstanding examples of how 

cooperation between national and international entities as well as policy-oriented innovation are 

contributing to the collective effort to control cancer. With a rising cancer burden in EU Member States 

over the last 30 years this is an important and timely call to arms. President De Lorenzo co authored 

Chapter 6, titled “Information for action: building a unified European Cancer Information System to bolster 

cancer control”. 

The final report of EPAAC is due to be published in Spring 2014. 
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EUROPEAN MEDICINES AGENCY’S PATIENTS & CONSUMERS WORKING GROUP (PCWP) 

ECPC represents the position of European 

cancer patients within the Patients and 

Consumers Working Group (PCWP), a 

consultative body of the European Medicines 

Agency.  

The European Medicines Agency is a decentralised agency of the European Union, located in London. The 

Agency is responsible for the scientific evaluation of medicines developed by pharmaceutical companies 

for use in the European Union. 

Patients and consumers are key stakeholders for the EMA: ECPC and other pan-European organisations 

offer their specific knowledge and expertise within the PCWP. Over 30 European umbrella patients’ and 

consumers’ organisations are currently represented within the PCWP. This ensures that the EMA has 

direct contact with a wide range of patients and consumers representing the needs and concerns of 

patients and consumers across Europe. 

Patients and consumers are involved in a range of activities at the Agency, including: 

 Being members of EMA scientific committees and Management Board; 

 Taking part in scientific advisory groups; 

 Responding to specific requests from the Agency’s scientific committees and working parties; 

 Reviewing information on medicines prepared by the Agency; 

 Being involved in the preparation of guidelines; 

 Regularly taking part in Agency conferences and workshops. 

ECPC CONTRIBUTION TO THE PCWP/EMA  

ECPC is represented within the PCWP by two Board Members: Vice President Kathi Apostolidis and Rafal 

Swierzewski. Through their work within the PCWP, they have reviewed documents related to several new 

drugs, contributed in teleconferences, reviewed reports, participated in the PCWP meetings. In particular, 

they helped to identify patients for testifying at the Scientific Committee about the impact of cancer on 

their health and quality of life. 

ECPC has launched a dedicated EMA page on its website, where users can find the latest news on cancer 

medicines. 

  



 

 

European Cancer Patient Coalition - Annual Report 2013 
10 

HEAD AND NECK CANCERS WHITE PAPER 

ECPC and the European Head and Neck Society (EHNS) 

joined forces with 12 Members of the European Parliament 

to highlight the challenges in treating head and neck cancer. 

On the 24th September 2013 ECPC initiated a round table 

debate for political and patient advocacy representatives to 

launch a head and neck cancer white paper and call-to-

action – both demonstrating their commitment to 

improve standards of care and to deliver best 

outcomes for patients with head and neck cancer 

across Europe. 

The EHNS/ECPC White Paper and Call to Action outline proposals on how members of European 

Parliament can take action to support the management of head and neck cancers in key areas: 

 Screening and treatment options shall be made more available to all patients; 

 European guidelines and support of best clinical practice shall be introduced across EU Member 

States, to ensure that all citizens have access to the best available treatment; 

 Multidisciplinary oncologic team approach shall be better implemented within head and neck 

cancer treatment; 

 Healthcare providers shall establish appropriate emotive support and rehabilitation programmes 

for head and neck cancer patients/survivors. 

Despite major advances in the treatment of head and neck cancer over the past three decades, over half of 

patients still die from the disease. These deaths can be attributed in part to a lack of awareness of the 

disease among both the general public and the healthcare community across Europe, which results in the 

majority of cases being identified in late stages. This factor drastically reduces the patient’s chance of 

survival. 

ECPC is committed to: 

 Ensure that the rights of H&N cancer patients are upheld and enforced; 

 Increase H&N cancer patients’ representation at the highest level of EU and national decision 

making, in all areas that affect their health; 

 Obtain timely access to prevention, diagnosis, treatment and care, including psycho-social care; 

 Encourage population-based screening programmes according to European quality guidelines; 

 Promote the advance of cancer research, to include all applicable information on well-designed 

Clinical Trials and where possible, the right to enrol in them; 

 Call for improved multi-disciplinary training of health professionals. 

A follow up a meeting with representatives of the European Commission has been scheduled for January 

2014. 

MEPs Daciana Sarbu (centre) and Nessa Childress (left) host 

ECPC H&N roundtable at the European Parliament 
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ECPC AT ECCO 17 

ECPC took an active role within the European Cancer 

Congress (ECCO), which was held in Amsterdam 

(Netherlands) from the 27th September to the 1st October 

2013. During the Congress, ECPC Board Members 

Francesco de Lorenzo and Kathi Apostolidis participated 

to several events within the Patients dedicated track, 

providing useful networking to the organisation and 

representing the patients view within the biggest 

oncology congress in Europe. Furthermore, they were involved in a video debate, speaking about cancer 

patients' educational needs in the framework of the EurocanPlatform Project (consultable on ECPC website 

Board Member Jana Pelouchova, representing ECPC within the ECCP Patients Advocacy Council (PAC) also 

took the floor at ECCO 17, notably bringing patients’ perspective within the Oncopolicy session. 

TEAM ECPC 

On the 6th of October 2013 the European Cancer Patient Coalition Team (Team ECPC) ran the half-

marathon in Brussels. 

ECPC has a long standing history in raising awareness and 

advocating for healthy lifestyle, including exercise and 

equilibrate diet. This is of fundamental importance not only 

for cancer patients and survivors but also as a preventive 

measure. 

In 2013 Team ECPC decided to raise awareness on a rare type 

of breast cancer, namely, inflammatory breast cancer (IBC). 

IBC is the most aggressive form of breast cancer which usually cannot be detected by a mammogram. 

Women diagnosed with IBC have poorer survival outcomes compared with those with non-IBC tumours 

(more than 80% survive in five years time). The non-specificity of the current diagnostic criteria decreases 

the chance to clearly identify IBC, which can be misdiagnosed with mastitis. This represents the primary 

causes of delayed diagnosis and management of this aggressive disease. The late diagnosis and the 

aggressiveness of the cancer not only lead to poorer survival but also to poor quality of life. 

In the future ECPC intends to: 

 Raise awareness about IBC (e.g. risk factors, symptoms) and promote education of patient and 

physician; 

 Advocate for IBC research in Europe for defining a clear diagnosis and management protocol of IBC; 

 Advocate for psycho-social support to IBC patients and carers by IBC trained oncology nurses, social 

workers and psychologists. 
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CONFERENCE ON IMMUNO-ONCOLOGY – 5 DECEMBER 2013 

On 5th of December Dr Philippe de Backer, Member of the European Parliament, and the European Cancer 

Patient Coalition (ECPC), co-hosted a policy workshop entitled “Immuno-Oncology: adapting policies to a 

new modality in cancer treatment” at the premises of 

the European Parliament. The key objective was to start 

identifying the challenges faced by healthcare systems 

and the policy adaptations needed to ensure better 

access to innovative cancer treatments that bring better 

clinical and societal outcomes for cancer patients. 

The policy workshop, moderated by Prof Dr Winald 

Gerritsen, Medical Oncologist at the Radboud University 

Nijmegen Medical Centre, brought together over 40 participants from academia, medical experts, patient 

representatives, industry, the EU institutions, WHO and the research community. 

Speakers and participants exchanged opinions on new innovative treatment modalities, such as Immuno-

Oncology, and the potential they hold for improving long term survival and the quality of life of patients 

living with cancer. 

Speakers agreed that new times require new partnerships, also in the way clinical research is conducted in 

Europe. This collaboration needs to bring public and private institutions together and engage with patients 

and hospitals to better respond to patients’ unmet needs. In parallel, finding a balance between necessary 

rewards for innovation, improved patient access to innovative medicines and rationalising healthcare 

budgets remains a challenge for decision-makers, patients, researchers and industry in Europe.  

Whilst there is an agreement on the need to address the burden imposed by cancer on society, solutions 

need to be found to bring innovation to patients in times of budget constraints.  

MAIN CONCLUSIONS 

Participants agreed that a multi-stakeholder group needs to be formulated to identify policy 

recommendations to increase awareness, address the key challenges and propose solutions to the topics 

discussed during the workshop, in line with the main conclusions cited below. 

ASSESSING THE VALUE OF CANCER MEDICINES 

More and more policymakers, budget-holders, patients and medical experts alike recognise that the key 

target for new cancer treatments should be long-term survival, coupled with improved quality of life.  

However, the traditional criteria assessing value of a medicine in oncology are still focused on short-term, 

incremental benefit. Therefore, new metrics, focused on long-term survival and quality of life, need to be 

used when assessing the value of innovative treatments in oncology. 
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FACILITATING PROCESSES 

A progressive, Europe-wide standardisation of Health Technology Assessment methods is needed in order 

to close the gap in access to new treatments and diagnostics. 

To achieve affordability and more equal access to healthcare in Europe, Member States should encourage 

innovative pricing arrangements, reflecting the different economic situations between countries and 

prevalence of cancer in their country. 

A multidisciplinary approach needs to be established in order to look for consensus on challenges posed by 

the cost of treatments and the cost of the disease overall. The impact of innovative medicines on 

healthcare budgets needs to be looked at and solutions need to be co-created to ensure patients have 

access to appropriate innovative treatments. 

EQUITY IN CANCER CARE 

Access inequalities between and within EU countries should be addressed. This requires a holistic approach 

encompassing priority setting in healthcare, comprehensive cancer plans, availability and affordability of 

treatments as well as enabling policies. 

A POLICY APPROACH TO CLINICAL RESEARCH 

For cancer patients where the only option is to enrol in a clinical trial, the “zero-risk” approach often taken 

by policy makers and regulators is not the one preferred by patients. With this “zero risk approach” it could 

be more difficult for patients but also for the industry to take the full benefit of clinical trials. 

For highly innovative treatments approved on the basis of phase II data, methodology of HTA/payer bodies 

need to be adapted to recognize the added value of these treatments based on lesser data, where 

appropriate, and provided the safety of patients is guarded. 

Innovation, research and clinical trials play an important role in the development of new medicines. There 

is a need for new, meaningful endpoints in clinical trials that measure true benefit e.g. long-term survival. 

PATIENT-CENTERED CARE 

High quality, patient-centred cancer care should be the goal for healthcare systems and policies. Cancer 

patients’ needs for physical, mental and social support, should not be overlooked, in parallel to improved 

patient access to innovative, appropriate treatments.  

Increased collaboration and exchange of data between European Cancer Institutes can facilitate a holistic 

approach to comprehensive cancer care. 
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NEXT STEPS 

Following the conference, ECPC started consultations with partners to create a pan-European project on 

immune-oncology. 

The project will bring together policy makers, researchers, industry and oncologists, in a joint attempt to 

define the guidelines for the fruitful development of immune-oncology at the EU level. ECPC, coordinating 

the project, will ensure that patients’ perspective will be duly taken into consideration.  

SABCS SCHOLARSHIPS 

For the first time in recent European patient advocacy records, ECPC offered two full scholarships to breast 

cancer patient advocates to attend SABCS 2013 - San Antonio Breast Cancer Symposium, the annual 

global breast cancer congress (San Antonio, Texas, USA, from December 9 to 14, 2013).  

The winners of the two scholarships offered by ECPC were Ragna van Hummel and Maria Skotida. 

Ragna van Hummel (Netherlands) is Breast cancer survivor and BRCA2 carrier. Ragna made a career 

change after her diagnosis and founded Re-turn, a national organization that supports workers with 

(breast) cancer and their employers. She is also a volunteer for the BVN, the largest cancer patients’ 

organization in the Netherlands. Ragna is both an expert on workplace issues and an advisor on how to 

organize patient involvement better. She is also an editor at B magazine, the official BVN publication. 

Maria Skotida (Greece) is an active member of the Association of Cancer Patients of Athens (KEFI) and 

member of the Board of Directors. Maria designed and implemented a Pan-Hellenic campaign on the rights 

of cancer patients, which included a theoretical part (EU framework), and a more practical component 

depicting what has been applied in Greece, a country in which the health system has deteriorated 

immensely due to the financial crisis. She makes the best of her professional skills and knowledge on 

communications for the benefit of people with cancer, passing information and supporting them in every 

way possible. 

COMMUNICATING WITH SOCIETY 

ECPC believes in the power of social media in healthcare and helps its membership, stakeholders and the 

society at large to learn about latest developments in cancer care by sharing relevant news in its social 

media accounts. 

ECPC Board and staff directly manage our 

social media account, ensuring that all the 

interaction happening through internet will bring an impact. There is always a committed cancer advocacy 

professional behind every tweet and post: don’t miss the chance to interact with us! 

Visit our website at www.ecpc.org and share your views with us on twitter at @cancereu and on Facebook 

at European Cancer Patient Coalition Facebook page!  

http://www.ecpc.org/
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PROJECTS 

During 2013, ECPC engaged in a series of new research projects, enhancing the power of patients’ voice 

providing it with strong scientific arguments derived from some of the most interesting EU-funded 

oncology projects. 

The first assessments and deliverables will be available in 2014. 

ESMART 

The eSMART project is a pioneering patient-centered research project 

that could transform cancer care and significantly reduce healthcare 

costs by enabling cancer care clinicians to monitor patients undergoing 

chemotherapy treatment for breast, bowel and blood cancers via 

mobile phone. 

The eSMART (Electronic Symptom Management System Remote 

Technology) trial involves provision of a mobile phone to cancer patients which contains an app-like 

programme, where patients identify and record their chemotherapy symptoms twice a day. This 

information is sent securely to a computer which assesses the symptoms and triggers an immediate alert 

to doctors or nurses if the patient requires assistance. The phone offers patients real time information and 

advice on how to manage their symptoms at home, without the need to travel to hospital. 

The eSMART researchers believe that through the use of the system, chemotherapy side effects will be 

reduced and the identification and treatment of life-threatening side effects will be quicker when 

compared to current care systems. 

eSMART has been granted €6 million from the European Union to fund a large trial of the system involving 

1,000 patients in England, Austria, Greece, Holland, Ireland and Norway, with the hope that this type of 

patient monitoring will be integrated into routine cancer care in the future. www.ecpc.org/?s=esmart 

INSUP-C 

ECPC was involved in the InSup-C Project on integrated palliative 

care on the 7th and 8th of November 2013, ECPC joined the InSup-

C team on integrated palliative care. 

The study aims to find out about the best way to deliver care to 

people who have advanced cancer, heart failure or lung disease as 

they come towards the end of their lives. This is called integrated 

palliative care. By 'integrated' we mean when several health care workers from different services work 

together to provide care in a seamless way tailored to individual patient need 

More information about this project can be found at http://www.insup-c.eu/. 

http://www.ecpc.org/?s=esmart
http://www.insup-c.eu/
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RARECARENET 

RARECARENet project aims at building an information network in order to 

provide comprehensive information on rare cancers to the community at 

large (e.g. oncologists, general practitioners, researchers, health authorities 

and patients). Within this project ECPC will build a network of patients’ 

organizations and treatment centres and will provide information material to cancer patients in order to 

facilitate prevention, diagnosis and treatment. This is important due to the challenges faced by rare cancer 

patients among whom we could mention: late or incorrect diagnosis, lack of access to appropriate 

therapies and clinical expertise and a dearth of clinical trials. If you are or know a patient organization 

working with rare cancer patients, please get in touch with us. 

EUROCANPLATFORM 

EurocanPlatform aims at decreasing cancer mortality by dealing 

with three main areas of strategic research: prevention, early 

detection and improved treatments. There will be a strong focus on translational cancer research in five 

selected tumours: breast, head-neck, lung, malignant melanoma and pancreatic cancer. In this project, 

ECPC’s role lies in contributing to the construction of a knowledge system explaining cancer, its origin, 

prevention mechanisms, treatment and outcomes to the patient community and to the general public. 

ECPC will assist the platform members in organizing public outreach activities during ECCO congresses, 

ECPC masterclasses and patients’ workshops, OECI meetings. 

BENCHCAN 

BENCH-CAN contributes to objective 2 of the Health Programme of the European Union “Promote health”, 

including the reduction of health inequalities & contributes to implementation of priority 3.2.4 “prevention 

of major and rare diseases”. It also addresses the basic principles of ‘Together for Health’; complements 

EPAAC WPs (healthcare and cancer data & information); and will inform Pillar B (Care and cure) of the 

Strategic Implementation Plan of the European 

Innovation Platform for Active and Healthy Ageing. 

Managed by the Organisation of European Cancer 

Institutes – OECI, Bench-Can aims at linking 12 cancer centres in 10 EU Member States as well as the 

European Cancer Patients Coalition for improving cancer care and ensures long term benefits to the 

patients. By concentrating on bench marking operations management and best clinical practices, BENCH-

CAN provides a critical mass for tackling large scale problems. Improving the oncologic care infrastructure 

towards state of the art comprehensive care provision contributes to patients’ wellbeing, economic 

productivity and guarantees a better organization and management of the cancer care infrastructure. 
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STRATEGIC PARTNERSHIPS 

ORGANISATION OF EUROPEAN CANCER INSTITUTES 

During the end of 2013, ECPC laid downs the basis for a more fruitful 

cooperation with the Organisation of European Cancer Institutes - OECI. 

The collaboration holds solid basis in ECPC collaboration within Bench-Can 

project, coordinated by OECI. Aside from project collaborations, ECPC and 

OECI work together also at the policy level. 

In February 2014 it has been scheduled a conference at the European Parliament on “How uniform is 

cancer care in Europe?” The Conference aims at being the first step for the development of a common 

Action Plan towards the reduction of inequalities in cancer care in Europe and the beginning of the 

strategic partnership with OECI concluded in 2013. 

ECPC HONORARY PATRONAGES 

POLISH CITIZENS’ PARTNERSHIP ON CANCER 

In 2013 Polish cancer patient organizations developed the “Citizens’ Partnership on Cancer“, the main goal 

of which is to to solve the urgent problems of Polish oncology, unbearable by cancer. 

The Polish Partnership is a strong opposition to the proposed amendment of the Reimbursement Act 

proposed by the Polish Ministry of Health. The Partnership is developing a new civic formulation of the 

National Programme for Fighting Cancer. 

ECPC believes that front line cancer care for patients and cancer survivors is steadily deteriorating in 

several EU Member States. Particularly those most hit by the financial crisis. In general, the budget cuts in 

healthcare are substantially affecting cancer care and related social services. ECPC has been advocating for 

years to safeguard access to care to socially vulnerable groups. 

ECPC was therefore honoured to take the high patronage of the Polish Citizen Partnership on Cancer. 

PUBBLICATIONS 

Information for action : building a unified European Cancer Information System to bolster cancer control, in  J. M. Moreno, T. 

Albreht, S. Rados Krnel: Boosting innovation and cooperation in European Cancer Control, Ljubljana, 2013 

A Bill of Rights for patients with cancer in Europe, in “The Lancet Oncology”, Volume 15, Issue 3, Pages 258 - 260, March 2014 

A Catalyst for Change: The European Cancer Patient's Bill of Rights, in “The Oncologist”, Feb. 2014 

http://www.ecpc.org/wp-content/uploads/2013/08/LOGO-OECI.png

