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EXECUTIVE SUMMARY 

The new course set by the election of the new ECPC Board in June 2013 led to ECPC’s largest Annual General Meeting in recent 

history, counting over 140 participants. 

The ECPC AGM aims at being not only the institutional gathering of 347 cancer patients’ organisations across Europe, but also a 

reflection moment for the whole cancer patients community, during which ideas and suggestions can be shared, multiplying the 

already great impact of our Members’ activities on the field.  

Therefore, this year AGM focused on a theme unfortunately well know by ECPC Members: inequalities in cancer care. 

The event started with an overview of a series of practical tools to fight inequalities, by financially and logistically empowering 

cancer patients’ organisations, which are the key gate for many European citizens seeking treatment for their disease. Most 

ECPC Members, in fact, are working in a harsh financial environment, where the collection of funding and the management of 

projects require a highly professionalised and methodologically demanding work. Some of our Members clearly show the 

capacity to overcome those difficulties and shared their precious knowledge and know-how.  

As the voice of cancer patients within the “Euro Bubble” in Brussels, ECPC is also aware of the complex political dynamics 

influencing the life of the 10 million European citizens affected by cancer. For this reason, ECPC invited key policymakers to 

express their expectations, plans and solutions to tackle inequalities in cancer care in Europe. Those experts, including a 

Member of the European Parliament, officials from the European Commission, national policymakers recognised the unbearable 

inequalities characterising in cancer care in Europe. The divide between Eastern and Western Member States’ survival rates is 

not the only obstacle to an equitable access to care. 

However, how can we ensure that cancer patients’ voice is taken in due consideration by policymakers? Nowadays patients’ 

advocacy must be based on clear scientific understanding of the main issues affecting cancer patients. That is why ECPC brought 

to Bucharest some of its partners to explain to our Membership the importance of few fundamental issues related to 

inequalities in cancer care: the role of the European Medicines Agency (EMA), biobanking, the crucial importance of cancer 

registries, the relevance of radiotherapy. The partnership between cancer patients and researches is instrumental to the success 

of cancer patients’ policy actions, either through the institutionalised channels provided by European institutions (like the  EMA), 

or through broader, multidisciplinary activities (e.g.: lobby actions towards a research-prone General Data Protection 

Regulation). 

The European Union remains a space of relatively very high protection for cancer patients. Nevertheless, ECPC identified several 

shortfalls in the implementation of the main EU legislation and provided ECPC Members with the instruments to guarantee that 

their voice will be heard by their own Member States. 

Finally, ECPC left the floor to its Members, showcasing the best practices implemented by them and giving them possibility to 

discuss within selected, specialised Working Groups focused on pivotal issues for cancer patients. 

ECPC AGM 2014 IN NUMBERS 
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FRIDAY 20TH  JUNE 

SUSTAINABILITY OF PATIENT ORGANISATIONS IN DIFFICULT TIMES 

The harsh financial crisis that hit Europe in 2008 deeply affected both national expenditures in health and our Members’ 

budgets. From small local patient groups to big national federations, most of ECPC Members experienced financial constraints 

and difficulties related to the compromised economic situation in Europe. 

That is why ECPC decided to open the AGM week end with a practical workshop on 

how to face the issue of financial sustainability and long-term funding, providing 

our Members with a first chance to discuss a common problem and to share best 

practices and empowering tools to overcome the difficulties related to the 

associations’ management.  

Greece is one of the most impressive examples of how severe the impacts of the 

financial crisis on a European Member State. At the same time, Greek cancer patients’ organisations are on the forefront of the 

fight against cancer: Maria Moudatsou from PRAKSIS is a perfect example of how professionalism and knowledge can make the 

difference for a patients’ organisation. 

Taking inspiration from her work with PRAKSIS, Ms Moudatsou showcased a vast series of tools and best practices used by her 

organisation to collect more than 6 million EUR and hence guaranteeing not only the survival of the organisation, but also the 

expansion of its activities. 

Practical and operational, the workshop included a group exercise, during which our Members discussed the main components 

of a successful project. The exercise was also a good ice-breaker for our Members, who had the chance to introduce themselves 

while getting involved in the discussion on project management. 

CONCLUSIONS 

Most ECPC Members are working in harsh financial environment, where the collection of funding and the management of 

projects require a highly professionalised and methodologically demanding work. Some of our Members clearly showed the 

capacity to overcome those difficulties. To share their best practices, ECPC will publish a series of information tool on its website 

to provide all ECPC Members with the results of the workshop. 

PRESENTATION OF THE DOCUMENTARY “THE NETWORK” 

Each European country has its specific problems related to cancer, and each European cancer patient has equally overwhelming 

issues related to their condition. However, ECPC believed necessary to honour the ECPC AGM hosting country by giving our 

Members a clearer picture of the difficulties experienced by Romanian cancer patients. 

Access to essential cancer drugs has been a serious problem in Romania for many years. Romanian cancer patients were denied 

fundamental medicines for their condition, as some basic anti-cancer drugs were simply not attainable in the country, although 

perfectly available (and cheaper) right across the border. “The Network” was established to overcome this problem. Thanks to 

the personal engagement of many Romanian volunteers from the diaspora, coordinated by Romanian cancer patients’ 

organisations, “The Network” collected essential cancer drugs all around Europe and delivered them to Romania. 

Touched by this remarkable effort, the journalist Vlad Mixich and film director Claudiu Mitcu joined forces to document this 

amazing example of how cancer patients’ association can make the difference. The result is the documentary “The Network”. Mr 

Mitcu himself presented a selection of scenes from the movie to ECPC Members and opened the debate over the seriousness of 

the problem and the possible solutions.  
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Know more about ECPC History on 
www.ecpc.org/about-us/history 

“The work of the ECPC is crucial and brings 

added value to unrepresented cancer patients 

Prof Francesco De Lorenzo 

SATURDAY 21ST  JUNE 

OPENING 

The Annual General Meeting was officially opened by ECPC President Prof. Francesco De Lorenzo, who welcomed the more than 

140 participants with a warm and touching speech on the meaning of 2014 ECPC AGM. 

As the title of his presentation indicates, ECPC has the responsibility to build on its 10-year legacy, taking advantage of the 

experience and expertise gathered in a decade of advocacy and empowerment to make a further step forward towards the 

consolidation of ECPC as the largest cancer patients’ organisation in Europe.  

Facts that confirm that ECPC is ready to make an important step forward: after the installation of the new ECPC Board in 2013 

the turnout at ECPC AGM triplicated, demonstrating the regained trust of ECPC Members towards their representative body in 

Brussels. This is the result of a renewed management of the organisation, based on a committed Board and supported by a new 

team of professionals working for ECPC. 

Thanks to these new conditions, ECPC managed to get more and better involved into the European cancer community, providing 

patients’ perspective and contribution in a variety of activities, showcased by Prof De Lorenzo in his presentation. 

Prof De Lorenzo started his contribution showcasing some striking figures 

in cancer care across Europe: whereas the average expenditure per citizen 

in Europe is 102 Euro, Romania and Bulgaria only spend 20 Euro per citizen 

or less. Although all 28 European Member States provide universal access 

to healthcare, major disparities and differences exist in access to care and 

treatment among regions, among countries and among socio-economic 

groups. In this context, the “work of the ECPC is crucial and brings added value to unrepresented cancer patients”. 

“In the next year, the activities of the ECPC will be structured around four pillars: advocacy, capacity building, research and 

partnerships to defend a Europe of rights and not a Europe of disparities”. Prof. De Lorenzo also recalled of the importance of 

the “involvement of the ECPC is some legislative initiatives such as the EU Data protection Regulation that could slow down 

medical research for cancer patients”. 

The current succes of ECPC, however, is based on the organisation’s values 

and principles, set by those who created the organisation back in 2003. Those 

values were presented by former ECPC President Lynn Faulds Wood, with 

richness in enticing details  and enthralling enthusiasm. 

CONCLUSIONS 

The new course set by the election of the new ECPC Board in June 2013 is bringing results  above expectations. After one year, 

ECPC is a more solid organisation, which is also demonstrated by the unprecedentedly high turnout at the AGM. 
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“It is time to move towards a more 

“geriacentric” approach towards 

cancer treatment” 

Prof Mark Lawler 

“EU has greater powers on health 

policies under the new Treaty and no 

country can fight cancer alone” 

MEP Christian Busoi 

SESSION 1: PATIENTS ASK POLICY MAKERS: CAN ALL EUROPEANS ACCESS CANCER CARE? 

The aim of the first session of the AGM was to set the scene in which European cancer patients’ organisations are currently 

operating. Through the speakers’ contribution, the session described the European policy environment, underlining the existing 

EU initiatives on cancer and the results achieved, but also defining the limits to cancer care in Europe. 

Through this analysis, the session helped identifybarriers to access to care and opened a debate over the possible future ways to 

overcome those barriers. 

Prof Mark Lawler introduced the topic of inequalities in cancer care, 

showcasing his work within the European Cancer Concord (ECC), a patient-

centred initiative, borne out of the need to deliver an optimal standard of 

cancer care and research for Europe's citizens. ECC is guided by the principles of 

strengthening and upholding the rights of the individual cancer patient and 

cancer survivor. Prof Lawler focused on the pressing issue of ageing 

population and ageism in cancer. Several examples of unfair and unequal 

access to cancer therapies for elderly people were presented. While presenting the outstanding results of the European Cancer 

Patient’s Bill of Rights, promoted by ECC, Prof Lawler invited the audience to make the Bill of Right applicable also to older 

cancer patients. He stressed the importance of working together to change the current medical mindset and convince 

physicians that age is only a number and therefore cancer patients shall not be discriminated on age basis. Prof Lawler 

affirmed that a fundamental shift in cancer policy for older people is required, which shall promote early diagnosis for the 

elderly, make treatment more available to them and, most importantly, remove the upper age limit for clinical trials. 

Prof Lawler briefly touched upon the issue of Cancer Drug Funds (CDFs). CDFs provide financial support to enable patients to 

access drugs that are not routinely funded by the National Health System (NHS). Prof Lawler mentioned the English CDF as a 

clear success story, that however was not sufficiently replicated outside of England. 

The floor was then taken by MEP Christian Busoi, Member of the European Parliament for the Group of the European People's 

Party (EPP). Busoi, as a trained expert in public health, demonstrated his interest in the issues affecting European cancer 

patients by signing the ECPC Call to Action during his successful electoral campaign, which awarded him his second term in the 

European Parliament. 

MEP Busoi, former President of the Health Insurance in Romania, also presented 

some of the big differences that exist across Europe. “When we talk about access 

and quality to treatment we talk about the problem of access to innovative 

medicines but also about the persistent problems with waiting lists”. “In Romania 

for example, the list of reimbursed medicines has not been updated since 2009 and 

the access to radio-therapy is extremely low”, he highlighted. Mr Busoi focused his 

contribution on the role of the European Parliament in advocating against 

healthcare inequalities in Europe. 

MEP Busoi reminded that the “EU has greater powers on health policies under the new Treaty and no country can fight cancer 

alone”. “The European Parliament in partnership with other institutions can do a lot to fight against cancer in Europe. “I hope 

and it is my commitment, that the newly elected Parliament, together with the ECPC will set up an inter-group in the EP to drive 

policy change in cancer policies across Europe. No country can fight alone cancer”, MEP Busoi said. 

“A policy dialogue exists between the European Parliament and the European Commission. The candidate Commissioner for 

Health will need to be ratified by the European Parliament after a “Hearing” in the EP. I will use this Hearing to ask the candidate 

about his or her vision and plans to respond to the existing and increasing health inequalities in healthcare across Europe”,  he 

confirmed. 
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Click here to download 
ECPC Letter to the Romanian President 

For the first time in ECPC history, a representative of the European Commission delivered a speech during ECPC AGM. Mr Antoni 

Montserrat, an official from Directorate General Health and Consumer Protection, shared his vast experience of the 

cancer/public health panorama with ECPC Members. In particular, he focused his contribution on the “The Commissions’ 

perspective on tackling inequalities in cancer care in Europe”. After briefly presenting the most updated statistic on the medical, 

social and economical impact of cancer in Europe, Mr Montserrat focused on the historic commitment of the European 

Commission in fighting cancer. Since 1987, when the first European Code Against Cancer was published, the Commission mainly 

focused on cancer prevention and early detection (including screening). Along the years, the Commission’s engagement gained 

in completeness and efficacy, including the establishment of pan-European cancer information systems and quality assurance 

schemes. 

In 2009, the European Commission’s commitment was scaled up through the establishment of the first Joint Action against 

cancer: the European Partnership Action Against Cancer (EPAAC), to which ECPC participated as a contributing partner. The 

European Partnership promoted the adoption of National Cancer Plans (NCPs) in all the Member States and pledges that by the 

end of the Partnership, i.e. by 2013, all Member States will have adopted integrated cancer plans.  

The Joint Action (2014-2017) on the Development of the European Guide on Quality Improvement in Comprehensive Cancer 

Control (CANCON) succeeded EPAAC, and promises to reach even greater success, including 24 out of 28 Member States. It aims 

at identifying key elements and quality standards for optimal and comprehensive cancer control in Europe, and cooperation of 

Member States, including the exchange of best practices to identify and define key elements to ensure optimal/comprehensive 

cancer control through a Platform for Member State cooperation. 

Finally, Mr Montserrat explained how patients with rare forms of cancer benefit greatly from the added value the EU provide. 

Thanks to the Health Programme’s project RARECARE (predecessor of RARECARENet, established in partnership with ECPC), the 

Commission is working to have an equal treatment for these patients. A further source of hope for rare cancer patients is the 

future European Commission Joint Action on rare diseases, which will be launched in 2015. 

LETTER TO THE ROMANIAN PRIME MINISTER 

Romania being the hosting country of ECPC’s AGM, the organisation decided to reserve a speaking slot for Prof. Dr. Sandesc 

from the Romanian Ministry of Health. ECPC kindly asked Prof. Dr. Sandesc to address the topic of this session (….) from the 

Romanian perspective. However, due to last-minute impediments, the Romanian Ministry of Health did not manage to send a 

representative. 

Therefore, ECPC submitted a brief letter to the Romanian Prime Minister Mr. Victor Ponta and the Romanian Health Minister 

Mr. Nicolae Banicioiu, focused on the importance of tackling the causes of healthcare inequalities in Romania. 

ECPC is aware of the unbearably insufficient status of radiotherapy in Romania, 

which clearly hampers the truly multidisciplinary treatment that European cancer 

patients need and deserve. Figures unfortunately demonstrate that cancer 

survival in Eastern Europe is generally low and below the European average, particularly for cancers with good or intermediate 

prognosis. 

Through the letter, ECPC expressed its concern that curable cancers are not properly tackled in the European Union. A growing 

gap in cancer survival between Eastern and Western Member States is tearing European cancer patients apart. ECPC intends to 

fight this inequality, both at national and at European level. 

CONCLUSIONS 

The panel recognised the unbearable inequalities in cancer care in Europe. The gap between the survival rates in Eastern and 

Western Member States’ is only one of the obstacles to an equitable access to care. The European Commission reiterated its 

engagement to find a solution of the problem, showcasing existing and future initiatives.  

http://www.ecpc.org/wp-content/uploads/2014/06/Letter-to-Romanian-Prime-Minister.pdf
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Do you want to know more about 
EuroCanPlatform? Visit 

www.ecpc.org/activities/projects 

SESSION 2: PATIENTS’  EMPOWEREMENT STARTS WITH KNOWLEDGE 

One of ECPC’s main objectives is to empower patients through knowledge-based initiatives. During Session 2 of the AGM, ECPC 

showcased two of its most important patient-empowerment activities: the structured collaboration with the European 

Medicines Agency (EMA) and ECPC work in the field of biobanking. 

ECPC AND THE EMA 

ECPC recognises the fundamental contribution of all European institutions in the creation, implementation and assessment of 

EU policies related to health. In particular, ECPC has maintained a very fruitful and extensive collaboration with the European 

Medicines Agency, especially through the participation of ECPC’s Vice President Kathi Apostolidis and Board Member Rafal 

Swierzewski in the EMA Patients and Consumers’ Working Party (PCWP). This is EMA’s interface with patients and consumers, 

responsible for the production of recommendations to the EMA and its human scientific committees on all matters of interest to 

patients in relation to medicinal products. 

In line with his engagement with EMA, ECPC’s Board Member Rafal Swierzewski chaired Session 2, drawing also from his direct 

experience as a patients’ advocate. In his introductory remarks Mr Swierzewski affirmed that EMA’s role in EU public health 

debate is fundamental, particularly for cancer, the biggest EU killer in most Member States. At the same time, Mr Swierzewski 

believes that EMA has the potential to play an even more important role in key issues for cancer patients, such as access to 

medicines. 

Mr Swierzewski yielded the floor to Ms Nathalie Bere from the EMA’s Stakeholder & Communication Division. In her complete 

and thorough presentation, Ms Bere explained to the audience the functioning and role of the EMA, focusing on the direct 

impact of EMA’s work on patients.  

The first part was devoted to the presentation of the EMA, its structure and responsibilities. Ms Bere focused on the EMA’s work 

related to the marketing approval of medicines. Ms Bere explained the procedures by which the EMA approves new drugs, 

including the relations the Agency has with a vast network of experts, national authorities, EU institutions, and global 

stakeholders. 

In the second part, Ms Bere defined the ways in which the EMA interacts with European patients. Ms Bere affirmed that patients 

bring unique real-life experiences and “patient perspectives”, which complements the scientific data. Patients also help ensure 

the quality of patient information and communication on medicines. EMA directly involved more than 550 individual patients in 

its activities, maintaining a sharp increase since 2005 (year of the adoption of the “Framework of interaction”). Ms Bere 

underlined that any organisation representing EU patients or consumers may express an interest to work with the Agency, 

however they must meet the defined eligibility criteria. 

Ms Bere concluded affirming that EMA collaborative interaction with patients allows sharing of experiences and provides 

meaningful feedback on the real-life implications of regulatory outcomes, which ultimately contributes to the quality of the 

medicines assessment and outcome. 

THE IMPORTANCE OF BIOBANKING IN CANCER 

The second set of presentations of Session 2 covered the important contribution 

ECPC provided to the EuroCanPlatform project. EuroCanPlatform aims at 

decreasing cancer mortality by dealing with three main areas of strategic research: 

prevention, early detection and improved treatments. Within EuroCanPlatform 

objectives, ECPC supported the production of a fundamental information tool for cancer patients on the importance of 

biobanking. 

http://www.ecpc.org/activities/projects
http://www.ema.europa.eu/ema/index.jsp?curl=pages/contacts/CHMP/people_listing_000017.jsp
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We believe that clinical research and 

practice is improved by patients being 

partners with clinicians and healthcare 

professionals, rather than passive 

recipients of healthcare 

Margareth Wilcox 

ECPC strongly encourages cancer patients and patient organizations to be involved in the constitution of biobanks’, their studies 

and their research. The volume “Biobanking: FAQs”, a deliverable of the EuroCanPlatform project, contributes towards this goal 

by empowering patients and educating them on their rights regarding tissue donation, the process and risks involved, the access 

to information on the clinical research performed on their sample and the protection of their personal data.  

ECPC invited two of the co-authors of the document, Prof. Peter Riegman and Margareth Wilcox, to present the volume and 

discuss with our Members the impact of biobanking on patients’ life. 

Prof. Peter Riegman introduced the topic through his accurate presentation, depicting the basic elements of today’s biobanks 

activities. After describing what is stored in biobanks, Prof Riegman explained which are the vast benefits of the establishment 

of biobanks for medical research: from diagnostic to safety, biomarkers are a fundamental part of today’s fight against cancer. 

In the second part of this presentation, Prof Riegman touched upon the challenges to biobanking, which arise mostly from the 

ethical, legal and social implications related to it. In particular, Prof Riegman described the possible destructive impact of the 

application of the new General Data Protection Regulation to biobanking, which can harm the collection and use of biomaterial 

within the existing biobanks. 

Margareth Wilcox brought her experience in biobanking as a patient advocate, 

showcasing her work with Independent Cancer Patient Voice. Ms Wilcox, a trained 

nurse and a cancer survivor, engaged herself to raise public awareness on the need 

for tissue donation, focusing her work on establishing and enforcing trust between 

the care givers, the researchers and the tissue donors/patients. Ms Wilcox 

affirmed that for the patients to be motivated to donate their tissues to research, 

the benefits for them must be explained very clearly. Information in simple 

language must be available to patients: “If you don’t ask – you don’t get. And, you 

are denying that patient the opportunity to contribute to research which could 

benefit future patients “ said Ms Wilcox, referring to the importance of proper 

communication between the researcher, the donor and his/her family.  

CONCLUSIONS 

Nowadays patients’ advocacy cannot exist without a clear scientific understanding of the main issues affecting cancer patients. 

The European Medicine Agency represents a fundamental source of information, and a major forum for discussion, where the 

opinion of European cancer patients can provide their fruitful insider view to the top level of European decision-makers on safety 

and market authorisation. 

However, the patients’ advocacy universe is much broader than the issues discussed within the EMA, and it is necessary for all EU 

cancer patients organisation to act jointly to provide patients with the best information possible. The example of the 

“Biobanking: FAQ” is a successful example of the collaboration between patients and researchers, aimed at creating meaningful, 

useful and practical knowledge for cancer patients. 

The partnership between cancer patients and researches is instrumental to the success of the policy actions of cancer patients, 

either through the institutionalised channels provided by European institutions (like EMA), ot through broader, multidisciplinary 

activities (e.g.: lobby actions towards a research-prone General Data Protection Regulation). 

  

http://www.independentcancerpatientsvoice.org.uk/
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Accessibility to radiotherapy in EU 

Sweden: 200.000 citizens/1 accelerator 

France: 180.000 citizens/1 accelerator 

Germany: 190.000 citizens /1 accelerator 

Romania: 1.000.000 citizens /1 accelerator 

 

SESSION 3: ACCESS TO CANCER CARE 

Session 3 brought together researchers and cancer expert from Romania to present the country’s current problems related to 

access to cancer care. The speakers approached the subject from three different perspectives:  

 Access to radiotherapy; 

 Implementation of cancer registries; 

 Personalised treatment in cancer. 

The session was moderated by Prof De Lorenzo. 

THE IMPORTANCE OF ACCESS TO RADIOTHERAPY IN ROMANIA 

Prof. Dr. Ion-Christian Chiricuta from the Amethyst Radiotherapy Clinic in Romania presented the current status of radiotherapy 

in the country. Prof Chiricuta kicked off underlining the importance of radiotherapy within a multidisciplinary cancer care team, 

which represents the standard for cancer care worldwide. 

Unfortunately, only 27% of the 38.000 Romanian cancer patients in need for radiotherapy were treated (2006 data). This is due 

to the co-existence of two factors: the inadequacy of Romanian radiotherapy facilities and the brain-drain of radiotherapists 

from Romania. 

Prof Chiricuta reported that EU standards recommend 1 high energy 

unit (accelerator or cobalt equipment) for every 300.000 inhabitants. 

This means that Romania would need 70 accelerators. Romania 

possesses at the moment only 15 such units, 7 of which produced in 

the Soviet era and thus not compliant with the safety regulations. This 

is just an example of the unbearable situation of Romania radiotherapy 

infrastructure, which registers serious short falls also in conventional 

radiotherapy equipment and brachytherapy. 

The critical situation of the infrastructure has an impact also on the number of radio-oncologists and radiologists in Romania. 48 

radiation oncologists serve the whole Romanian population (almost 22 million people). This is further exacerbated by the lack of 

centre for education of residents in radiation oncology. 

All these factors have a massive impact on the final survival rate of Romania cancer patients, which is among the worst in 

Europe. 

Prof Chiricuta concluded his astonishing presentation evaluating the investments necessary to guarantee Romania’s citizens a 

state- of-the-art access to radiotherapy, mounting up to 335 million EUR. 

THE NEED FOR EVIDENCE 

Drawing from her experience in melanoma, MD PhD Ana-Maria Forsea, Assistant Professor of Dermatology in the Carol Davila 

University of Medicine and Pharmacy in Bucharest, depicted the importance of enhancing the capacity of cancer registries in 

South Eastern Europe. 

She described the issues affecting the collection of sufficient data on melanoma patients in Romania. Unfortunately no official 

national statistics are available on Romanian patients. This adds up to the lack of innovative drugs reimbursed and the total 

absence of clinical trials on new melanoma drugs in Romania. 
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“Right treatment for the right patient at the right 

time means at the same time effective and cost 

effective health care system.” 

Nela Păvăloiu 

Forsea focused on the role played by cancer registries in the evaluation of the burden of cancer and consequently in the design 

of effective national cancer plans and European strategies against cancer. Since 2008 a National Cancer Registry has been 

established in Romania, including 8 regional registries. However, the resources allocated to the registry are insufficient, harming 

the quality of the data available and hence undermining the general reliability of the registries reports. 

ACCESS OF ROMANIAN PATIENTS TO INNOVATIVE AND PERSONALISED TREATMENTS 

A message of hope was provide by Nela Păvăloiu, President of the European Development Platform - EDP, a Romanian non-

profit organisation aimed at establishing a platform for the Romanian civil society to debate on current issues. 

Ms Păvăloiu explained the activities that her organisation is 

undergoing to facilitate access to personalised medicine to cancer 

patients in Romania. Last year, EDP launched a communication 

campaign entitled "Choose personalized medicine". The campaign is 

aimed at raising awareness on the potential of personalised medicine 

and the possibilities available to the Romanian public.  

There are major differences in terms of access to treatment and medical services between Romanian and European patients. 

“We are all members of the European Union and even if health is a national responsibility, we see lately a number of Europea  

European directives aimed at improving equality concerns in terms of health care for all Union citizens” said Ms Păvăloiu. 

She also mentioned the case of Romanian innovative drugs list, which has not been updated for almost six years. Ms Păvăloiu 

reminded the audience that many of the drugs proposed for inclusion in the list of free medicines personalised therapies are 

personalised treatments. 

CONCLUSIONS 

Romanian citizens affected by cancer face major structural problems in the delivery of cancer care and treatment. The situation 

of the Romanian radiotherapy infrastructure is blatantly insufficient. The lack of access to radiotherapy makes virtually 

impossible to implement coherent multidisciplinary treatments, negatively impacting the general survival rate of Romanian 

cancer patients. 

Planning structural reforms of the Romanian cancer healthcare system require consistent and reliable epidemiologic data on the 

cancer population in the country. This data is however not fully available, due to the shortfalls of the newly established cancer 

registry system. The example of melanoma illustrates this. 

The adoption of frontier technologies and therapies is complex in Romania. Efforts are being made to provide Romanian cancer 

patients with personalised medicine treatments, but there is a long way to go before ensuring access to the majority of 

Romanian patients. 

  

http://edp-org.com/
http://edp-org.com/en/content/choose-personalised-medicine
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SESSION 4: CANCER PATIENTS’ RIGHTS: TOOLS FOR ADVOCACY 

The European Union represents a unique area of protection for cancer patients. The standards of citizens’ protection achieved 

by the Union since the Rome treaty in 1957 are unparalleled in the world. At the same time, the expectations and the needs of 

European cancer patients increase and EU legislation still fails to anticipate solution to Europe-wide issues. In this perspective, 

the session aimed to introduce the expected impact of the Directive 2011/24/EU on patients’ rights in cross-border healthcare, 

also known as the Cross Border Healthcare Directive  (CBHD). 

THE CROSS-BORDER HEALTHCARE DIRECTIVE – A MYTH OR A FALLACY? 

ECPC Vice President Kathi Apostolidis took the floor to present her expertise and impression on the Directive, which officially 

entered into force in October 2013. 

Ms Apostolidis explained in a simple, yet effective language the core concepts related to EU citizens capacity to seek healthcare 

abroad. In particular, Ms Apostolidis summed up the complex legal framework of the two principal EU norms relate to patients 

mobility, the aforementioned CBHD and the Regulation 883/2004 on coordination of social security systems. 

From her perspective, the Directive failed to provide patients with a 

reliable legal base of their mobility, since the transposition procedure of 

the legislation has been slow and non-transparent. To date, only 17 

Member States harmonised the Directive within their national systems, 

and several governments did not even start the lengthy transposition 

procedure. 

Furthermore, the harmonising effect of the Directive is harmed by several 

objective obstacles, like the lack of detailed information about the 

reimbursement procedures, the language barrier among the different EU 

healthcare providers, the divergent clinical guidelines applied by the 

Member States. All these factors add up to the flexible geometry of the Directive, which leaves wide space of interpretation to 

Member States, further increasing the uncertainty around the implementation of the patients mobility. 

For these reasons, Ms Apostolidis suggested ECPC Members to start a dialogue with other patients and civil society 

organisations to cluster the common needs and bring them in front of the national ministries involved in the implementation of 

the Directive. 

DEFENDING YOUR RIGHTS AS CANCER PATIENTS TO THE EUROPEAN COURTS 

Ms Apostolidis’ insight on the EU norms protecting patients mobility were integrated by Prof Andrea Saccucci’s speech on the 

role of the European Court of Human Rights and the European Court of Justice in defending cancer patients’ rights. 

Both Courts play a role in preserving and foreseeing that the rights of cancer patients are respected by both Member States and 

third parties. 

Prof Saccucci explained that the European Court of Human Right (ECHR) is not an institution of the European Union, but is 

constituted within the Council of Europe, the organisation that reunites the signatories of the European Convention on Human 

Rights, a treaty to protect human rights, democracy and the rule of law. The jurisdiction of the ECHR therefore extends to all the 

47 countries that signed the Convention (the 28 EU Member States plus 13 non-EU European States, plus Canada, Israel, Japan, 

Mexico, the United States and the Holy See). The ECHR can be accessed by any individual or organisation (even if not 

resident/established in one of the countries that signed the Convention) to submit complaints versus any of the 47 countries 

signatories, including complaints regarding access to healthcare, if compelled by the Convention. 

http://ec.europa.eu/health/cross_border_care/policy/index_en.htm
http://europa.eu/legislation_summaries/internal_market/living_and_working_in_the_internal_market/c10521_en.htm
http://www.echr.coe.int/Pages/home.aspx?p=home
http://curia.europa.eu/jcms/jcms/j_6/
http://www.coe.int/en/web/portal/home
http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.echr.coe.int/Documents/Convention_ENG.pdf
http://www.echr.coe.int/Pages/home.aspx?p=applicants&c=#n1357809840531_pointer
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On the other hand, the European Court of Justice (ECJ) is an institution of the European Union. Unlike the ECHR, the ECJ is 

primarily the settling body between EU governments and EU institutions. The main mission of the ECJ is to ensure that EU 

legislation are applied in the same way in all EU countries. Individuals, companies or organisations can also bring cases before 

the Court if they feel their rights have been infringed by an EU institution. In this case, the norms that the individual or the 

organisation wishes to appeal against must be national or European legislation, for which the individual or organisation request 

a final interpretation by the Court. The jurisprudence of the ECJ covers only the 28 EU Member States.  

CONCLUSIONS 

The European Union remains a space of relatively very high cancer patients’ protection. Nevertheless, ECPC identified several 

shortfalls in the implementation of the main EU norms that guarantee cancer patients mobility. In particular, the implementation 

of the Cross Border Healthcare Directive remains highly unsatisfactory. The future implementation of the European Reference 

Network, however, might have a sizeable importance for rare cancer patients. 

European cancer patients and their representing organisations can also access to the European Court of Human Rights and the 

European Court of Justice to defend their case, depending on the kind of violation they have experienced and ….??????. 

ECPC MEMBERS TAKE THE FLOOR  

Reuniting more than 300 cancer patients organisation, ECPC retains a sizeable and valuable pool of knowledge, best practices 

and experience that our Members have developed on the field, supporting an important share of the 10 million Europeans 

affected by cancer. 

During the first part of the AGM, ample space was left to the contribution of experts and partners. Their valuable contributions  

added value to the gathering of ECPC Members, which took the floor on the second part of the AGM to share with their 

colleague and friends their experience. 

You can find their presentation in the dedicated ECPC AGM2014 Webpage. 

Presenter Organisation Country 

Elisabetta Ianelli  FAVO Italy 

Olimpya Bitrou AgaliaZO Greece 

Hein Jambroers  The Netherlands 

Marie-Marthe Bruck-Clees A Heart for Cancer Sick Children Luxembourg 

Alina Mitroi PAVEL Romania 

Andreja C. Škufca Smrdel, 
Marija Vegelj Pirc, Blaž Bajec Cancer Patients’ Association of Slovenia Slovenia 

  

http://www.eurofound.europa.eu/areas/industrialrelations/dictionary/definitions/complaintstotheeuropeancourtofjustice.htm
http://www.eurofound.europa.eu/areas/industrialrelations/dictionary/definitions/complaintstotheeuropeancourtofjustice.htm
http://ecpc.org/about-us/annual-general-meetings
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WORKING GROUPS 

The afternoon of Saturday was dedicated entirely to ECPC Members and their voice. From 17:05 to 18:35, ECPC Members 

divided into 6 thematic Working Groups. The objectives of each Working Group’s were different, but their common aim was to 

bring our Members together to understand which are the needs of the European cancer patient community and identify 

ongoing and new initiatives with a pan-European added value. 

ACCESS TO EMPLOYMENT AND SOCIAL BENEFITS 

Facilitator: Kathi Apostolidis 

PARTICIPANTS 

Name Organisation Country 

Carmen Boronat  FECMA Spain 

Monserrat Domenech Grup Agata Spain 

Hein Jambroers  The Nethelands 

Maria Moudatsou Praksis  Greece 

Ekkehard Buechler Prostate Cancer  Austria 

Andreja Skufca SMRDEL Cancer Patients Association of Slovenia Slovenia 

Antra Altmane Latvian Cancer Society Latvia 

Bogdana Costoiu Romanian Association of Oncology  Romania 
Elisabetta Ianneli 

FAVO Italy 

TOPICS 

1. Employment during cancer treatment; 

2. Employment after completion of treatment; 

3. Social benefits available to European patients during treatment and after completion of treatment. 

The Working Group on Access to Employment and Social Benefits was established in response to the problems faced by cancer 

patients and survivors to keep their income during the acute phase of disease and/or after completion of their treatment.  

These problems have increased due to the continued economic crisis in many EU Member States and reduced economic growth 

in others. Moreover, several Member States have substantially reduced social benefits as a result of the economic crisis. 

Participation in the Working Group is open to ECPC members, interested in the subject and willing to commit in supporting its 

work, as well as to academics in the field of employment, social insurance, sociology and health economics. 
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EMPLOYMENT DURING CANCER TREATMENT 

It has been remarked that most patients stop working or accept part -time employment after diagnosis and during the first acute 

phase of treatment. Before the economic crisis, most healthcare and social insurance systems in Europe would offer benefits 

allowing patients to concentrate on their health and treatment. 

Since 2009, several Member States, particularly in South Eastern Europe started to reduce or cancel existing social insurance 

benefits for patients. These measures were aggravated by the fast deregulation of the labour market in many countries (e.g. 

Greece, Spain, Portugal) resulting in the loss of many patients’ jobs and insurance coverage, with all negative consequences this 

entails for their care. 

In a Europe with millions of unemployed youth and middle age population groups cancer patients feel being hit from many 

angles: disease, loss of income, insecurity. 

EMPLOYMENT AFTER COMPLETION OF TREATMENT  

It is difficult for a patient to find a job or retain their own, particularly during the acute phase of disease, mostly due to hurdles 

of the treatment that may not allow for full time work. However, this is not applicable to those patients that have completed 

treatment and seek to re-integrate into normal life. 

Cancer survivors face unbearable prejudices from potential employers, on top of the already existing structural difficulties to 

find a job in the current high unemployment times. Furthermore, cancer survivors find many difficulties in being reintegrated in 

a fast pacedbusiness world, where technology advances by leaps. Cancer survivors easily lose more than one year fighting with 

the disease and hence need updating of their skills or learning new ones to increase their chances to find a job or setting up an 

own business. 

Few European countries offer social re-integration support to cancer survivors to facilitate their employment reintegration. The 

increased incidence and prevalence of cancer will have a growing impact on EU economies: cancer survivors in Europe are 

already estimated to more than 10 million and it is expected that this number will grow in the coming years as result of more 

efficient cancer treatment and increased longevity of Europeans. 

SOCIAL BENEFITS AVAILABLE TO EUROPEAN PATIENTS DURING TREATMENT AND AFTER ITS COMPLETION  

The members of the Working Group support the social re-integration of cancer patients and survivors and would like to get 

feedback from all ECPC Members on the current employment conditions and the social benefits foreseen for cancer patients and 

survivors in the EU member states. 

The Working Group recognises that this would be an intense work, but the information gathered would be of capital importance 

to design effective solutions to the problem. 

As the topic is quite vast, the Working Group discussed the need to first acquire information at the EU level and then translate 

the tasks at the national level. 

ACTION POINTS 

The following action points were discussed and Elisabetta Iannelli offered to start our list of information. 

Each Working Group member shall check the local measures in place in support of cancer patients/survivors employment and 

social security, in line with the topic discussed. A collection of national on-line and off-line sources can be presented to the 

Working Group (ministries, universities, institutes, think tanks, employment, labour union and social welfare organizations) to be 

compared with the other Members. 
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In particular, the Working Group agreed to: 

 Get a list of reports on the current state of employment in Europe with focus on the employment of patients with 

chronic diseases and disabilities; 

 Check about reports or online information on the employment conditions of patients/cancer patients in Europe; 

 Check about reports or online information on the social benefits for patients/ cancer patients in Europe. 

PAEDIATRIC ONCOLOGY 

Facilitator: Rafal Swierzewski 

PARTICIPANTS 

Name Organisation Country 

Anna Czubak Foundation for Children with Cancer Diseases 
“Krwinka” 

Poland 

Olga Cridland P.A.V.E.L. Association Romania 

Istvan Balogh Children Cancer Foundation Hungary 

Sarah Lindsell The Brain Tumour Charity Great Britain 

Marie-Marthe Bruck-Clees Een Häerz fir kriibskrank Kanner asbl Luxemburg 

TOPICS 

1. Activities and cooperation of ECPC Paediatric Oncology Working Group; 

2. Current situation of paediatric oncology across Europe, needs and expectations of different communities (children, 

teenagers, young adults as patients, professionals, parents, pharmaceuticals, national and European authorities); 

3. Young Ambassadors – “Survivors are part of the World” project. 

ACTIVITIES AND COOPERATION OF ECPC PAEDIATRIC ONCOLOGY WORKING GROUP 

The activities and cooperation model of the Paediatric Oncology Working Group (POWG) were discussed. The participants 

agreed that the POWG shall work towards the implementation of joint projects that would serve the teenagers and young adults 

with cancer, focusing on marginalized groups within oncology field. The POWG initiatives shall also take into consideration a 

diversified range of possible partners, including EU institutions, International Agency Research on Ccancer - IARC, SIOPE, UNICEF. 

A special emphasis should be put on cooperation with European Commission and European Parliament. 

CURRENT SITUATION OF PAEDIATRIC ONCOLOGY ACROSS EUROPE 

The “European Standards of Care for Children with Cancer” introduced in 2009 triggered several positive changes in European 

hospitals/clinics for childhood cancer treatment. One of the most important consequences was the radical change in patient-

doctor-parent relations: in many European hospitals parents can stay with their children at the ward and special psychological 

and pedagogical support teams started to work with children and their families. The social care for children and their families 

also improved much during last several years. Moreover, a great step forward was made in order to improve medical aspects of 

treatment in paediatric oncology, due to the launch of new clinical trials. Finally, the concept of Multuidisciplinary tumour board 

became the standard in European hospitals, guaranteeing that qualified professional teams would lead all the treatment of 

children with cancer. 
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However, these changes were mostly implemented in western European. During last 10 years the divide in cancer survival 

between Western and Eastern Europe grew substantially. The present situation in Central and Eastern European countries 

regarding paediatric oncology is characterised by limited or no access to the newest medical procedures, limited access to 

fundamental medicines, lack of qualified personnel, lack of psychological and pedagogical support for children being treated and 

their families. The reasons behind those unacceptable inequalities are mostly economic and are exacerbated by the 

classification of paediatric cancer as a rare disease. The POWG believes that this concept, although generally accepted, is 

debatable due to the increasing number of cases of cancer among children. 

The POWG believes that projects based on multi-stakeholder consortia can positively affect the situation mentioned above. The 

majority of the projects implemented are related to enhance the medical aspects of treatment, while less or no attention is put 

on the non-medical aspects and on the cases of cancer care inequalities. The POWG believes that a more comprehensive 

collaboration shall be put in place to ensure that all aspects of paediatric cancer care will be taken into consideration in future 

projects. 

The POWG will focus its activities to tackle inequalities by engaging European and national policy makers, calling for the 

thorough implementation of the “European Standards of Care for Children with Cancer” in all EU Member States. 

YOUNG AMBASSADORS – “SURVIVORS ARE PART OF THE WORLD” PROJECT. 

Young Ambassadors – “Survivors are part of the World” project was introduced as the last point of the first POWG meeting by 

Mr Swierzewski. The project’s concept has been elaborated with Mrs Elzbieta Pomaska, main author of the aforementioned 

“Standards”, from Jolanta Kwasniewska Foundation “Communication without Barriers”, Poland. 

JUSTIFICATION OF THE PROJECT 

The most recent data available (Gatta G. et al., Lancet Oncology, 2014, 15, 1, p.35) show that paediatric cancer survival rate is 

approx. 80% in Europe. However, due to the unbearable inequalities in paediatric cancer survival between Western and Eastern 

EU countries, paediatric cancer and survival from paediatric cancer remain fundamental public health issues. 

The treatment of a child with cancer takes approximately two years. Depending on the type of cancer, treatment usually 

involves the use of chemotherapy, radiation, surgery or a combination of these methods. Despite the large percentage of 

children in remission, the effects of cancer do not simply end when the treatment does. Physical, educational, emotional, and 

financial hardships often persist for years after diagnosis and treatment. More resources, research, and survivor-friendly 

legislation are needed to improve the quality of life of young cancer survivors. 

In countries such as Canada, Australia, the Netherlands, Sweden, and Norway follow-up programs are already in place to 

prevent these issues. Unfortunately, in many Central and Eastern European countries there are no consistent instruments of this 

type. 

The project "Survivors are part of the world" aims to create the conditions enabling young people with a history of cancer to 

take effective actions to improve their social and living conditions. “Survivors are part of the world” will allow young survivors to 

regain a sense of control over their lives and a sense of responsibility for themselves. 
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PLANNED ACTIVITIES 

 Setting up an international group of young cancer survivor experts. Passionate young survivors aged from 16 to 24 

mainly from Eastern and Central European countries will be chosen among ECPC members. Their task will be to 

organize and lead national diagnostic teams (NDT) in their countries, in cooperation with their organizations and the 

clinics where they were treated. 

 The young cancer survivors will be invited to Brussels for a training programme on patient advocacy and how to pursue 

the European Cancer Patient’s Bill of Rights. The training will include an interactive visit to the European Parliament for 

a meeting with MEPs, NGOs involved in the field and policy experts to get advice on how to proceed with their work in 

the future. The young leaders will also have two sessions of training from experienced journalists on how to make their 

work visible and how to use social media. 

 Appointment of project leaders (maximum 12) that will propose key systemic solutions to the problems identified by 

NDTs. 

 The Project assumes that each country participating will implement/has already implemented a NDT. The activity of 

NDTs shall include: 

• Implementation of studies on life pathways of paediatric cancer: testing and implementation of tools to 

diagnose problems (social-living, social-economic, educational, psychological and educational); 

• Developing innovative solutions to the identified problems; 

• Proposing methods for systemic counteractions to the long-term consequences of oncologic diseases 

treatment from young cancer patients’ point of view. Each team will consist at least of 2 young cancer 

survivors. 

ORGANIZATIONS AND INSTITUTIONS PARTICIPATING 

 „Let’s Win Health” Foundation (Warsaw, Poland) – project leader, coordination; 

 Jolanta Kwaśniewska Foundation „Communication without Barriers” (Warsaw, Poland) -  participation (Polish Platform 

of Parental Childhood Cancer Organizations Partnership), expert and training activities; 

 Children Cancer Foundation (Budapest, Hungary) – participation, training and expert activities; 

 Asociatia “Pavel” (Bucharest, Romania) – participation, training and expert activities; 

 The Brain Tumour Charity (Hampshire, Great Britain); - participation, training and expert activities; 

 European Cancer Patient Coalition (Brussels, Belgium) – patronage, participation, training and expert activities at 

European level; 

 European Medicines Agency (London, Great Britain) – training activities; 

 European Parliament – training activities. 

MAIN RESULTS OF THE PROJECT 

 Creation of the first independent group of young cancer patient advocacy experts. These young people will show an 

exceptional commitment to others facing similar challenges, whether they are cancer patients themselves or have a 

close relative living with cancer. 

 Drafting an updated version of the European Cancer Bill of Rights dedicated to paediatric cancer survivors. The 

“Children, Teenagers and Young Adults Cancer Patients Bill of Rights” will be a complement to “European Cancer 

Patients Bill of Rights”. # 
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TIMETABLE FOR 30 MONTHS OF PROJECT REALIZATION 

MONTH ACTIVITY 

1 Organizational meeting, signing partnership agreements 

1-3 Creation of International Leaders Group, trainings of Leaders 

1-3 Creation of the project internet platform, promotional campaign preparation and programming  

4-6 Creation of Youth National Diagnostic Teams, team members trainings 

7 I meeting of Teams: Leaders, NDTs, experts 

8-12 Supplementary trainings, NDTs’ work plan programming, creation of necessary tools: surveys and interviews 

templates 

13-23 NDTs work plan realization under international experts’ supervision 

24-25 Gathering of  the results of the NDTs work, data analysis, proposals for action 

26-28 Preparation of proposals for action, preparation of documentation, preparation of an international project 

conference 

29-30 International conference, proposals for changes in legislation for survivors at national and at European levels,  

summary of the project 

23 - 30 Meetings of Leaders and NDTs, discussing current issues, trainings in the European Parliament and EMA. 

PROJECT BUDGET 

COSTS EUR 

Project – national level: NDTs activities, trainings and meetings, local conferences. 50 000 per country 

participating = 200.000 

Project – international communication: 4 training meetings, 5-day each one; trainings 
realized in each participating country 

100 000 

Young Experts trainings- Leaders (Brussels) 50.000 

TOTAL 350.000 
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Funds for project implementation will be ensured from: grants, own contribution of participating organizations, additional 

sponsors. 

The POWG believes that a special emphasis should be put on political issues that would help Young Ambassadors in the 

realisation of future initiatives. Furthermore, the project coordinator shall investigate upon currently developed EU programs 

and projects in order to find partners and fill possible gaps which have been not yet researched upon. 

ACTION POINTS 

The realization and implementation of projects in which children, teenagers and young adults with cancer are actively involved 

as partners can make a significant contribution to the improvement of their own situation. It is the responsibility of cancer 

patients organisations like ECPC and its Members to train and prepare TYA with cancer for their come back to full, effective 

social life as survivors. 

RARE CANCERS 

Facilitators: Jana Pelouchova, Kalliopi Christoforidi 

PARTICIPANTS 

Name Organisation Country 

Sarunas Narbutas Lithuanian Cancer Patient Coalition (POLA) Lithuania 

Anna Costato  GIST Patient Italian Association Italy 

Peter Riegman Erasmus MC Netherlands 

Nira Tammuz Israel Cancer Association Israel 

Blaz Bajec Cancer Patients Association of Slovenia Slovenia 

Antoni Montserrat European Commission Luxembourg  

Jelena Djuric LIPA  Serbia 

Senay Akbas Young Accumulation Association Turkey 

Salih Yuce Young Accumulation Association Turkey 

Janette Jones Pancreatic Cancer UK UK 

Geratrd van Oortmerssen  Contact Group GIST Netherlands 

TOPICS OF DISCUSSION 

1. The progress of the RARECAREnet Project 

2. Rare Diseases and Rare cancers  

3. Centres of Reference and second opinion 
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1. THE PROGRESS OF THE RARECARENET PROJECT 

Participants of the working group were updated on the progress of the RARECAREnet project. The WG agreed to help ECPC in 

the identification of Centres of Expertise for rare cancers and rare cancer patient organisations in their respective countries and 

to give ECPC feedback on the future deliverables. 

2. RARE DISEASES AND RARE CANCERS  

The WG raised concerns about putting rare cancers in the same pool as the rare diseases. 

Mr. Montserrat (EC) shared the advantages of the rare diseases EU policy that could be used for rare cancers: provision of a 

European platform of rare diseases registration, Orphanet collaboration, encouraging more research into rare diseases are part 

of the activities undertaken by the EU. 

Issues presented by Jana Pelouchova (ECPC) and Anna Costato (Italy, GIST): Centres for rare diseases are not adequate for rare 

cancers. Rare diseases are usually triggered by a genetic predisposition and diagnosed at a young age. Rare cancers can affect 

anyone and should be treated in cancer centres as part of an oncological entity.  

Conclusion: Sarunas Nabrutas (Lithuania, POLA) suggested that instead of looking for differences, we should look for similarities 

in the management of rare diseases and rare cancers and take advantage of the already existing policies on rare diseases and 

implement them for rare cancers.  

Jana Pelouchova informed the group of the creation of White Paper within the RARE CANCERS multistakeholder platform; the 

work is under progress and there is a need for specific input from patient representatives. 

3. CENTRES OF REFERENCE AND SECOND OPINION 

SECOND OPINION 

Anna Costato (Italy, GIST) stressed the lack of the GPs’ ability to recognize rare cancers.  

Suggestion: Proposal for second pathological opinion for rare cancers: in case of any suspicion the patient should be referred to 

a specialised centre. 

Idea: Using e-health in rare cancers - efficient and easy way to get a second opinion. Mr. Montserrat (EC) highlighted that 

ultimately the circulation of knowledge is as important as circulation of patients.  

Issues: It takes a lot of time and effort and we cannot expect the experts to look at scans without a monetary reward 

Conclusions: we need to push for coverage of second opinion and explain the long term benefits/savings but also share best 

practices with countries such as Estonia that have the best e-health practices.  

IDENTIFICATION AND CRITERIA 

The identification process of Reference Centres was also discussed. At present, everyone wants to label themselves a centre of 

excellence. Thus, how do we evaluate the centres?  

Mr. Montserrat informed the WG that 24 EU counties will come up with criteria for these centres.  

Dr. Riegman (Netherlands, EMC) proposed a new criterion for the identification of the centres that is not yet implemented: 

adding the existence of a biobank within the centre as a criterion of excellence.  

http://ec.europa.eu/health/rare_diseases/projects/research/index_en.htm
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Jenis Jones (UK, Pancreatic Cancer) shared an issue with regards to pancreatic cancer: Although there are 26 centres for 

pancreatic cancer in the UK, only a very limited number of patients will be able to get surgery. Ultimately patients will require 

only palliative care that can be achieved even in non specialised centres. Therefore the use of specialised centres is limited for 

pancreas.  

General conclusions: Stronger collaborations between ECPC and other organisations with common goals such as OECI rather 

than contacting individually the ministries of health for the identification of these centres.  

ACTION POINTS 

 Follow-up of work on White paper within the RCE group – disseminating updates  

 Proposal for coverage of second opinion for rare cancers 

 Enhance collaboration with OECI and EURORDIS, to continue with the previous tradition of joint EURORDIS – ECPC 

workshops targeting both rare diseases and rare cancer issues 

 Propose Biobanks as a criterion for the identification of CoE 

HEAD AND NECK CANCERS 

Facilitator: Mihaela Militaru 

PARTICIPANTS 

Name Organisation Country 

Patrick Lemaire Union des Associations Françaises des 
Laryngectomises et Mutiles de la Voix 

France 

Ilias Iliopoulos Pan Hellenic Laryngectomy Association Greece 

Paul Graf Antwerpse Vereniging voor 
Gelaryngectomeerden 

Belgium 

Willem Verstraete Antwerpse Vereniging voor 
Gelaryngectomeerden 

Belgium 

Davorin Vagić Croatian Club of Laryngectomes Croatia 

Umberto Tassini FIALPO Italy  

TOPICS 

 Recruit new members to the Make Sense Campaign and extend the campaign network within Europe 

 Encourage spell out abbreviation PAGs to pledge allegiance to a united Make Sense Campaign SCCHN PAG network 

across Europe  

 Encourage PAGs to share best practice and learn from one another 

As part of the General Assembly Meeting Agenda, all attendees were divided 
into their respective specialities and took part in a two hour roundtable on 
their chosen discussion topic.  

The head and neck cancer roundtable discussion focused on the current 
challenges facing PAGs, opportunities for best practice sharing, ideas for 
possible PAG activities and how to encourage further patient engagement. 
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The highly engaging and informative discussions indicated that each of the group shared a number of common challenges, 
therefore demonstrating the importance and growing need for PAGs to work together in order to continue to play their integral 
role in the head and neck cancer patient journey. 

Outlined below is a summary of the key points raised during the discussion: 

 There are major challenges facing head and neck patients in Europe, including: 

o The inequalities in services and treatment options offered to patients across Europe; 

o A lack of sufficient rehabilitation services for patients; 

o Lack of emotive support to assist patients and families through difficult and challenging times. 

 These discussions reinforce the need to request multidisciplinary teams and centres of excellence across Europe, 
thus ensuring that all patients have equal access to the best possible care. 

 PAGs play an integral role in all aspects of the head and neck cancer patient journey, as follows: 

o PAGs should be part of the multidisciplinary care team, providing support at every stage throughout the 
patient journey; 

o PAG groups should offer support for head and neck cancer patients when being rehabilitated into society and 
should have a number of activities and processes in place to assist with this ; 

o PAGs should engage with the patients wider support network specifically interacting with families and care-
givers;  

o PAGs should be seen as the go-to location for all the information and guidance patients require, including 
information leaflets to psychological support. 

 These discussions highlight the need for a wider distribution and acceptance of the recommendations included 
within the emotive support manuscript recently published in Annals of Oncology. 

 PAGs support patients through a variety of means and activities and should continue to come up with innovative 
ways to do so, for example:  

o An European annual report on head and neck cancer health and welfare updates should be published to 
track progress and identify areas for improvement; 

o An interactive map should be produced, which allows patients to find head and neck cancer centres and 
facilities in their local area; 

o Patient support and rehabilitation groups should be established ranging from swimming groups to choirs 
(there is one already in Croatia); 

o Information guides and support manuals should be produced, which effectively communicate information in a 
reader-friendly manner; 

o The group were very excited about the mention of the Make Sense Campaign ‘Voice App’ and discussed the 
idea of doing a European wide ‘donate your voice’ activity to highlight that people are the same with or 
without a voice and to give non-patients the chance to experience what it is like to struggle to be heard; 

o Information and training for the emergency services (police, fire and ambulance) on how to respond when 
faced with a head and neck cancer patient. This training should highlight the differences in emergency care 
needed ; 

o Develop a standardised a head and neck cancer badge/bracelet to help emergency services identify a head 
and neck cancer patient 
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The group agreed that the opportunity to meet and discuss common challenges and to share ideas with other head and neck 

cancer PAGs was hugely beneficial. It was agreed that the group should meet again and extend the invite to other interested 

parties.    

It was also confirmed ECPC would be launching a new website in the coming weeks, which could host an online portal for 

open conversations. It was agreed that head and neck cancer could be the first group to utilize this service, and use it as a 

platform to engage with each other, and share questions and ideas. 

NOTE: The EHNS requests that prior to any new groups joining the Make Sense Campaign, all prospective new members must 
first connect with the EHNS via a healthcare professional to ensure alignment with the vision and mission of the campaign. This 
process is supported by AXON to ensure all interested groups are able to be involved. 

ACTION POINTS 

 ECPC will launch a PAG online portal and promote engaging discussions with their head and neck cancer members; 

 AXON will refer interested PAG groups and their associated healthcare professional to the EHNS to initiate the process 

of joining the Make Sense Campaign; 

 AXON will plan a PAG meeting at ESMO 2014 in Madrid; 

o Working closely with EHNS and ECPC to invite interested organizations and individuals. 

LUNG CANCER 

Facilitator: Francesco De Lorenzo 

PARTICIPANTS 

Name Organisation Country 

Stefania Vallone WALCE – LUCE Italy 

Regine Daniel LUCE Norway 

Lynn Faulds Wood  Former ECPC President UK 

Gary Gaipel Eli Lilly USA 

TOPICS OF DISCUSSION 

1. Current issues faced by lung cancer patients 

a. Stigma 

b. Increasing awareness 

CURRENT ISSUES FACED BY LUNG CANCER PATIENTS 

Lung cancer has been considered as the most frequent form of cancer in the world for several decades. More than 1.6 million 

people were diagnosed with lung cancer in 2008, accounting for 13% of the total.  

More than half (55%) lung cancer cases occurred in the developing world. However, lung cancer is not affecting only developing 

world, but also the United States where this is the “leading cause of cancer deaths in men and women. Additionally, patients 

with lung cancer experience the greatest amount of psychological distress and have a higher risk for psychological distress 

during and after treatment. 
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STIGMA 

Together with its partners, ECPC identified a series of major issues at the 

European level affecting lung cancer. From the patients’ perspective, one 

fundamental problem related to lung cancer remains the stigma 

associated with the disease. Prof De Lorenzo exposed ECPC plan to 

establish a campaign that will focus on providing the target audience with 

an encouraging message, aimed at stimulating action to prevent and avoid 

stigma associated with lung cancer, mostly in relation to the 

misconception that only smokers are at risk of developing cancer. 

INCREASING AWARENESS 

Lung cancer is one of the deadliest cancers, but yet there is still a high degree of misinformation related to the disease, 

particularly at the policy level. 

In line with ECPC experience, the most efficient way to raise awareness at the policy level is through the drafting of a White 

Paper, in collaboration with ECPC Members, expert oncologists and researchers. 

ACTION POINTS 

1. ECPC will draft an action plan with possible activities to be organised to raise awareness about lung cancer and its 

related stigma. 

2. ECPC will identify further partners willing to collaborate to its activities on lung cancer. 

ACCESS TO INTEGRATED CANCER CARE 

Facilitator: Vlad Voiculescu 

TOPICS OF DISCUSSION 

Several topics were discussed by the participants, including: 

1. Equal treatment 

2. Access to medicines 

3. Mortality vs survival rates in Europe 

4. Best practices 

5. Cancer registries 

6. Rehabilitation 

7. National Cancer Plans 

8. Role of ECPC in fighting inequalities 

ACCESS TO MEDICINES 

The Working Group discussed the availability of essential cancer drugs in all Member States represented. Medicine shortages 

have consistently been in the media over the past few years since this issue represents a crisis in its own right. 

The Working Group discussed the causes of cancer drugs shortages. Countries economic capacity and manufacturing or business 

decisions are the most frequently invoked causes for shortages of cancer drugs. Nevertheless, at a closer look, while causes are 

quite varied according to market, time and kind of product, generally shortages do not appear to be exclusively linked neither to 
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a country’s available financial resources, nor to manufacturing or business reasons of the pharmaceutical companies, but rather 

related to distribution channel structures, parallel distribution, quotas, supply chain policies, dysfunctional planning, 

etc.  Current policies appears to have limited oversight in this area although in principle the legislator has the freedom to both 

shape processes and follow up on their functioning in the interest of the patients. Patient welfare requires that they have access 

to the best possible care that can be provided under the national system they are covered by. 

Discussing the situation of the host country, Romania and the documentary movie “The Network” projected on the first day of 

ECPC’s AGM, the Working Group acknowledged that for more than three years, essential and inexpensive cancer drugs
1
 have 

not been available in Romania. Most of essential cancer drugs are on the list of drugs fully compensated by the Romanian 

Government. However, cancer patients from all over the country have either received incomplete treatment or have been 

advised to buy the necessary medicines themselves from outside the country. This is a clear example of inequalities, since not 

all of Romanian cancer patients can afford traveling outside the country to seek medication which shall be reimbursed by the 

Romanian government. Even when they did, most of the medicines are only available in hospitals. Some drugs might be 

available in foreign pharmacies, but patients would rarely succeed in convincing the pharmacist to sell them the drugs without a 

prescription from that country. A network of hundreds of volunteers (mostly Romanians from all over Europe) helped part of the 

Romanian patients in need to procure those medicines. One of the potential solutions identified by the Working Group was to 

establish a monitoring mechanism able to anticipate and prevent shortages and minimize the impact on patients. 

Within the discussion on access to medicines, Working Group debated the issue of reimbursement of innovative cancer drugs. 

In most European countries drug expenses usually account for no more than 10-20% of the total healthcare expenditure for 

cancer. However, it is probably due to the easiness in spotting these costs that a relatively high attention is being given to cost 

control in this area. As different countries apply different solutions, it is not surprising that availability of modern treatments 
2
 

varies widely from country to country. Health Technology Assessments as well as healthcare budgets play a vital role. While all 

of the above underline the complexity of the matter at hand, the Working Group strongly stated that policy makers shall never 

forget that new medicines have no benefits unless they are used by the patients who need them. The Working Group as a 

whole reiterated that the need to balance benefits and available resources should not prevent patients from gaining access to 

novel drug therapies. Hence, the Working Group considers the European Institutions and Member States together have the 

responsibility and are in a position to propose the adoption of basic common principles for the uptake of new cancer drugs by 

Member States. 

NATIONAL CANCER PLANS 

The Working Group recognised the crucial role of National Cancer Plans in the delivery of equitable and fair integrated cancer 

care. In particular, the Working Group discussed national best practices, in order to assess the main issues in each of the 

Member States represented. The example of Sweden was discussed as a particularly efficient one. The Swedish Regional Cancer 

Centres – RCC are knowledge and healthcare hub disseminated in all Swedish six regions. The six RCCs coordinate, develop, and 

improve patients’ care coherently with the objectives of the national cancer strategy. Within the RCC, regional authorities, 

health professionals, researchers, and patient representatives work together to design more cohesive care process, with 

reasonable waiting times. The entire care process includes prevention, diagnosis to treatment, monitoring, rehabilitation and 

                                                                 

1
 As a purely indicative example, we shall mention: Bleomycin, Vinblastine, Purinethol, Actinomycin, Cyclophosphamide, Busulfan, 

Mercaptopurine and Melphalan. 

2
 An interesting debate spurred from the availability of Avastin, which was taken by the participants as a clear example of some of the 

problems faced by cancer patients in Europe. Avastin is a very expensive medicine and in many countries it is not available or not available to 
all people due to its high price. It is considered also a “last-chance-medicine” in some countries, hence providing hope to some cancer patients 
categories, notwithstanding the fact that it could also causes heavy side effects like high blood pressure, kidney problems, bleedings, strokes 
and/or heart problems. The Working Group underlined the need to make drugs like Avastin available to all patients who might need it, 
regardless of the prices. 
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palliative care. The whole process is based on scientific evidence, in line with the national guidelines and care programs, and 

strictly monitored and evaluated. Through the RCC, each regional administration ensures that all patients have access to the 

contact nurse and cancer rehabilitation throughout the treatment period. 

ROLE OF ECPC IN FIGHTING INEQUALITIES 

The Working Group agreed that ECPC is perfectly positioned to voice European cancer patients’ concerns regarding inequalities  

in access to cancer care. The Working Group thus demanded ECPC to keep representing cancer patients at the European level. 


