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While the European Union has proven its commitment to supporting the fight on rare diseases 

and cancers, rare cancers such as neuroendocrine tumors (NETs) have long remained an area which 

was under-addressed by policies and legislation. NETs are a family of cancers that cause tumours in 

the neuroendocrine system. Most NETs are found in the intestine, pancreas and the lungs. Recently 

several European initiatives are trying to address some of the challenges in the field of rare cancers 

such as through the recently launched  Joint Action on Rare Cancers or the implementation of European 

Reference Networks underlining the importance to ensure that the specificities of NETs are taken into 

account when implementing these.  

In an effort to ensure that the challenges related to the management of Neuroendocrine Tumours are 

well understood and addressed, the NET Platform, a coalition of doctors, industries, patient 

representatives and researchers, identified in 2015 a set of policy recommendations on three major 

areas -  knowledge and diagnosis, patient journey, and research and innovation. At the occasion 

of World NET Cancer Day 2016, the NET Platform met together with policy makers in the European 

Parliament on 8 November to exchange views and debate over the implementation of landmark 

European legislation and policies in this field.  

The event, hosted by MEP Françoise Grossetête (EPP, France) and Dr. Charles Tannock (ECR, 

UK), featured presentations from experts in the field of NETs, European Commission officials 

responsible for health and research policies, patient representatives and stakeholders active in the field 

of health. The event discussion revolved around the three major areas: better knowledge and 

diagnosis, improving patient journey, and foster research and innovation.  

Teodora Kolarova, Executive Director of the International Neuroendocrine Cancer 

Alliance (INCA; the global voice in support of neuroendocrine cancer patients) 

presented the INCA World NET Cancer Day 2016 campaign under the headline 

“Let’s talk about NETs!” (http://incalliance.org/lets-talk-about-nets/) and reminded 

of the critical importance of involving and consulting patients in the development of 

policy and legislation surrounding NETs: “Nothing about us without us!”. She then 

provided an overview the work achieved by the NET Platform since its first meeting 

in 2015. Among those achievements, Teodora Kolarova highlighted the Policy 

Recommendations (available here) drafted by the Platform and published online. 

On the note of patient journey, Helen Valès, NET patient, and member of the 

French association APTED1, gave her perspective on living with NETs providing insight to all the 

participants on the challenges and difficulties of lateness in diagnosis, the importance of patient referral, 

and the impact NETs have on patients and their relatives’ quality of life.  

Prof. Martyn Caplin, immediate past-chairperson (Vice-President) of the 

European Neuroendocrine Tumour Society (ENETs), stressed the importance 

of European Reference Networks (ERNs) and presented EURACAN and the 

necessary close association planned with ENETS. The ERN regrouping 

European centres of reference involved in the management of patients with 

rare solid tumors in adults with the objective of improving the quality of care of 

all patients affected with rare cancers, and ensuring an optimized and 

homogenous care and access to innovation in the member states. As 

emphasised by Dr Enrique Terol (European Commission), highly specialised 

healthcare, knowledge pooling, diagnosis improvement and information 

sharing are key pillars of the EU cooperation on healthcare.  

                                                 
1 Association des Patients porteurs de Tumeurs Endocrines Diverses - http://www.apted.fr/  
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The implementation of European Reference Networks is not the only EU initiative attempting to improve 

health outcomes for rare cancer patients and fighting against inequalities for these patients in Europe. 

It is indeed the main goal of the Joint Action on Rare Cancers, presented by Antoni Montserrat 

(European Commission). This Joint Action (JARC) was officially launched by the EU Commissioner for 

Health and Food Safety, Dr Vitenis Andriukaitis, on 7 November in Luxembourg. As reminded during 

the launch of the Joint Action on Rare Cancers, patients affected with these cancers have much lower 

survival rates, and efforts are needed to improve doctors and patient education, referral and research 

funding. It was also added by Mr Montserrat that while 26 Member States currently have a national 

cancer control policy, only one of them mentions rare cancers (France – National Cancer Plan 2014 – 

2019). It is hence the aim of the JARC to advise Member States on finding appropriate solutions for rare 

cancers, harmonise their resources, and foster research in that field.  

On research and innovation specifically, Prof. Massimo Falconi, Chairman of the 

European Neuroendocrine Tumour Society (ENETs) outline the unmet needs in 

research for NETs highlighting the need to improve data collection and sharing of 

data in Europe, with a final aim to get a better understanding of the disease, and 

hence improve its management. In this regards, Horizon 2020, the European 

Framework for Research and Innovation has been identified as a key tool to support 

NET cancer research especially in view of the future calls for Horizon 2020 funding, 

as explained by Dr Dominika Trzaska, Scientific Officer at the European Commission.  

The event was concluded by Françoise Grossetête MEP’s health advisor, Rémy Petitot, who 

acknowledged and welcomed the progress made by the NET Platform since its launch in 2015 . As 

former rapporteur for Directive 2011/24/EU - which defines the rights of patients in accessing cross-

border healthcare -Mrs Grossetête has been very engaged in the establishment of reference centres for 

patients affected with rare diseases. As the representatives of the NET Platform highlighted during the 

event, many challenges remain for patients affected with NETs, but the European Union, with the 

institutional tools and cross-country cooperation it provides can help address many of them.
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