
1 

 

SUMMARY 
 

BECA Hearing 
 

“Cooperation is strength: sharing knowledge and data, improving cross-border care to beat 
cancer” 

 

Thursday 15 April 2021, 13:45 - 16:15 and 16:45 - 18:15 
Paul-Henri Spaak (1A002) and with remote participation 

 
 
Introducing the topic of the hearing, BECA Chair Bartosz Arłukowicz pointed out that, although public 
health is the competence of Member States and EU actions are complementary to national policies, 
sharing knowledge and pooling expertise in the field of cancer treatment, research and training is the 
benefit of the EU. The hearing will look at ways how this aspect of EU’s activity can ensure a better 
interoperability of healthcare systems, to address the different issues of specialised cancer therapies, 
by on one hand, avoiding unnecessary travel for patients, and on the other - developing possibilities 
for patients to get proper care in another Member State when this is needed.  
 
The Chair explained that the hearing will address in particular four issues: the European Reference 
Networks; sharing data and expertise, with a particular focus on cancer registries; increasing cancer 
awareness and promoting health literacy through shared training and shared communication; and the 
assessment of the implementation of the Cross-border Healthcare Directive adopted in 2011. 
 
The hearing was composed of four panels, with eight invited speakers and representatives of DG 
SANTE and the Joint Research Centre. 
 

Panel 1: European Reference Networks - promoting shared expertise 

 
The first panel dealt with the success and challenges of the European Reference Networks (ERNs). 
 
Carmelo Rizzari, President-Elect of SIOP Europe Board, Co-Chair of the SIOP Europe Clinical Research 
Council, started by recalling the substantial inequalities across the EU in accessing paediatric cancer 
care, and in survival rates. In this context, he emphasised the importance of pan-European cancer 
societies and networks to address those inequalities. To illustrate the strength of cooperation, he gave 
the example of the International BFM Study Group in the field of paediatric acute lymphoblastic 
leukaemia (I-BFM-SG on ALL), and the ways how this study group is further embedded into 
international networks and associations, such as SIOPE and ERN PaedCan network. 
 
I-BFM-SG promotes research projects; studies rare problems and rare forms of leukaemia; works out 
and adopts consensus guidelines in diagnostics; promotes the use of novel treatment strategies; 
performs prospective randomised clinical trials; promotes the exchange of information and the 
dissemination of clinically relevant information to all parties concerned. An overview of ongoing and 
closed clinical trials is available here.    
 
To close his presentation, Prof. Rizzari gave recommendations on how to improve the sharing of 
expertise in the Member States: 

 support the ERNs via internationally sponsored programmes; 
 simplify the rules and reward the programmes aimed to data sharing of clinical trials; 
 invest in twinning programmes; 
 implement rules for an equal access to innovation; 
 encourage and finance the programmes aimed to share expertise and standardise treatment 

plans; 
 establish shared rules to improve the transition of children with cancer to adulthood. 

 

https://bfminternational.wordpress.com/clinical-trials/
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Ruth Ladenstein, Project Coordinator of European Reference Network on Paediatric Cancer (ERN 
PaedCan), EU Cancer Mission Board Member, kicked off the discussion with presenting the complex 
landscape of expertise, and cooperation among national and international societies and associations 
in paediatric cancer. She underlined the eagerness of the European paediatric cancer community to 
further reinforce cooperation.  
The ultimate goal is to eradicate inequalities, by: 

 building on and expanding existing cross-border networks in paediatric haemato-oncology so 
that each EU country has a point of access; 

 allocating resources towards sustainability, and exploring the care and research potential of 
the ERN model; and 

 allocating resources to cross-border academic-driven research, to boost innovation in area of 
relative market failure. 
 

In her view, sustainable clinical trial and registry platforms that embrace international collaborations 
in paediatric cancer research, alongside with cross-linked data sets informed by adult cancer and 
industry-drive development, could be the driver for change. 
 
As an outstanding example of cooperation, Prof. Ladenstein elaborated on the European Standard 
Clinical Practice (ESCP) Project. It is a close collaboration with ERN PaedCan and SIOP Europe’s Clinical 
Trial Groups, aiming at developing approved clinical recommendations reflecting current best practice 
for each common childhood cancer type. The ultimate goal is to improve outcomes and to increase 
childhood cancer survival and quality of life. The ESCP recommendation will provide benchmarks for 
best practice to all childhood cancer centres. The project has already concluded certain work 
elements, and the completion of the project is planned for 2022. 
 
In her conclusions, she introduced a vision for a European childhood cancer big data gateway, an 
interoperable platform for exchange data from various sources, for the advancement on cancer 
research and care.  
Following the presentations, Members posed questions about the costs and administrative burden 
related to cross-border consultations and treatment; access to, and interoperability of, data in cross-
border healthcare, and the difficulties arising from the GDPR; how to promote European Reference 
Networks in the Member States; how to recognise, scientifically and financially, the contribution of 
participating doctors; and how patients’ rights for appropriate care is affected. 
 
In his replies, Prof. Rizzari underlined once more the importance on interoperability of data, and the 
need that medical specialists, experts and the Commission come together to work on this issue. He 
also emphasised the investment (time and money) parents of childhood cancer patients need to make 
to allow their child to access treatment abroad. Furthermore, he called for health ministries to provide 
budget for covering the costs patients need to pay upfront, and recognise fully doctors’ work in ERNs. 
 
Prof. Ladenstein agreed that even though ERNs show clear potential and the interest in the work of 
the networks has increased, Member States need to raise awareness of ERNs amongst their healthcare 
providers, and have them recognised in their healthcare systems. She also called for the compensation 
of participating doctors, which should be provided by the Member States. 
 
Martin Dorazil, Deputy Head of Unit “European Reference Networks and Digital Health”, DG SANTE, 
took the floor on behalf of the Commission to close the first panel. He mentioned the ongoing 
evaluation of the cross-border healthcare directive, and next year’s performance assessment of the 
ERNs which will be the basis for decisions to improve the ERNs system. It is already foreseen to enlarge 
the ERNs network and their geographical coverage, and open the door to affiliated partners and 
national hubs. Moreover, he agreed that ERNs and their members need to be fully integrated into the 
national healthcare systems; while the Commission will support this, Member States will need to work 
out the plans and strategies. 
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Panel 2: Shared data & Cancer registries  

 
The second panel dealt with the importance of sharing data and knowledge from cancer registries and 
through European Reference Networks to improve patients’ outcomes and help reduce Europe’s 
cancer divide. Due to connection issues, the order of the presentations was inversed.  
 
Prof. George Astras, Director of Medical Oncology at the American Medical Center and Platonas 
Medical Center in Cyprus, highlighted the importance of data sharing to reduce the cancer divide in 
Europe and improve treatment and quality of life outcomes.  
 
Cancer registries and electronic health records (EHR) contain important data used for analysis, which 
allow for extracting information on cancer incidence, mortality, survival and prevalence rates. These 
data can also be used for time trends and projections.  
 
Prof. Astras stressed in particular that:  

 Sharing data can help oncologists get knowledge and initiate treatment for rare cancers 
without any delays;  

 Data can help spread best practice initiatives across the EU making the treatments across 
Europe uniform; 

 Oncologists want to be able to administer quickly reliable and evidence based treatments. 
 
However, some EU countries do not have cancer registries or their registries are incomplete, or include 
old and sometimes invalid data. Moreover, some EU countries do not have Cancer Screening 
programmes, which leads to data loss, and inadequate cancer treatment and care due to delayed 
diagnosis. A survey conducted in 2019 by the Central and Eastern European Cancer Action Group 
(CEECAG) has found severe cancer inequalities in Europe as well as differences in relation to outcomes. 
For example, 90% of western European countries have NCCPs, compared to only 54% in Central and 
Eastern Europe.  
 
The index of cancer preparedness that looks at elements relevant for cancer control also clearly shows 
the persistent inequalities, for example concerning discrepancies in health systems and infrastructure. 
Another element adding to the European cancer divide is the fact that pharmaceutical companies 
systematically refuse to include patients from small countries in clinical trials. The EU should first 
address these realities before implementing the EU-wide cancer initiatives announced in Europe’s 
Beating Cancer Plan, according to Prof. Astras. In particular, he called on the EU to address the issue 
of inefficiencies in local infrastructure and gaps in cancer care, access to medication and information. 
He also pointed out that the European Reference Networks (ERN), established in 2017 to give access 
to patients with complex and rare diseases and their doctors to expertise that might be missing in 
their own country, are not yet functioning optimally. 
Prof. Astras concluded by saying that in order to harmonise cancer care throughout Europe, issues 
such as uniform guidelines and oncology training, and the availability of clinical trials in all member 
states must be tackled. However, without the validity and availability of correct data and accurate 
EHR, cancer care inequalities in the EU cannot be solved.   
 
Prof. Jean-Yves Blay, Director of Centre Léon Bérard, the comprehensive cancer centre of Lyon and 
the Rhône-Alpes region, pointed out that the current revolutionary phase of oncology needs shared 
data and cancer registries: precision medicine and biology-based oncology are completely changing 
the way cancers are treated. Cancer used to be seen as simple ‘objects’; however, in 2021 it is possible 
to identify small groups of specific tumours that probably require very specific treatments; in the 
future there will therefore be many different rare cancers instead of general cancers.   
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Prof. Blay is also the Director of the EURACAN ERN virtual network that connects patients who have 
rare adult solid cancers with expert health care centres across Europe. He underlined that 20% of 
cancers are rare cancers but 30% of cancer deaths are due to rare cancers. To achieve its 5-year 
objectives and improve diagnosis, epidemiology and optimal primary treatment, EURACAN needs 
shared data and cancer registries.  
Cancer registries enable oncologists to establish a better diagnosis of tumours, to guide the treatment 
and to gain insight in the diversity and rarity of some cancers. This information is all the more 
important because for most rare cancers, no clinical trials are available. Studies using the data from 
cancer registries made clear that the diagnosis and treatment of patients with rare cancers is best 
delivered, and yields increased cure rates, in reference centres. The development of networks of 
reference centres is therefore the next logical step to improve cure rates, decrease morbidity and 
decrease the cost of rare cancer management. 
 
Prof. Blay stressed that: 

 Shared data and cancer registries are critical for diagnosis, epidemiology and cheaper optimal 
primary treatment; 

 Shared data and cancer registries are critical to connect patients and doctors and for 
international multidisciplinary tumour boards; 

 Shared data and cancer registries are critical to improve academic, clinical and translational 
research. 

 
In conclusion, Prof. Blay stated that ERNs are unique tools for the EU and its Member States and that 
funding must be available for adequate data sharing and for cancer registries. 
 
Following the presentations, Members posed questions about the inclusion of small countries in the 
protocols of clinical trials and therapies; improving health data collection; the feasibility and 
desirability of integrating cancer registries into the proposed European Health Data Space (EHDS); 
possible links between the work environment and certain cancers; the need to establish more cancer 
registries across Europe. 
 
Members also wanted to know what measures the EU should take to help certain Member States to 
digitise their national health systems with a view to a uniform and synchronised digital transformation 
across the continent. They also asked about the best way to regulate the sometimes too strict data 
protection laws that can impede the sharing of health data and knowledge.  
 
In his reply, Prof. Astras underlined that all patients in Europe should have equal chances to 
participate in clinical trials and experimental treatments in their own countries. This could be 
organised by a central European entity.   
 
In his replies, Prof. Blay first agreed that cancer registries should be integrated into the EHDS. He 
emphasised that patients are willing to share their data with a view to improving treatments now and 
in the future. However, procedures for data sharing across the EU should be simplified. He agreed that 
the integration of routine health data sets should be facilitated into big data, to learn for the future. 
He stressed the importance of collecting and making available the information from the more than 
200 cancer registries in one common European space. He agreed that more cancer registries are 
needed, but they are expensive to create and maintain. Instead, he suggested establishing broad EU-
wide cancer registries.    
As regards work-related causes of cancer, Prof. Blay pointed out that for many cancers the causes 
remain unclear; one of the missions of the cancer registries is precisely to try to understand the 
additional causes of cancer, including work-related causes. Europe has an important role to play in 
researching the remaining causes of cancer.  
Prof. Blay underlined the crucial importance of simplifying and harmonising data protection rules 
across the EU to facilitate the exchange of health data for academics and doctors.  
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Mr Ciarán Nicholl, Head of Unit at the Joint Research Centre (JRC), took the floor on behalf of the 
Commission, explaining that the JRC is the Commission’s independent scientific technical evidence-
based knowledge centre. Since 2012, the JRC manages the European Cancer Information System (ECIS) 
that monitors the EU’s cancer burden. Following the launch of Europe’s Beating Cancer Plan, ECIS will 
be expanded to include: 
 

 a section on paediatric cancers;  
 geographically positioned cancer data to allow to link to cancer determinants such as 

environmental indicators; 
 staging and treatment variables. 

 
Together with the proposed EHDS and the online knowledge-sharing European Platform on Rare 
Disease Registration, launched in 2019, the ECIS as a central point of data will be playing a strategic 
role in unleashing the power of data.   
Responding to Members’ concerns about the European cancer divide, Mr Nicholl also explained that 
the Commission issues European (non-binding) guidelines covering the entire healthcare pathway, 
together with funding and incentives, with the aim to reduce health inequalities across Europe.   
 
Wrap-up by the Rapporteur  
 
The BECA rapporteur Véronique Trillet-Lenoir welcomed the Commission’s proposal for an EU 
Knowledge Centre on Cancer to contribute to the coordination of the different technical and scientific 
initiatives on cancer across Europe. The Knowledge Centre should be built upon the European 
Reference Networks (ERN) and the cancer registries.  
The Rapporteur emphasised that the ERN’s must be further reinforced and complemented by new 
centres. She underlined the importance of Member States’ participation in the ERNs and suggested to 
create one ERN contact point for each Member State. 
ERNs can help patients to plan their treatment, while moving from one Member State to another for 
health treatment could be guided by improvements to the EU cross-border healthcare directive, 
possibly with assistance of the above-mentioned ERN contact points.  
 
According to the Rapporteur, the evaluation of the functioning of the ERNs (in terms of results, costs 
and effects on health systems) could be improved by the regular supply of data on their performance. 
She also underlined the importance of securing the long term financing of ERNs.     
 
The Rapporteur furthermore recommended to establish at least one cancer registry per European 
region and to strengthen the capacity of national cancer registries to collect data, not only medical 
but also on lifestyle and socio-economic situation of patients, to be able to address inequalities. In this 
vein, she welcomed the foreseen establishment of a European Cancer Inequalities Register.  
Member States will have to ensure that the collected data from the registries are comparable and 
interoperable at EU-level. 
 
In conclusion, the Rapporteur emphasised that all these networks and experts should establish links 
between them in order to improve expertise on cancer throughout Europe, and consequently provide 
better information and more certainty to patients that so far has been lacking cruelly.  
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Panel 3: Shared training & Shared communication 

 
The third panel focused on how to enhance cooperation between Member States in terms of training 
and communication, and how to educate both cancer patients and the public.  
 
Ms Mariana COUTINHO, member of the Steering Committee of Youth Cancer Europe and a rare 
cancer survivor, pointed to the 5 million people living with a rare cancer across Europe. She shared 
her own experience when she had been looking for treatment in another country (UK) since the 
required treatment for her rare cancer type was not available in her country of origin (Portugal); she 
pointed out that there is lack of awareness about the Cross-border Healthcare Directive not only 
among patients but unfortunately also among healthcare professionals and public administrations. 
She quoted the “Youth Cancer Europe” White Paper of 2018 which says that “Cross-border healthcare 
should be seen as a right of European citizens, not as a last resort solution.” 
 
Pointing to the gaps in the promotion of shared communication in cross-border healthcare, Ms 
Coutinho referred to the results of a survey in Portugal on the level of knowledge among healthcare 
professionals about  “Directive 2011/24/EU on cross-border healthcare in the European Union”: 38,9% 
of participants reported no knowledge at all, whereas 35,2% reported only a low level of knowledge. 
There is also a low level of awareness among healthcare professionals as regards the ERN Model, as 
well as the Clinical Patient Management System (CPMS) for virtual consultations, which was developed 
by the EU to provide expert specialised care for all patients with rare and complex conditions. 
 
Similarly, as regards National Contact Points, respondents to the survey in Portugal reported knowing 
that they existed, however in specific comments across various sections of the survey they pointed to 
lack of sufficient knowledge and assistance and called for more dedicated training and support for 
regional health system managers. When it comes to awareness and support to facilitate cross-border 
healthcare, respondents expressed the view that above all healthcare professionals and public 
administrations need to be better informed and assisted. 
 
Concluding, Ms Coutinho underlined the need for: 

 Greater awareness among physicians (including oncologists) about patients’ rights to cross-
border healthcare; 

 Disseminating information about the existence of the different tools and resources available, 
which foster communication and knowledge sharing in a cross-border context; 

 Investing in training and educational activities among healthcare professionals on the usage 
and application of the Directive and its related services. 

  
Ms Krassimira ZAYKOVA, Youth Ambassador for Bulgaria in the Association of European Cancer 
Leagues (ECL), started by explaining that the ECL consists of 30 cancer societies in 25 countries. The 
ECL’s Youth Ambassadors Programme aims at raising awareness among young people regarding the 
European Code Against Cancer (ECAC), a blueprint for cancer prevention consisting of 12 ways to 
reduce personal cancer risk. The 68 Youth Ambassadors are between 18-35 years old and come from 
39 countries in the WHO European region.  
 
Their vision is a Europe where avoidable cancer deaths are prevented through individual lifestyle 
choices, supported by coordinated governmental policies and actions. Their mission is to alleviate the 
devastating burden of cancer across the WHO European Region by promoting the ECAC and organising 
creative and enterprising actions at the local level. In this context, they organise an annual summer 
school (3-4 days) hosted by a cancer league (virtual in 2020 & 2021); it is a mix of lectures, practical 
workshops, peer-to-peer sessions, group work & physical activity. Participants  prepare joint actions 
for World Cancer Day & European Week Against Cancer, as well as individual local projects. Further 
actions have been: ECAC webinar series focusing on scientific evidence behind the ECAC messages, 
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and latest developments in prevention & policy initiatives linked to those messages; a virtual art 
exhibition aiming to promote ECAC by encouraging artistic creativity in relation to cancer prevention 
in medical and healthcare curricula across Europe. Moreover, Youth Ambassadors (in collaboration 
with IARC) addressed a “Call To Action” as a “letter to the editor” published in the scientific review 
“Cancer Epidemiology” in December 2020. It was a call for increased collaboration in cancer 
prevention efforts and ECAC awareness raising among European youth, scientists, policy-makers and 
stakeholders. The Call to Action was presented to the 160 attendees of the ECL’s 40th anniversary 
conference, in the presence of Commissioner Kyriakides 
 
Concluding, Ms Zaykova pointed out that, although cancer prevention is vital to cancer control, it is 
still neglected, whereas awareness of the ECAC and its messages is still low across Europe. More 
cooperation is needed among European youth, scientists, policy-makers & stakeholders. The youth 
can be key to raise awareness about ECAC and EU initiatives and policies at the national/regional/local 
level. Shared training and communication helps to ensure that evidence-based prevention messages 
reach a wider audience and get tailored to local contexts. 
 
Following the presentations, Members raised questions about: the follow-up care for survivors,  who 
move across Member States, and the need to establish a survivor’s passport; comparison between 
screening programmes in different Member States; awareness of National Contact Points; training 
programmes to be established under Europe’s Beating Cancer Plan. 
 
In her replies, Ms Coutinho, taking particular account of her personal experience with cancer care, 
stressed the difficulties faced by patients seeking cross-border healthcare, not least as regards the 
sharing of patients’ data due to inflexible rules. She pointed out that thanks to her knowledge of 
English she could do more efficient research on the Web for cancer care opportunities, whereas many 
patients cannot do the same. Generally, searching for useful and reliable information on the Web is 
particularly complicated for cancer patients. 
 
In her own replies, Ms Zaykova pointed to the lack of awareness about the Cross-border Healthcare 
Directive, not least among health professionals and public administrations, and the lack of awareness 
about National Contact Points. She stressed that promoting health literacy would contribute greatly 
to improving access to efficient cancer care.  
 
On behalf of the European Commission, Mr Matthias SCHUPPE – Team Leader of the DG SANTE 
Cancer Team, took the floor. He agreed with Ms Coutinho on the lack of awareness about the Cross-
border Healthcare Directive, including National Contact Points, and noted that this is a cause of 
concern for the Commission. He made the point that, under the EBCP, training programmes will be 
established that will also focus on cross-border collaboration. Such training programmes are also 
foreseen in the framework of the Comprehensive Cancer Centres. The Cancer Inequalities Registry  
will also include the issue of cross-border cancer care. Moreover, he referred to the planned creation 
of a cancer survivor’s smartcard, which will be quite close to a cancer survivor’s passport.  
 
Talking of the European Code Against Cancer (ECAC), Mr Schuppe stated that the Commission plans 
its update, as well as the creation of a mobile cancer prevention application based on the ECAC. In 
relation to a healthy lifestyle, he added that the Commission will revise, by 2023, the EU School Fruit 
& Vegetables scheme. He also pointed to the “Healthy Lifestyle For All” initiative that will be launched 
this year, and noted that it will include a particular focus on people with a lower economic and social 
status and minorities. The Commission will also establish fairly soon a Stakeholder Contact Group as 
part of the Commission’s health policy platform.  
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Panel 4: How to improve the Cross-Border Healthcare Directive 

 
This panel dealt with the Cross-Border Healthcare Directive, which allows cancer patients to seek 
specialised medical treatment abroad, and assessed its implementation with a view to proposing 
necessary improvements.  
 
Professor Tit ALBREHT, from the National Institute of Public Health of Slovenia, senior adviser to WHO 
Regional office for Europe, focused on patient mobility in the EU as regards cancer care. He pointed 
out that the opportunity provided by the Cross-Border Healthcare Directive is basically focused on 
single episode interventions, such as diagnostic and ambulatory care surgery or simple procedures, 
and is therefore not suited for longer treatments that combine various pathways and complex patient 
management. A further obstacle is the need for downpayment or even prepayment of costs by the 
patients. Those problems, added to the relevant uncertainties at the start, such as the time needed 
for research and the long and extended stays abroad, create serious doubt in terms of the actual 
improvement of the patient’s condition, as compared to benefits that could be offered through the 
mobility of experts themselves and the sharing of expert knowledge. 
 
Considering alternatives to the modification of the Directive, Professor Albreht pointed to the 
possibilities of: 

 strengthening the joint activities in the development of guidelines and in research; 
 enhancing bilateral and multilateral collaboration by using different incentives; 
 supporting research through non-for-profit funding mechanisms; 
 involving patients in cross-border trials. 

 
Moreover, he pointed to the progress already achieved regarding the necessary strengthening of 
networks, namely: 

 The development of the European Reference Networks (ERNs) with a special focus on rare 
cancers, which are extremely important and should be further developed and supported; 

 The Joint Action “CanCon” (European Guide on Quality Improvement in Comprehensive 
Cancer Control), which has developed a definition and criteria for Comprehensive Cancer 
Control Networks (CCCNs), as a second possible modality of organisation of cancer care 
delivery. 

He noted that both the above modalities play an important role in the provision of care to cross-border 
patients. 
 
Finally, Professor Albreht analysed the potential for cross-border care inside the EBCP, pointing out 
the following opportunities: 

 Continued strengthening of ERNs; 
 Enhanced collaboration through networking of CCCNs and other institutions focusing on 

improvements and advancement of cancer care in frequent cancer; 
 Continued work on cross-border trials and their support; 
 Facilitation of bilateral and multilateral agreements providing: 

o Cross-border care and expertise; 
o Education and training of professionals; 
o Professional and knowledge mobility. 

 
Mr Francis ARICKX, Head of Directorate Reimbursement of Medicines and Pharmaceutical Policy at 
the National Institute for Health and Disability Insurance, Belgium, took the floor. He started by giving 
practical examples of how innovation can be key for a successful change. Such an innovation, he 
explained, is the “Collaboration Initiative for the Reimbursement of Medicines” ( “Beneluxa” initiative 
- with the participation of Belgium, Netherlands, Luxembourg, Austria and Ireland) that enables the 
access to new and innovative therapies. The initiative works in four areas: a) “Horizon Scanning” 
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(which scans all available information on new medicines and therapies); b) Health Technology 
Assessment; c) Pricing and Reimbursement mechanisms; and d) Information Sharing. 
 
He noted that the Beneluxa initiative is a “data-driven fight for fair drug prices”; however, it deals not 
only with price negotiations but also with the exchange of expert information on new therapies, as 
well as cross-border healthcare. The initiative includes the following actions: 
 

 Information exchange; 
 Data and Evidence generation; 
 Knowledge and Expertise sharing; 
 Capacity building. 

 
Following the presentations, Members raised questions on issues such as: the need not to lose focus 
of smaller Member States; the high difference in survival rates among Member States; cross-border 
clinical trials; high medicine prices and the need for cross-border initiatives on affordable prices and 
access to healthcare; the fact that very few patients make use of the Directive and the need to work 
closely with the National Contact Points to raise awareness; downpayment of costs by patients and 
the difficulties for reimbursement, including the important variation of reimbursement ceilings, which 
are, for example, much lower in the Eastern Member States; the inflexible regulations as regards data 
privacy, notably as a result of the GDPR; the fact that cross-border healthcare has been working 
significantly better for paediatric cancers rather than for rare adult cancers. 
 
In his replies, Professor Albreht agreed that smaller Member States, due to small numbers, are very 
often underprivileged in accessing international clinical trials (it’s the “power of numbers”, as he put 
it). An incentive could be given, among others, by applying reimbursement to trans-border clinical 
trials. The toughness of regulations on data privacy, as Ms Coutinho has described it, is indeed a 
serious obstacle; more international collaboration is necessary for that, also involving the smaller 
Member States. A further problem is that guidelines issued by international organisations regarding 
complex innovative therapies, such as proton or mRA therapies, are not listened either. He also noted 
that multilateral small-scale approaches for fair pricing and reimbursement would work much easier 
than pan- European ones.  
 
In his own replies, Mr Arickx took the view that the revision of the Cross-Border Healthcare Directive 
is absolutely necessary. Small- or large-scale projects of international collaboration can be helpful; 
here he quoted as an example the Beneluxa initiative that he had mentioned in his speech. However, 
he agreed that small-scale projects are easier to implement than large-scale ones, given that the 
reimbursement of healthcare costs is a national competence.  
 
On behalf of the European Commission, Ms Caroline HAGER, Team Leader Cross-Border Healthcare, 
DG SANTE, took the floor. She agreed that the Cross-Border Healthcare Directive has proven 
problematic, particularly as regards cancer healthcare, since patients are obliged to pay the high 
therapy costs upfront. Indeed, very few patients use the Directive (around 200 000 per year). 
Awareness about it is low; to improve awareness, it is necessary to work more closely with the 
National Contact Points. For these reasons, the Commission is planning to update the Directive (which 
was adopted 10 years ago). It will thus launch next month a public consultation to gather evidence on 
the directive’s implementation and its European added value. She pointed out that what was heard 
at the present BECA hearing is a very rich feedback for the Commission. Finally, she noted that the 
Commission is preparing a legislative proposal on a European Health Data Space. 
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Wrap-up by the Rapporteur  
The BECA Rapporteur, Ms Véronique Trillet-Lenoir, took the floor. However, the quality of the sound 
in her connection was poor, hence she agreed with the Chair to forward her intervention in writing 
afterwards, which she did. 
This is the rapporteur’s written intervention (as translated from French by the BECA Secretariat): 
The Cross-Border Healthcare Directive allows European cancer patients to benefit from the most 
appropriate treatments, such as highly specialised equipment or special surgical skills, which are not 
available in their country of origin. 
It therefore raises the question of the management of rare cancers and access to treatments that are 
not available in all European countries (for example robotic surgery, proton therapy, cell therapy 
(including Cart T cells). It thus contributes to the fight against inequalities in cancer care. 
However, many weaknesses appear in its implementation, as highlighted in the report published by 
the European Court of Auditors in 2019: 
 
1. Lack of knowledge of the system 
Each year, only 200 000 patients, or less than 0,05% of citizens, use the systems set up under this 
directive to receive medical treatment abroad. 
In addition, in a 2015 Eurobarometer survey, less than 20% of European citizens declared that they 
knew their rights in the area of cross-border healthcare. 
To improve this situation, we could: 

 use the future networks between European cancer reference centres (which host the ERNs) 
to widely disseminate information on the possibilities of access to cross-border care; 

 carry out information campaigns on the rights of patients to benefit from cross-border health 
care via various channels (internet, public health infrastructures, cancer screening centres); 

 strengthen the national contact points (NCPs) responsible for informing citizens by providing 
them with more substantial budgetary resources; 

 include information on this directive in training programmes for health professionals. 
 

2. Facilitation of information sharing 
Patient travel for a second opinion should increasingly be replaced by the use of telemedicine 
between clinicians as well as the interconnection of electronic medical records of cancer patients at 
regional, national and European levels. 
 
3. Organisation of reimbursement for acts performed abroad 

 the drugs used for rare tumours are most often innovative and expensive. The coverage of 
these costs by national insurance companies is extremely heterogeneous; 

 experiments between a few border countries should be encouraged to reflect on the 
optimisation of these reimbursements. 

 
4. Pooling of clinical research activities 
Barriers that prevent cancer patients from accessing innovative cross-border treatments, including 
through clinical trials, should be reduced.  

 
5. Optimise the follow-up after a trip abroad 
And reflect on the establishment of a post-treatment passport. 
 
These proposals could form part of a revision of the European directive on patients' rights in cross-
border healthcare, after completion of the public consultation which will be launched next May to 
assess the implementation of the directive. 
 
The Chair took the floor last, stressing that much more needs to be done to create equal conditions 
of access to quality cancer treatment, while he also pointed to the additional problems for quality 
cancer care as a result of the pandemic. 


