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Good afternoon and thanks a lot for joining us today. 

 

A special thanks to the MEP Patrizia Toia, hosting this event, particular sensitive to 

requests and petitions coming from the civic associations and from those involved with 

protection of rights. This isn’t the first time she host an initiative promote by Active 

Citizenship Network, we appreciate it a lot! 

 

Welcome and welcome back! 

Indeed, as you probably remember, a year ago, on March 1st 2017 we were here, to 

account on the first civic assessment of the implementation of the Cross-border Directive  

that we have realized thanks the direct involvement of civic & patients associations in 24 

out of 28 EU Member States. 
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In the last year we have continued to inform, carrying out a subsidiary activity that should 

concern the Institutions at National level, starting from the National Contact Points, not 

always very active also due to the lack of public investments.  

 

Please let me thank the informal network that we have built over our multi annual activity: 

a great example of key initiatives to promote  the health as common good.  

 

In particular, together with these associations, after two years of campaigning to raise 

awareness on cross-border healthcare
1
, we have decided to develop our commitment 

focusing on the European Reference Networks (ERNs) and on patients’ rights with rare or 

complex diseases. 

 

 

 

 

 

 

 

 

 

 

 

                                                        
1http://www.activecitizenship.net/patients-rights/projects/208-patients-rights-have-no-borders.html    

http://www.activecitizenship.net/patients-rights/projects/208-patients-rights-have-no-borders.html
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The Conclusions
2
 of the Council of the European Union on June 2017 under the Maltese 

Presidency have recognised that European Reference Networks, when fully developed, 

will represent an opportunity for the dissemination of knowledges and innovative practices  

in the provision of specialised health services in the field of rare diseases.  

 

The Council has invited the Member States and the Commission to encourage the 

European Reference Networks, thus to attain their intended objectives of providing better 

access for patients requiring highly specialized healthcare. 

 

We strongly believe that the more advocacy groups and patients associations would play 

an active role in terms of raise awareness European citizens about it, facilitating dialogue 

and exchange of experiences, collection of data & good practices and by removing barriers 

& obstacles, the more effectively these goals could be reached.   

 

A collaborative approach: challenging borders and geography  

European Reference Networks are not meant to be operating in isolation: their impact 

should be much broader, as they mark a new chapter in European cooperation in the field 

of healthcare. ERNs could serve as a platform for the development of eHealth tools and 

could even see greater cooperation on more common chronic illnesses too. They are a 

clear example of how it is possible to work together to add value for citizens; they are a 

                                                        
2 On 16 June 2017, the Maltese Presidency of the Council of the European Union on Employment, Social 

Policy, Health and Consumer Affairs adopted its conclusions on “Encouraging Member States-driven 

Voluntary Cooperation of Health Systems”.  

http://data.consilium.europa.eu/doc/document/ST-10381-2017-INIT/en/pdf
http://data.consilium.europa.eu/doc/document/ST-10381-2017-INIT/en/pdf
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concrete opportunity to come together and speak about shared challenges in healthcare and 

to think beyond the borders. 

Civic & patient organisations – together with all the relevant stakeholders - across Europe 

should therefore play an active role in facilitating access to and sharing of information 

flow on healthcare, promoting patients’ empowerment, and bridging the gap between 

patients’ and institutions/providers and thus increasing patients’ treatment options.  

 

A concrete proposal for ERN 

We really appreciate the presence today of some ERNs Coordinators, starting from the  

Chair of the ERN Coordinators Working Group, also because our concrete proposal is to 

encourage, for each ERN, the establishment of a multi-stakeholder group of interest, 

opened to all the actors already involved in the Cross-border healthcare and in the 

implementation of its Directive.  

Several are the reasons:  

 

 To recognize the principle of fostering the voluntary cooperation between the many 

actors  working in the Cross-border healthcare; this is what underpin the philosophy of 

the ERNs. 

 To do not waste the existing resources that already play an active role on the topic, as 

the informal network, we have built, can testify; 

 To encourage the European Reference Networks to be more accountable and opened 

to a broader constituency of stakeholder.  

 To promote a communication strategy focused mainly on the European Reference 

Networks as a whole, more than to listen communication messages focused on a 

specific centre of expertise, as we can find at this stage of the development of the 

European Reference Networks.  

 To promote a more crosscutting approach, based on the patients' rights, assessing and 

defining best practices of access and hospitalisation/follow up (with particular 

reference to health care humanization of foreign patients). 

 

In order to avoid any misunderstanding, I want to clarify and underline that what is in 

place at this stage, focused on rare diseases, is excellent. The actors already involved are 

the ones who had to be there since the first step of the process. BUT for the following 

steps of the development of the ERNs, this is probably not really enough: in a prospective 

way the model of the ERNs should be opened also a not rare diseases. For this reason the 

involvement of a broader multi-stakeholder group is needed. The governance is to be 

updated. 

 

Our proposal underlines, protects and promotes patients’ rights in compliance with the 

European Charter of Patients’ Rights
3
 and, in particular, with the rights to access (2

nd
), 

information (3
rd

) innovation (10
th

), plus the 3 rights of active citizenship, stated in this 

Charter.  

Access, information, innovation and involvement are also the key features of the European 

Reference Networks and the scope of the networks themselves. 

                                                        
3 http://ec.europa.eu/health/ph_overview/co_operation/mobility/docs/health_services_co108_en.pdf 

http://ec.europa.eu/health/ph_overview/co_operation/mobility/docs/health_services_co108_en.pdf
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A concrete proposal for EU Institutions 

Talking about the protection of patients’ rights in cross border area, we want also kindly 

suggest to the European Commission to explore the feasibility to update and integrate the 

function of the ECC-Net also in healthcare issues.  

Born more than 10 years ago thanks to the activity of the DG Sanco, on  that date in 

charge for consumer and health issues, the European Consumer Centres Network is a 

network supported both by the European Commission and Member States with consumer 

organisations with the aim to help boost consumer confidence across the EU by: 

 providing consumers with information on their rights as regards buying goods and 

services in another EU country; 

 advising them in case of problems; and 

 assisting them through complaint handling. 

Well, starting from the experience of the European Consumer Centres Network, we 

encourage the DG Santé and DG Justice and Consumers to work together in order to 

integrate this ECC-Net, or to build a European Patient Centres Network (EPC-Net) in 

order to improve citizens’ protection in the framework of cross-border issues with the 

direct involvement of patient organisations.   

It could be a great example to put the respect of citizens needs and the protection of their 

rights at the centre of the EU policy and to avoid any silos approach.   

 

 We are aware that the lack of economic resources does not encourage Institutions 

to undertake this solution, but please explain us why consumers’ issues on cross-border 

can be managed while  patients’ issues cannot? 

 We are also aware that the EU Commission is directly accountable for consumers’ 

issues in the European Union, while each Member State is responsible for its own Health 

system. Of course we are not suggesting to change the EU treaties, but just to find a 

common solution for common problems. Why would you protect more a consumer when 

he buys a product abroad rather than a patient when he uses and buys a healthcare 

service abroad? 

Whit the aim to contribute to reduce disparities among European citizens we confirm our 

commitment in the Cross-border area.  

Indeed, we all are aware that only 2% of patients have had treatment abroad because they 

had actually planned to do so. But we strongly believe that, if properly adopted, the Cross-

border Healthcare Directive can help reduce regional differences within each Member 

State, with benefits for the rest of 98% of the EU population.  

 

I hope these suggestions and proposal can enrich the debate today hosted by the MEPs 

Interest Group “European Patients' Rights and Cross-Border Healthcare”, that confirms to 

be the ideal context for such meetings. 

 

Last but not least, please let me thank in advance all the panelists for their contributions, 

and special thanks to my colleague and friend Stephen McMahon, leader of the Irish 

Patients’ Associations, who not only has accepted the role of chairing this meeting, but and 

first of all has decided to be our partner in the multi annual European awareness campaign 

called "Patients' Rights have no borders".   

Thank you for your attention. 
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