On the 11-12th of April 2011, ACN organized the European Conference of the 5th European Patients’ Rights Day. The Conference aimed at bringing together different health stakeholders in order to discuss the real conditions of citizens in matter of health care services in Europe. This Conference has been the starting point of the national celebrations of the European Patients’ Rights Day held in 20 countries.

The Conference was held at the EESC ( European Economic and Social Committee), which gave Patronage and hosted the event.

During the two days, rich and intense debates led up to different activities such as the presentation of the assessment Report on the EU Patients Charter, the discussion of the Good Practices on engaging citizens and patients in Health policies and the award to citizens participation in Health for the first time in Europe.
There were about 180 participants coming from 80 civic associations and European networks, as well as all the EU Institution and industry representatives.
 The Conference was introduced by the Opening Remarks of Agnes Cser, Member of the Employees Group, Vice-president - Trade Union Cooperation Forum, EESC.

“We are here to celebrate the 5th European Patients’ Rights Day with the aim to renew and strengthen the commitment to put citizens at the centre of EU Health policy”. Through this declaration, Teresa Petrangolini Director of ACN, presented the issues and the contents of the day. She continued: “This Conference is an opportunity to bring together different actors throughout Europe to think about the actual situation of patients’ rights and find concrete EU measures”. Read more
Three speakers presented the results of the EU Charter of Patients’ rights Assessment (the abstract:. The Report was submitted by Alessandro Lamanna for the methodological approach, by Rosa Paola Metastasio for the main results and an overview of the rights on the basis of the PRES (Patients rights Euro Score), and by Alessio Terzi, who concluded the presentation with citizens’ recommendations. All presentations can be downloaded
An overview of the result: rights with the lowest scores are the same three which resulted worst in the preceding survey; patients' time, free choice and access to care. Some “alarm bells”: information and active citizenship; both rights are “hardly respected”. These bad results are even more serious, since that these rights are particularly relevant from a civic perspective and they deal with matters of accountability and transparency of institutions. Aggravating consideration: these latter can be considered as “soft rights”. Worrying situations regard the right to avoid unnecessary suffering and pain. Positive results for personalized treatment, preventive measures, privacy and confidentiality, physical access to the health services. Read more
The Report is the final step of ACN National partners work which collected all the data concerning the respect of Patients’ rights in 20 countries. Some of the partners took the floor, presenting to the public the experience of the assessment. Distinguished guests were Judy Birch for the UK, Cosmina Dudu for Romania, Igor Elias for Slovakia, Anne Veskimeister for Estonia and W. Candidus for Germany. All the presentations can be downloaded
The presence and the remarks of John Dalli, the European Commissioner for Health and Consumers, was Particularly important for the success of the Conference. In his speech, he declared: “I would like to take this opportunity to pay tribute to European patients, to the organisations who represent them, and in particular to the Active Citizenship Network; I applaud citizens' organisations for maximising these rights with the report launched today and with their tireless work. The principles I have just mentioned are reflected in the newly-adopted Directive on patients' rights in cross-border healthcare. As its very title suggests, this Directive aims to put patients at the centre of EU action” . For all the speech
The Conference was the opportunity to promote and present the Good Practices for “Engaging citizens and patients in Health policy”. During the preparation of the Conference many good practices on citizens participation in Health policies were gathered around Europe. Citizens’ Associations and public institution participated to collect positive experiences on citizens’ and patients involvement in different projects, policies and initiatives. 36 Good Practices proposed by 19 Countries were also presented. It is still possible to fill the form for a Good practices in the ACN website.

During the meeting, three positive experiences of citizens’ participation on health services governance were rewarded. For the first year, it was indeed established “The Best Practice on civic participation award”. The first prize went to the action “Chance for life”, promoted by the Association of women with cancer and Adherents from Bulgaria. They obtained an important change of the regulation regarding the disability pension for patients with cancer, also thanks to the involvement of citizens, professionals, institutions and politicians. The second prize was won by the paediatric service of the Polyclinic Hospital S: Orsola Malpighi in Italy. This project concerned the “play-therapy and pain in children” through the involvement of patients’ association and the sharing of the experience in other hospitals. The third one was assigned to the policy “Patient involvement in Health Technology Assessment and clinical guidelines”, promoted by the National Institute for Health and Clinical Excellence (NICE) and the Scottish Medicines Consortium (SMC) of UK. It was an important experiment of participation for many patient organizations in policy making process. For more details click here
After the prize, many discussants and members of the award jury took the floor. Some of them were representatives of different stakeholders in the health arena: Pim De Graaf (EFPC), Paul De Raeve for the EFN, Pascal Garel (HOPE), Nicola Bedlington (EPF), Birgit Beger (CPME), Rodolfo Vincenti (ACOI). One of the experience was presented by Mary Baker (EFNA), which talked about ”The patients’ voice at the European Medicine Agency (EMA)”. Moreover, this important Agency promoted a strong involvement of patients’ associations in policy making process and in other fields. For further information
The first day of the Conference was concluded by a Networking cocktail  in the European Parliament, offered to the participant by the MEP Antonya Parvanova and the ALDE Group.
The new Directive on Cross border health care and Patients’ rights. This was the main goal of the second day of the Conference. The discussion, introduced by Antonio Gaudioso, Vice Secretary of Cittadinanzattiva, was carried out by Antonya Parvanova MEP, Anità Waldmann for Myeloma Euronet AISBI and Giovanna Giacomuzzi for Pharmaceutical Group of European Union. Every speaker presented the positive impact of the new directive on patients, which for the first time declares and fortifies the importance of citizens’ rights in EU health services. Parvanova summarized the wide meaning of the new Directive: "Reaching an agreement on the Directive on Patients' Rights in cross-border healthcare was not an easy task, but at least we have here a first step and a legal framework to go for more rights for patients in Europe. Let's not forget however that patients should have rights not only when they cross a border! It is crucial that we continue advocating for an equal access to safe and quality care for all in Europe”. Anita Waldmann remembered what the Commissioner Dalli said “it is clear that all member states have a duty to invest in their health care systems at home in order to give healthcare to their citizens”, underlining the inequality of the access to cancer care in EU. 

After a final discussion between the participants, Francesca Moccia (National Coordinator of the Italian Tribunal for Patients’ rights), ended the Conference. The night before, every association delivered its hope and aims for the future. The conclusion was the synthesis of the proposals for the implementation of civic participation in Health, first of all the adoption of the European Charter of Patients’ Rights as a common standard and tool for the assessment of quality and accessibility of Health service. The reduction of disparities between people and countries and the investment on the empowerment of citizens must be translated into EU policies. It is necessary a Common language and common awareness about patients’ rights throughout the promotion of participatory policies all around EU. For the text of the conclusion click here 

