'Europe for Patients' - French presidency – Institut  Pasteur – Paris 13-14 October 2008

DAY 1

Opened by Roselyn Bachelot – French health Minister

More cooperation in EU healthcare 

Work by commission under EU for patients

Recommendation from the commission on Patient Safety

Building a Europe for patients with patients

Vassiliou – Video address

EU for patients – more than a communication campaign, a campaign driven by policy

Aristidos Calgeropoulos-Stratis – Greek ministry of health 

Round Table 1: major and chronic diseases in European health – Chaired by Françoise Grossetete, MEP

Introduced Lack of borders

7 Risk factors

if we could eliminate these factors- we could eliminate a large portion of CVD and cancers

Obesity, Alzheimers, hard to find funding

Andrez Rys

EU Health strategy and other ‘successes’ 

Carol Jagger

Presentation of Task force report on ‘major and chronic diseases’ and the EHEIS report – all these reports will be published in the Lancet later in the week

Variation in healthy life years – is a good indicator ad we are nearly there 

Rest of round table will be on CVD and Diabetes

Simona Giampaoli

Coronary heart diseases 

75% of CVD is accountable for by Diet and Smoking etc… 

Anne Fagot-Campagna – EUCID project

Very technical and scientific

Debate about demography and chronic disease with Mariana Dyakova – faculty of public health – Sofia, Bulgaria. Talked about the challenges facing Bulgaria

Frederic Pierru – Took the position of the patient 

Questions from the floor. 

How  cancer treatment would work cross borders

Wouldn’t a pan European press agency be a good idea? 

- Health is not common to Europe every country is free to do its own information policy.

Round Table 2: Patient Safety – Chaired by John Bowis, MEP

Bowis introduced the session referring to the huge amount of work being done in the area and the scale of the problem – 10 % HAI & harm coming from treatment

Pr Laurent Degos – French Health authority

Introduced the EU Net Pas project – bringing patient safety organisations together he stated that it had been a real success.

Followed by 4 presentations on patient safety projects: 

Denmark, Anne-Mette, DONS

There is legislation on patient safety 

The current Legislation provides a system by which Adverse Incidents (AIs) can confidentially be reported. The system places no blame and health professionals incur no sanctions. The system promotes learning outcomes and can be used to ensure that similar incidents do not happen again. 

There was a recent evaluation of this pilot project and the results were very positive. A new Act in the Danish parliament will encompass the results of this.

Denmark also has rating systems of its hospitals on Cleanliness, waiting times, access, rights etc…

Germany, Elisabeth Reker-Barske – AOK 

This was a less extensive presentation outlining the way in which the German system of patient safety works. 

The German system is a more competitive system and this is the main way in which the safety and quality is ensured. Patients are treated as customers and therefore if a hospital is no good, no one will use it. 

Czech Republic, Dr Zdenek Hrib

They had just carried out a study on the reporting of AIs – the talk was highly statistical but one of the main points was that the majority of hospitals said that there was no possibility to report AIs anonymously. The other main point was that most hospitals did not have a reporting mechanism in place but wanted one.

France, Valerie Salomon

The French presentation discussed ways in which reporting should and could be done, in order to optimise reporting mechanisms and provide better information to patients. Ms Salamon suggested that reporting has to be trustworthy, supported by research institutions and this will help to improve hospitals and so on…

Katja Neubauer, European Commission (DG SANCO) – Patient Safety unit

Stated that recommendations come out of the high level group on patient safety and that many projects are on their way under FP7 and the Public Health Programme. DG SANCO wants to put patient safety at the core of its activities – there is a Communication on Patient Safety coming out 26 November and a Directive on the safety of organs and cells for transplant due out in December.

The Communication will: Describe the current initiatives and set out possible responses – it will be discussed under the Czech Presidency and there will hopefully be a response from the Parliament as well.

There is also a recommendation for the Council that should be due out soon

A short film was shown about reporting AIs in the NHS was shown. 

The debate that followed had questions about ambulatory care, eye care and the reduction of waiting times as well as a pertinent question on patients reporting AIs.

The questions were debated by Ms Pakkonen (EPF), Dr Michael Wilks (CPME), Paul De Raeve (EFN) and Ivana Silva (PGEU).

EFN and PGEU felt that it would not be possible to have effective reporting and comfort of patients until the Health Professionals were more involved at the bedside etc…

Round Table 3: Rare Diseases – Chaired by Evelyne Gebhardt MEP

Antoni Montserrat, European Commission (DG SANCO)

The Commission’s communication on rare diseases is due out on 5 November 2008 and contains over 50 measures aimed at dealing with the issue ie. the Commission is busy. 

There are around 6000 rare diseases. 

Article 15, defining the European Reference Networks, of the Patient Rights Directive will be a deciding factor in the work on rare diseases – these centres will enable knowledge to travel and reduce diagnosis time, which in many cases can be more than 10 years.

There will be a revision of the ICD 10 (International Classification of Diseases) by the rare disease task force.

Want to allow access to all orphan drugs and want a committee of the EU27 to deal with the issue.

Dorica Dan - Romania 

A patient of Prater Villi (a rare disease) gave her story and how she has set up a patient support network in Romania. 

Terkel Andersen, Eurordis

“We will not have equal rights to treatment of rare diseases without full European cooperation” 

Mr Andersen called on patient organisations to help with the formation, rules that govern and the accreditation of rare disease specialist hospitals.

Segolyne Ayme, INSERM/ORPHANET 

Outlined the Orphanet scheme:

- Directory of experts on rare diseases

- Encyclopaedia of rare diseases – 5838 diseases

- Directory of research projects

It aims to increase the visibility of rare diseases and said that all MS should get involved.

Laura Fregonese, The Netherlands

Gave an example of a rare disease network

Important for the availability of experts, people for clinical trials, data and best practice sharing as well as setting up other networks.

DAY 2

Round Table 4: Patient care in border zones and guarantee of patients’ rights in cases of mobility within the EU – Chaired by Alain Coheur, Committee member of the International Social Security Association

Mr Coheur introduced the session by giving a short history of the Patients’ rights Directive from case law to current legislation. He said that the PRD had come directly from the healthcare services Directive. 

Alain Lamassoure, MEP

He stated that there were issues with large proportion of people in Europe being non-European. And millions of people move all the time already

There are two choices:

Should we treat patients as citizens and therefore they should be entitled to the same quality healthcare across the EU 

Or should we treat patients as consumers and let them select which healthcare system they would prefer.

Willy Palm, WHO and the European Observatory

Outlined the differences and meanings of various pieces of legislation: 1408/71, 36/05 and 883. 

The best way to make care more available and better is to increase the availability of information.

Enric Mayolas – Spain, Olivier Suzanne – Franco-Belgian sanitary Co., Mervi Kattelus – Finland and Pascal Garel, CEO of HOPE: all shared examples of border region experiences and showed how complicated it is. 

Helen Michard, European Commission – DG EMPL 

Described the cases in which the regulation 1408/71 was valid and how it is currently being used along with 833/04 to ensure cross border cooperation. 

She said the 1408 has not infact been finalised but when it is it will be secure. It is quite stable but want to ensure it is finalised. 

There is an electronic exchange of social security systems information at Eessi – www.ec.europa.eu/eulisses 

Gérard Comyn, European Commission – DG INFSO

E-Health Systems and how they are progressing – Ehealth is essential for the implementation of the Directive for two purposes:

1) Information Networks

2) Electronic Files

The biggest issue is the lack of interoperability – however integration is going on but it is delicate as we have to protect confidentiality.

Two large projects from the Commission at present: epSOS and Calliope

We are missing tangible benefits of E-Health

End of the month there will a communication on Telemedicine from the Commission.

Bernard Merkel, European Commission – DG SANCO 

Outlined what the Directive aims to do. Surprising statement about the ERNs being for more than rare diseases.

Round Table 5: Ensuring that patients’ rights are respected: towards active European citizenship – chaired by Kartika Liotard, MEP

Lucien Bouis, European Economic and Social Committee, Genevieve Schamps, University of Louvain (Belgium) and Kaj Essinger, Sweden gave examples and systems by which patient rights can work and can be respected.

A main theme of what was said, was that complaints systems must be in place, they must be free, secret and have no blame. Complaints systems must be available in every hospital. The systems that work the best are those that are mediated and not court driven.

Melody Ross – The Active Citizenship Network

Ms Ross finished the round table by introducing the Active Citizenship Network and outlining the European Charter of Patients’ rights.

------

EPHA opinions of the conference

The conference was indeed an interesting event. It brought together people from many different fields from national health authorities to NGOs and other relevant stakeholders, from MEPs to Commission staff. The conference was carried out in an interesting way as well. The aim was to have a panel seated on the stage and then each of the members of the panel to talk a little on the subject they where subscribed and this would be followed by a panel debate, with questions from the audience. The panel arrangement is a good concept which EPHA would like to see more of. It should, theoretically, break down the typical lecture format so often seen. This conference, however, did not work in that way. The talks that people gave generally were, as is to be expected, too long and the more interesting debate with the audience was all too short. In the case of the debate on the Patients’ rights directive, there was no time for the debate at all and EPHA did therefore not have an opportunity to voice it’s opinion. 

The highly anticipated debate on the Patient rights Directive was very disconnected from any kind of meaningful policy debate that would have informed citizens of the issues at stake instead took the from of best practice sharing. There were examples of Bi lateral agreements and projects that are currently running and that have little or no baring on the various arguments surrounding the proposed directive. The commission introduced what they are doing on e-health and the only person to actually address the issue of the directive in any meaningful way was Bernard Merkel of the European Commission. 

 The questions, which EPHA would have thought would have been the point of the conference, about what a European solution would be to these essential issues were not addressed in any real way.

A running theme that was carried throughout the sessions was the notion that in systems of patient safety and complaints procedures – a blame free system works best.

