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Joint level statement of the “Application of patients’ rights in cross border health care” workshop

2009. February 26-28, Budapest
‘Application of patients’ rights in cross border health care’ workshop and meeting was held in Budapest, 26-28th February, 2009. The meeting was realized within the frames of the East-East Partnership Beyond Borders Program of Open Society Institute (OSI). There were participants from Bulgaria, the Czech Republic, Croatia, Hungary, Poland, Slovakia, Slovenia and Romania, representing non-governmental organizations and public bodies. The aim of the meeting was, besides networking, to form a joint level statement to give utterance to our voices from the Eastern countries of the European Union (and Croatia which will possibly join the EU soon). 

EU plans to adopt a directive on cross border health care. The Eastern European countries face quite similar problems related to their health care systems and human rights in health care. The participants of the meeting formulated their opinion concerning patients’ rights in planned cross border health care. 

It is common in our countries that despite the enormous amount of legislative actions, the implementation and enforcement of patients’ rights are weak. We claim that the implementation has at least the same importance as legal ruling. Therefore the signing organizations call for sufficient means of implementation and enforcement both on the national level and the European level. 

We would like to emphasize the importance of the right to non-discrimination which has crucial importance concerning health care. The Member States and the EU shall find effective ways to prevent discrimination and to compensate the harm if discrimination has happened. Talking about discrimination, we do not only mean discrimination between ethnic groups, but discrimination between illness types and other groups of the society. Marginalized groups, e.g. ethnic minorities, homosexual people, patients living under bad social circumstances, are at a high risk of discrimination. Thus, besides the articulation of the principle of non-discrimination it is more important to find the best practices for prevention and compensation, and disseminate them.

According to the principle of free movement of persons and services, we emphasize that the EU and the Member States should protect the mobility of the patient and guarantee the protection of the most fundamental patients' rights in the context of cross border health care in order to respect the individuality of the patient as well as the ethical and legal norms of the host country, where treatment is sought.

In our countries it is a recurring problem that patients do not know about their rights. Therefore, we believe that each Member State shall use effective ways of communication to inform the citizens about the possibility of cross border health care services, the conditions of receiving such a service etc. Besides the communication on the national level, in our opinion it would be necessary to operate a general information website. On this website citizens could look up e.g. heath care facilities in the Member States, statistics on quality standards, and qualification of health care workers. To operate an information website like this, EU shall adopt standards of international accreditation which would enable citizens to gain eligible information on health care providers and compare them.

Statement of the working group on “Rights of people living with HIV/AIDS” (PLWHA)

Over 25 years into the epidemic, HIV and AIDS are still filled with multiple stigma and people living with HIV/AIDS have to face strong discrimination, even during their everyday health care. The major high-risk groups are people who have, especially in our region, traditionally faced poverty, ostracism and discrimination on account of their lifestyles. Thus they experience much discrimination when seeking preventive materials and it is very common in our countries that medical staff, due to lack of proper information and knowledge of the disease or due to mere discriminating attitude, refuse medical care, when PLWHA disclose their status.
Therefore we, HIV/AIDS advocates, civil organizations, and professionals of the participating countries at the East-East Regional Meeting in Budapest on Application of Patients’ Rights in Cross-Border Health Care have the following recommendations and call for the following actions:

In the field of HIV/AIDS prevention there is need for:

1. Universal access to non-discriminatory voluntary testing and counseling (VCT) services, including standardized pre- and post-test counseling - in most of the countries in our region, VCT services are formulated by the legislation, however, great problems are experienced when it comes to practice:

· medical staff tend to make HIV-tests without the consent of the patient

· in some of the cases, counseling does not take place due to lack of training of VCT center staff

· people of major high-risk groups are subject to discrimination at testing and counseling facilities

Therefore there is need for continuous professional and anti-discriminatory training of VCT staff.

2. Universal access to preventive materials and adequate, updated information on HIV/AIDS and tools of prevention - in the countries of our region, we experience that little, if no money is spent on prevention, we demand:

· more effective, targeted campaigns

· promotion of preventive tools such as condoms

· information materials for the public

· and sexual health training in public education curriculum.

Rights of PLWHA:

We demand:

1. Equal rights for PLWHA in medical care – PLWHA are often subject to discrimination from medical staff during their everyday medical care when they disclose their status. The most problematic areas are:

· surgery, obstetrics/gynecology, dental care, dermatology, proctology, urology, psychology, ophthalmology and general practice.

Therefore there is need for continuous HIV-specific training of medical doctors and healthcare workers.

2. Anonymous registry and standardized data collection for epidemiology – in most of our countries data of epidemiological interest are collected, however sometimes centers of epidemiology try to get and have access to personal data and on the other hand they do not collect and record all data of epidemiological interest. Therefore there is need for:

· anonymous HIV registries

· standardized epidemiological data collection.

3. Confidential medical data handling practices – medical data protection is one of the most crucial parts of protecting the rights of people living with HIV/AIDS. Therefore we strongly call for data protection training for healthcare workers and other people handling medical and related personal data.

4. Prohibition of medical data recording in non-medical procedures – most countries of our region have strong data protection legislations and medical data are paid special attention as special personal data. However, in some non-medical procedures, such as bank loans and insurances, medical data are required for taking these services. Therefore we strongly demand the prohibition of the use of medical data in such procedures.

5. Standardized codes used in medical document – in cross-border health care problems might arise with the language of medical documents. Therefore there is a need of standardized codes in medical documents referring to medication, medical interventions and hospital stays.
Conclusions
As it can be seen after reading the country reports that the Eastern-European countries face quite similar difficulties concerning the relation between healthcare and human rights. 
Every country report pointed out discrimination as one of the fundamental problems in the field of healthcare. It is highly important to prevent discriminative measures and abuses. Prevention can be empowered by improving emphasize on human rights and patients’ rights in the education of healthcare workers, both during university and postgraduate studies. Besides prevention it has a great importance to create accessible and clear remedy measures. We suggest examining the current practices in the Member States for anti-discrimination procedures and find the best practices to create a sufficient remedy procedure with real sanctions. It is not less important to provide quick and not complicated legal ways for the patients to receive compensation if patient security happens to be harmed. In our opinion EU shall adopt standard principles concerning the remedy procedures in order to provide all European citizens the same right to compensation. 

We all find it crucial to improve the level of public education and awareness of patients’ rights and the possibility of cross-border health care. We call for sufficient ways to provide information to all European citizens. As it was mentioned in the introduction, we suggest creating a general website and information source where citizens could get information on quality statistics of the available healthcare facilities, waiting time for certain treatments, measures etc. We find it fundamental to operate a website as mentioned that EU shall adopt standards of international accreditation and standards which would enable citizens to receive eligible and comparable information on the healthcare facilities. Besides, the general website, we suggest the Member States should operate a website and information source through which citizens could be informed about the procedure of planned cross border health care and its preliminary estimated cost. As Internet is not available for all citizens, Member States should find the way (for instance helpline) to provide the above mentioned information for those people who have no Internet access. It has a crucial importance as marginalized groups are often the poorest among the citizens and as a result of this they are at the biggest risk of bad health condition and human rights abuses. 

It is important to inform citizens about the possible planned cross border treatment and its conditions. For this reason we suggest a European campaign to reach all citizens and increase awareness of the fact that they have the right to seek healthcare in other Member States. The campaign should emphasize the general conditions and should refer to the national contact points.

Patients face similar difficulties in our countries concerning the right to information and right to access to medical records. The new directive shall regulate clearly whose responsibility is to inform the patient about the advantages and the disadvantages of the treatment, who has to cover the expenses of an interpreter if necessary. 
In relation with the right to access to medical records, we call the EU to adopt clear and realistic rules about the storing of the medical documentation. 

We call for the inclusion of the European Charter of Patients’ Rights
 in the directive to guarantee a minimum level of patients’ rights for each European citizen. The European Economic and Social Committee in its opinion on patients’ rights (SOC/221 - CESE 1256/2007) referred to the Charter as well. 

The signing organizations call the institutions of the EU to evaluate the impact and the implementation of the directive once it is adopted. We suggest monitoring in 2 years after adoption the enactment of the directive and also whether the implementation of the directive is in accordance with human rights and patient rights. We suggest involving organizations of citizen into the monitoring process.
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� The European Charter of Patients' Rights was drafted in 2002 by Active Citizenship Network in collaboration with 12 citizens' organizations from different EU countries. Apovita (Portugal) Cittadinanzattiva (Italy), Confederacion de Consumidores y Usuarios (Spain), Danish Consumer Council (Denmark), Deutsche Gesellschaft fur Versicherte und Patienten e. V. (Germany), Fédération Belge contre le Cancer (Belgium), International Neurotrauma Research Organization (Austria), Irish Patients Association Ltd (Ireland), Ke.P.K.A. (Greece), Nederlandse Patienten Consumenten Federatie (the Netherlands), The Patients Association (United Kingdom), Vereniging Samenwerkende Ouderen Patientenorganisaties (the Netherlands). (from the website: http://www.activecitizenship.net/content/view/42/77/)








