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Introduction

‘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. 
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In Bulgaria, patients’ rights have been recognized only recently and there exists a significant gap between the comprehensive legal provisions and the low level of understanding, respecting and enforcement of patients’ rights in Bulgaria. This situation has direct consequences for the treatment of Bulgarian citizens abroad and for the treatment of foreign citizens in Bulgaria. This report characterizes the legal and institutional framework of patients’ rights in Bulgaria, identifies some major violations, problems and challenges to patients’ rights and formulates recommendations to empower patients with special attention to the provision of cross-boarder health care.   

1. Regulation of patients’ rights. Patients’ rights were introduced in a series of health care reforms and legislative acts following the fall of socialism and the democratization of the country in the late 1990’s. Patients’ rights were specified further in a number of laws and regulations adopted in the period 2004 – 2008. In particular, patients’ rights in Bulgaria are regulated by the Constitution of Republic of Bulgaria, the Health Act of 2004 (State Gazette No. 70/10.08.2004, effective 1.01.2005, supplemented, SG No. 46/3.06.2005, amended and supplemented, SG No. 76/20.09.2005, effective 1.01.2007, SG No. 85/25.10.2005, effective 25.10.2005), the National Framework Contract (2006 edition), the Health Insurance Act of 1998 (SG No. 70/1998. Amended SG No. 93/1998; 153/1998; 62/1999; 65/1999; 67/1999; 69/1999; 110/1999; 113/1999; SG 1/2000; 64/2000; 41/2001; 1/2002; 54/2002, 74/2002, 107/2002, 8/2003, 50/2003; 107/2003; 114/2003; 28/2004; 38/2004; 49/2004; 70/2004; 111/2004; 39/2005; 45/2005; 76/2005; 99/2005; 102/2005; 103/2005; 105/2005; 17/2006; 18/2006; 30/2006; 33/2006; 34/2006; 59/2006; 95/2006; 105/2006; 11/2007; 26/2007; 31/2007; 46/2007; 59/2007; 97/2007; 100/2007; 113/2007; 37/2008; 71/2008, Health Care Establishment Act 1999 SG No. 62/1999. Amended SG No. 113/1999; 36/2000; 65/2000; 108/2000; 51/2001; 28/2002; 62/2002, 83/2003; 102/2003, 114/2003; 70/2004; 46/2005; 76/2005; 85/2005; 88/2005; 105/2005; 30/2006; 34/2006; 59/2006; 105/2006; 31/2007; 59/2007, Medicinal Products in Human Medicine Act, SG No. 31/13.04.2007, amended, SG No. 19/22.02.2008, Judgment No. 5/10.07.2008 of the Constitutional Court of the Republic of Bulgaria – SG No. 65/22.07.2008, amended and supplemented, SG No. 71/12.08.2008, effective 12.08.2008, the Law for Transplantation Law of Organs, Tissues and Cells, the Bulgarian Codex of Professional Ethics of 2000, SG, No. 79/2000, Preventive Medicine Act № 39 of 16 Nov., 2004 – new edition in 2009.. 

The rights granted explicitly in the Bulgarian Constitution include the universal right to state health insurance, universal access to health care, free health care services and protection from compulsory treatment. These rights are inalienable. Additionally, the National Health Insurance Fund (NHIF) guarantees free choice of a general practitioner who has a contract with the Regional HIF, accessible, timely and good-quality medical and dental care included in a basic package guaranteed by the RHIF budget, providing help and solving problems that are within the competency of NHIF, confidentiality of personal data concerning one’s health status, information concerning available treatment alternatives, informed consent, right to refuse treatment, second opinion and participation in the management of NHIF through patients’ representatives. De jure, patients’ rights in Bulgaria are in compliance with the regulations and practices of the European Union and the Council of Europe. 

In Bulgaria, there is no right to physician-assisted suicide or euthanasia and both practices are illegal. Advance directives for health care have very limited use and are only available and required to be executed by oncology patients whose treatment is covered by the NHIF and who have life expectancy of less than 6 months. There are no specific provisions for executing a durable power of attorney for health care and a general power of attorney must be used to designate a surrogate.
 However, there is no practice of using such forms and it is not clear whether a general power of attorney would be honoured by health care providers, and to what extend. 

Despite the formal compliance with the EU regulations and those of the Council of Europe, in reality, patients’ rights are poorly understood, frequently violated and rarely enforced in Bulgaria. Factors responsible for this situation are the lack of public awareness and patient education, lack of mechanisms for protection of patients’ rights, lack of independent institutions responsible for the enforcement of patients’ rights, lack of quality standards for health care, lack of a clear definition of “representative patient organization”, lack of a unified act regulating patients’ right, which makes hard to, and lack of studies and research on the state of patients’ rights in Bulgaria.  

According to a representative national study conducted by the National Centre for the Study of Public Opinion in 2007, 91% of Bulgarians don’t know which organization is responsible for defending their rights as patients, 94,7% of respondents never filed a complaint related to medical care, and 37% were not aware of their right to informed consent for diagnosis or treatment. The right to informed consent appears to be most often misunderstood and violated. This could be attributed at least in part to the strong tradition of medical paternalism that dominates the thinking of health care workers and the physician-patient relation. The right to privacy and confidentiality is also overlooked including in new, high technology private practices and hospitals violating Right 6 of the European Charter of Patient Rights (ECR). There is also little concern for the patient’s time with long waiting times especially in the state clinics and hospitals thus encroaching on Rights 7 of ECR. 

Another right that is frequently violated is the right to second opinion. This right is limited or non-existent for patients in rural areas because of the insufficient resources and shortage of qualified medical personal. This situation de facto undermines also the right to choose a general practitioner as well as the right to good quality health care. 

The implementation and enforcement of patients’ rights is another major problem in Bulgaria.  There are no hospital ethics committees, advocates or health ombudsman for patient concerns, which effectively limits Right 13 of ECR.  Furthermore, in the country, there is lack of accessible, speedy and efficient legal recourse for patients whose rights have been violated. The legal system is cumbersome and notorious for the high level of corruption. This constitutes a violation of Right 14 of ECR. 
The most severe and well-documented violations of patients’ rights in Bulgaria involve the discrimination of minorities (especially Roma people) and of certain diseases.
 A joined campaign of the Bulgarian Helsinki Committee (BHC), Amnesty International and Mental Disability Rights International revealed staggering violations in mental health facilities across the country from lack of basic care, adequate food and shelter to the use of cages and chains to confine patients to high incidents of death among the residents. According to the BHC website: “After the launch of the campaign, the Bulgarian authorities decided to close down the institution in Sanadinovo, notorious for its cage for human beings in the yard, and announced its plans to close down the institution in Dragash Vojvoda, where 22 men - or a striking 15% of the resident population - had died over a 15 month period (January 2001- March 2002).” 
2. Implementation and enforcement of patients’ rights in Bulgaria. The national body in charge of the implementation of patients’ rights in Bulgaria is National Health Insurance Fund (NHIF). It maintains a web site in Bulgarian and English: www.nhif.bg. The site lists the rights of patients and the procedures to file a complaint. The web site also offers the option for on-line consultation by experts for citizens, contractual partners and institutions. NHIF also maintains reception rooms across the country and a hot line number, 0800 14 800, which services 10 telephone lines. 

The fact that NHIF, which manages the funds for health care and provides health insurance for Bulgarian citizens is also the only state institution responsible for patients’ rights poses a serious problem of conflict of interests as what is best for the individual patient may be in direct conflict with what is best for the state health care system, which has a vested interest to conserve resources. The inability of NHIF to advocate for patients’ rights is further underscored by its heavy bureaucratic structure and its composition. Most of NIHF staff members are former health care workers, which creates a bias in favour of the medical profession.  
In response, various NGO’s and patient advocacy groups by disease have emerged and work to advance and defend the rights of Bulgarian patients. Most active among them at the national level are the Health Protection Confederation (http://iskamzdrave.org) and the Bulgarian Association for the Protection of Patients’ Rights, which has its web site in Bulgarian: http://www.patient.bg/main.php?act=content&rec=27
Severe violations on patients’ rights, which also constitute violations of basic human rights are monitored and investigated by the Bulgarian Helsinki Committee and publicized on its web site: http://www.bghelsinki.org/index.php?module=home&lg=en
Other institutions such as the Bulgarian Center for Bioethics (http://www.bio-ethics.net) also promote patients rights and ethics awareness in the country. The Center initiated a campaign for expanding patients’ rights through advance directives for health care. 

3. Rights concerning access to health care records. Patient’s health data falls under the scope of the Protection of Personal Data Act. Access to medical documentations is regulated in the Health Act, Articles 27 & 28. Article 27 defines health information as “the personal data and any other information contained in medical prescriptions, instructions, protocols, certificates and other medical documentation.” This data can be access by the patient herself, the National Health Insurance Fund, and under certain conditions, is could be obtained by the Commission of the Regional Healthcare Centre or the judicial authorities. Article 27 (2) authorized the following to collect, process, use and store health information about the patient: “medical and healthcare establishments, RHC, RIPHPC, medical doctors, dentists, pharmacists and other medical specialists, as well as non-medical specialists with higher non-medical education working in the national healthcare system”. General practitioners store health documentation for their patients and specialists maintain health records for the chronically ill patients. Health records are also kept in hospitals for 10 years after discharge. 
The disclosure of patient information is regulated by Article 28, which permits discloser in any of the following circumstances: if treatment of the person continues at another medical facility; there exists a threat to the health or life of other persons; it is necessary for identifying a human corpse of for establishing the reasons for the death; it is necessary for the needs of the state health control to prevent epidemics or the spread of infectious diseases; it is necessary for the needs of medical expert activities and the social security scheme; it is necessary for the needs of medical statistics or medical research, having deleted the data identifying the patient; it is necessary for the needs of the Ministry of Health, the National Health Information Centre, NHIF, RHC, RIPHPC, and the National Statistical Institute. In most of the cases, the patient must be notified of the disclosure and those authorized to access patient information are required under Article 27, Paragraph 2 to “ensure the protection of the health information they keep against unauthorised access.” A major concern for patients’ rights is the board access to the patient’s records by multiple agencies and their representatives which is granted by Article 28. This gives rise to a further concern that when patient information is accessed by any of these many authorized agencies, the patient is only notified but his permission is not required. 

Health documentations are prepared in Bulgarian but medical terms concerning diagnosis and treatment are in Latin. This makes it difficult for most Bulgarian patients to understand this important information and to make informed decisions concerning their health and treatments.  Foreign nationals who seek treatment in Bulgaria are entitled to receive interpretation from Bulgarian but there are no interpreters in the hospitals, it is not clear how promptly an interpreter can be provided and who should pay for the services. 

The translation of medical terms is responsibility of the National Centre of Health Informatics, ICD 10 and can be accessed at: http://www.nchi.government.bg/Xrevizia.html
4. Quality standards for health care in Bulgaria. Bulgaria is in the early stage of developing quality standards for health care and this situation directly endangers the health and rights of the patient.
  The majority of necessary standards are not prepared and approved yet, which makes it difficult to monitor and measure the quality of medical care or to document and investigate medical errors. Currently, Bulgaria has 28 medical standards and it is expected that, by the end of 2010, new 53 medical standards will be prepared. The management of health care is also lagging behind in ensuring the quality of contracts, the monitoring of services and expenditure and fraud prevention. 
Efforts to improve the quality of care in BG since the start of the health reforms include offering financial incentives for providing better care, improving training for health and allied health professionals and introducing performance-based payment of health personnel. Additionally, the 2004 Health Act mandated the establishment of a Registry of health professionals to be developed by the Ministry of Health and the introduction of medical standards for certain professions. However, at present, there is no public data available on hospitals, prices and outcomes of medical procedures. This makes it difficult for patients to make informed heath care decisions and choices. The WHO Report Bulgaria: Health System Review, Health Systems in Transition documents significant disparities in health care quality between rural and urban areas due to the lack of efficient communication lines, equipment and the poor condition of hospitals in rural areas. 

5. Treatment of Bulgarian citizens abroad. Health insured Bulgarian citizens can use urgent and emergency medical care in case of temporary stay in the EU member states, using the European Health Insurance Card (EHIC). The necessary medications are also covered. Planned treatment in another European country is possible after prior authorization from the NHIF. In 2008, 10 Bulgarian patients received such authorization. The budget for treatment in the EU is voted annually by the National Assembly and, for year 2009, it amounts to 20 million BGN (10 million Euro). When children are concerned, prior authorization is given by the Health Ministry and there is a special fund for such expenses. In case of a prolonged stay of Bulgarian citizens in another member state, European forms are applied (El06, etc.). For treatment of Bulgarian citizens in countries outside the EU, bilateral agreements are in force. In all other circumstances, the patient pays directly out of pocket to the providers of medical services. 

To empower Bulgarian patients who seek treatment abroad, we recommend the following:

1. Information about the possibility and conditions for treatment abroad should be publicized and made readily available to all Bulgarian citizens.

2. Measures should be taken to prevent discrimination in access to health care at home and abroad, especially for minorities.  

3. Requests for authorization of treatment abroad should be made in a speedy, equitable and transparent manner. 

4. Adequate funding for planned care abroad should be provided in the budget.

5. Treatments not currently available in Bulgaria or for which there is a very long waiting period that may result in great risk to the health and life of the patient should be authorized promptly by the national authorities and should be covered in full with the patient paying only the cost of receiving this or comparable treatment in Bulgaria. 

6. For planned treatment abroad is authorized, patients should be provided with a realistic preliminary estimate of the full cost of treatment including a break down as to what will be covered by NHIF and how much will be the patient’s responsibility. 

6. Treatment of Foreign Citizens in Bulgaria. In case of temporary stay in Bulgaria, health insured citizens from EU member states receive medical care in health establishments, which have contracts with the NHIF.  European citizens must have an EHIC. For a medical examination in primary care, EU citizens must pay a consumer tax in the amount of 1% of the minimum wage in Bulgaria. The tax for hospital treatment is 2% for each day of hospital stay. European citizens staying in Bulgaria for a long period need to register with the NHIF and to obtain a certificate (E 106, E109, etc.). 

In terms of empowering European patients receiving treatment in Bulgaria, the following recommendations could be made:

1. The Ministry of Health and the National Health Insurance Fund should publish and regularly update public information for the current condition and quality outcomes of all Bulgarian outpatient and inpatient facilities. 

2. Price lists of medical services should be made public and maintained on-line. It should be updated on a regular basis by NHIF in cooperation with the Union of Bulgarian Physicians, the Hospital Association and other relevant NGOs. 

3. National register of doctors should be developed, containing information about qualifications, place of work, NHIF sanctions (if any), foreign languages used, etc. The information could be published on a web site in different languages to support the foreign patients in making informed health care decisions.


[image: image6.jpg]




HRVATSKA UDRUGA ZA OBOLJELE OD HIV-A

CROATIAN ASSOCIATION FOR HIV

10000 Zagreb, Medveščak 9

                                                          e-mail: info@huhiv.hr
MB 1466623

                                                                    www.huhiv.hr

tel/fax: +3851 1 46 66 655 



GSM:  +385 91 33 77 113


Žiro račun kod  Privredne banke Zagreb: 2340009-1100195705


CROATIA

In Croatia there is a Health Care Act that guarantees equal right to access quality and permanent health care, appropriate for the patient’s health condition, according to the professional standards and ethical principles, fully respecting the patient’s personal states. In providing health service, respect for each human being and preservation of physical and mental integrity, as well as personality protection are also guaranteed.

However, in praxis there are a lot of problems and cases when the praxis does not follow the anticipated course. The lack of time for each patient and resources which are necessary to provide good care end up in violating the right to be informed and co-determination in obtaining medical care. The information is very often not well adjusted considering age, education and mental abilities. The right to second opinion was very late introduced.

Also, our experience showed that many patients that found themselves in cases including rejection of certain treatments weren’t treated professionally and according to the health care act, which says that every patient has the right to reject an intervention, recommended operation or therapy procedure, unless it could endanger the patient’s life or cause permanent damage.

The discrimination is still a big problem. Some patients and diseases are being treated differently than others and the patients are not receiving the same care as other patients.

Medical records and data including information on patient’s health condition are a professional secret and can only to people who were delegated by the patient. This does not only include the diagnosis, but also the stay in the medical institutions and procedures that were taken. The patient has the right to his/her medical records at any moment and make copies on his own expense. 

Those rights are very often violated and there are many complaints considering medical records, especially after the patient’s death.

Many people are not aware of their rights and do not notice or make complaints when they have been violated.

However, there is a procedure that is suggested in all cases. It starts with the complaint to the hospital manager who has to inform the patient with the measures taken within 8 days. If that is not done or in case the patient is not satisfied, the next step is to complain to the County Committee which has to respond within 15 days. The County Committee has the right to access the health service facilities and the right to have insight into the mode of exercising patients’ rights in each facility. The County Committee has to inform inspection services, which then have to respond within 30 days and are authorized to take legal actions.

This procedure shows that the patient has the right to be informed and get feedback on what is happening with his/her complaint. 

Current practice has to be improved in educating citizens, which will result in bigger number of complaints and improve the work of the health care system. 

Health care workers should also be trained for communicating with the patients and considering the importance of human rights and dignity. 
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Application of Patients’ Rights in Hungary

1. Legislation

In Hungary the rights of patients are regulated by the Health Care Act (1997). The Health Care Act identifies ten rights, which are the following: the right to health care, the right to human dignity, the right to have contact, the right to leave the health care facility, the right to information, the right to become acquainted with the medical record, the right to self-determination, the right to refuse health care, the right to professional secrecy, the right to complain. The obligations of patients are regulated by the Health Care Act as well, such as informing the health care workers about the necessary information for the treatment. 

Besides the mentioned Act there is another important bill that regulates the handling of medical data, the Act on Handling and Protection of Medical and Other Related Data (1997). 

In Hungary there are two main problems with the regulation of patients’ rights: ambiguous legislation and insufficient legislation on certain matters. The right to self-determination and the right to information of people with limited disposing capacity are ambiguously regulated; it is not clear what the rights are of a 16 year old person e.g. According to the legislation passive, voluntary euthanasia and preparing a living will (advanced directive) are allowed. However, these rights are rarely practiced because of the insufficient enactment rules and because citizens are not aware of these options. 

2. Enforcement

As in many other cases the most serious concerns are about the enforcement of patients’ rights. 

In Hungary discrimination is a crucial problem, not only in the field of health care. A person whose right to non-discrimination was violated during receiving health care can file a complain to the health care provider, to the patient advocate, to the Health Insurance Supervisory Authority or the Parliamentary Commissioner for Civil Rights. There are no appropriate data about the amount of cases related to discrimination. Besides other reasons this lack of appropriate data is due to the fact that in most cases other different rights are violated as well and those abuses are easier to prove. For instance it is easier to prove that the patient did not receive appropriate information about the treatment than proving that the patient was not informed due to discrimination.
The right to information and self-determination is regulated in the Heath Care Act. A patient with full disposing capacity should receive detailed information unless he/she waives the right of being informed in a written form (the patient cannot do so if he must be aware of the nature of his illness in order not to endanger the health of others). The provision of full information about the patient’s condition and the proposed treatment is an important precondition of the patient’s being in the position to exercise his/her right to self-determination. The Heath Care 
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Act gives no discretion for the physicians and health care workers on this issue, the patient shall be provided with full information. However, it often happens that the physician ponders the extent of the information given or the person who should be informed instead of the patient.
 It is clear that this right is very likely to be violated, patients are often not informed about their state and the possible treatments, and they have often no chance to pose questions to the health care workers.
 It is many times explained with the lack of physician’s time and lack of financing.
gheath caH

According to the Hungarian Health Care Act the right to become acquainted with the medical record is granted for everyone. It includes: the right to be informed of the management of the data related to the medical treatment; become acquainted with the health care data relating to him; gain access to the medical record and to receive copies thereof at his own expense; be given a discharge summary; receive a written summary or abridged opinion of his health data for justified purposes, at his own expense. The main problem with the implementation of this right is that these records contain the medical terms in Latin without a translation to Hungarian. Therefore the patient cannot understand fully his/her own medical record which contains his/her personal data. If we look at this practice and the above mentioned practice of the right to information, it shows us that the patients are practically excluded from the decision making process related to their own body and health.
 

There are ways how the current practice could be changed. Firstly, revising the insufficient or ambiguous legal rules and form well-thought out legislation could play a crucial role to enable citizens to practice their rights.  

Secondly, public education
 has a fundamental role in this matter as well. Informing citizens about their rights, providing citizens with meaningful information about the health care providers, about the ways of enforcement could make a change. Moreover, if the citizens would be more informed about their rights they would not feel that defenseless and in longer term it can also affect the amount of time spent on informing an individual patient. 

Thirdly, education of physicians and other health care workers should emphasize better the importance of patients’ rights, not only during the university education but on postgraduate courses also.

(written by Stefania Kapronczay, Head of Patient Rights Program of HCLU)

H-1084 Budapest, Víg utca 28. I.em. 3. Hungary tel./fax: (361)209-0046

e-mail: tasz@tasz.hu  Homepage: http://www.tasz.hu
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INSTITUTE FOR PATIENT’S RIGHTS & HEALTH EDUCATION

     PATIENTS’ RIGHTS – COUNTRY REPORT – POLAND

Warsaw, April 7th 2009

The socio-economic transformations which occurred in Poland after 1989 increased the citizens’ chances to participate in several areas of social activities. As far as health policy is concerned, this tendency has lead to the popularization of the concept of patients’ rights. The concept has not resulted from the pressures of consumer movements; it was rather related to the “slightly mechanical” introduction of the catalogue of patients’ rights into health legislature in 1991 – which was a form of democratization of social life. Since then – up to the present moment – the legal regulations in Poland have been satisfactory. However, the most serious obstacle to the implementation of the concept of patients’ rights seems to be related to the lack of widespread information about patients’ rights, both among society in general and among those employed in the medical profession. This requires the creation of additional education programs for people from the health care sector, the introduction of particular subjects into graduate and post-graduate studies and the popularization of the idea among the public at large. Considering the implications of free flow of people, it is significant not only to introduce the regulations of one’s own country, but also of other EU states - within a broad scheme of information exchange.

Unsatisfactory flow of information about access to diagnostic and therapeutic services within the entire European Union is an important deficiency today. With the perspective of future liberalization of medical services, it is of major importance to create national information centers and to exchange information among member states. Such information ought to contain the service waiting-time in a country. All EU citizens have the right to be treated in other states, and this right cannot be hampered by their own state’s permission-granting system. Mere pointing at the possibility of treatment in another country is insufficient; the patient must be guaranteed the right to obtain a medical service within a realistic time-limit. 

The implementation of patients’ rights requires not only legal guarantees and social acceptance, but also an institutional and economic infrastructure. This problem relates to guarantees of proper quality of medical treatment, in accordance with the requirements of modern medical knowledge. Insufficient financial expenditures adversely affect the respect for patients’ privacy, e.g. during childbirth – women should be provided conditions for delivery in the presence of their family members.

A patient receiving medical treatment ought to be granted a maximum level of security and be protected from damage-causing accidents unconnected directly with the treatment. Guaranteeing the patient’s security during the treatment process is of no less importance. If such damage occurs, e.g. as a result of medical error, it is very important to provide quick compensation outside of court and in a maximally non-bureaucratic manner. Understanding the need to maintain autonomy in the sphere of creating national mechanisms of extrajudicial damage compensation, we propose implementing solutions which will facilitate the vindication of aggrieved patients’ claims.



REPORT OF SLOVAK NATIONAL CENTRE FOR HUMAN RIGHTS

ON THE OBSERVANCE OF HUMAN RIGHTS IN THE SLOVAK REPUBLIC FOR THE YEAR 2007

The selection of the most important patients´ rights in the Slovak Republic is incorporated in the Charter of Patients´ Rights , which was adopted by the Government of the Slovak republic under Resolution No. 326/2001 in April 2001. Single articles of the Charter specify human rights in healthcare provision, general patients´ rights, the right to information, informed consent, consent on treatment on behalf of patients without capacity, confidentiality, therapy and care, care of incurable and dying patients, filing complaints and compensation and have been transposed into laws governing the provision of healthcare.

The opinions on the application of patients´ rights in the Slovak Republic in 2007 were requested from the Public Health Authority of the Slovak Republic, the Ministry of Health of the Slovak Republic and the Patient Advocacy Organization.

The Public Health Authority of the Slovak Republic stated that they took part in educational activities to increase patients´ awareness about their rights and duties. The employees took part in lectures and meetings organized for the general public where they were informed about the rights of patients in the field of health protection and support. The meetings and lectures were carried out according to current requirements (e.g. lectures for mothers on maternity leave organized in maternal centres, for seniors they were in pensioners clubs and for pupils and students of primary and secondary schools). The Patient Advocacy Organization, in close cooperation with the World Health Organization, the Slovak Chamber of Medical Doctors, and Healthcare Surveillance Authority, carried out a project called „Informed Patient“. The aim of this project was the exchange of information among healthcare providers, health insurance companies, employment agencies, the Ministry of Labour, Social Affairs and Family, representatives of regional self-administration units, regional chambers of medical doctors, Healthcare Surveillance Authority offices, and regional offices of public health and patients´ organizations. The mutual exchange of information related to the field of healthcare, observance of patients´ rights, patient security, and mutual communication at the regional level. The project was carried out in form of discussion forums. One of the results was improved communication between relevant institutions and patients´ organizations at the regional level.

As indicated by the Patient Advocacy Organization, the exercise of patients´ rights enshrined in the European Charter of Patients´ Rights showed several lacks in 2007 despite existing legislation. The claims of patients related mostly to 

· unjustly levied fees for the provision of healthcare services, 

· failures to issue receipts for the treatment, and 

· missing price lists in waiting rooms

What the Organization saw as a persisting imperfection in legal regulations was the fact that in relevant laws no sanctions are set out, as well as the fact that due to current legislation, health damage compensation is very complicated and difficult to apply for, what leads to failures in legal proceedings. According to information obtained from the Ministry of Health, a Department of Security and Protection of Patient Rights was created within the Healthcare Surveillance Authority in order to inspect into patients´ claims and instigations. 

One of the rights of the patient is the right to have access to his/her medical record. Issuance of the health documentation in Slovakia is governed under legal provisions regarding healthcare. Ownership of health documentation is subject to special conditions. This issue is important from the point of view of protection of physical integrity, mostly due to the fact that together with the duty to inform the patient, it serves as another source of information for the citizens enabling them to decide on matters regarding their physical integrity. 

As regards the access of patients to their medical record, complaints were recorder regarding the impossibility to enforce this right, and the Organisation informed us that these were related to the lack of information about the disease and treatment methods, refusal to provide health records to the patient wanting to see another physician and the fact that it is not possible to make photocopies of the health record. 

In addition to this report of National Centre for Human Rights the Civic Organization Odyseus states about the oncoming problems of marginalized communities such as drug users, sex workers, people living with HIV, homeless people in accessing health care. Most of these people do not contribute to the health insurance system and therefore are not entitled to receive health care when first needed.  (The reasons for not contributing are mainly lack of money, missing regulation of sex work considering tax-paying, and lack of knowledge about the health care system…) The only possibility of law cost free treatment is available only in life endangering situations. Immediate health care is rendered in case of sudden, life endangering, change in person’s health state. Stigma and discrimination in health care settings also complicate access to receive health care provision for vulnerable communities. 

CASE  STUDIES  reporting by National Centre for Human Rights

· Sterilization of Roma women 

The issue of unlawful and coercive sterilizations appeared, apart from Slovakia, also in the Czech Republic and some other Eastern European countries. In all those countries it stirred moods and provoked international response. In Slovakia, the non-governmental organization Advisory Centre for Civil and Human Rights with a seat in the town of Košice has been dealing with this issue intensely since 2002.

In cooperation with the New York Center for Reproductive Rights they issued a report in January 2003 titled “Body and Soul: Forced Sterilization and Other Assaults on Roma Reproductive Freedom in Slovakia “. According to the opinion of report’s female authors, the research which took place in Eastern Slovakia pointed out the violation of the reproductive rights of Roma women (forcible and coercive sterilizations, misinformation regarding matters of reproductive health, along with physical and verbal abuse on the side of healthcare providers and limited access to medical records). Following the instigation to commence criminal prosecution in the matter of illegal sterilizations, the regional Office of Judicial and Criminal Police of the Police Cops in Košice started to act in 2003. An expert opinion explaining whether the sterilizations in the six monitored cases was just and necessary was elaborated by the Faculty of Medicine of the Comenius University in Bratislava. The criminal prosecution was discontinued with the justification that the act that was the subject of the proceedings has allegedly never happened. After the complaint was rejected by the Regional Prosecutor’s Office in Košice, the claimants applied to the Constitutional Court of the SR using the services of their attorney, whereby the Court decided that the procedure of the Regional Prosecutor’s Office was incorrect and ordered them to reopen the case and deliver a decision. In 2005, the Regional Prosecutor’s Office decided again that the complaint of the Roma women was not just. The claimants filed another complaint with the Constitutional Court. In 2006 the court decided that the Regional Prosecutor’s Office in Košice has violated the fundamental human rights guaranteed under Article 16 Sec. 2 and Article 19, Sec. 2 of the Constitution of the Slovak Republic, as well as right guaranteed under Article 13 and Article 18 of the Convention on the Protection of Human Rights and Fundamental Freedoms. The Constitutional Court reversed the decision delivered by the Regional Prosecutor’s Office in Košice in 2005 and order again to reopen the case. The Constitutional Court awarded the three Roma women financial compensation in the amount of SKK 50 000 each for the procedural violation of their rights. In 2007, based on the resolution delivered by the Constitutional Court, the Regional Prosecutor’s Office reversed the decision made by the Office of Judicial and Criminal Police and gave order to reopen the case and deliver a decision. On the basis of this decision, in 2007 the affected women and the staff that would allegedly perform the interventions were heard again. Consequently, a decision was made on the discontinuation of the criminal prosecution, due to the same reason as the one given in 2003. The Roma women filed a complaint against the decision again. Their objections were that it was only a formal inspection into and the hearing of facts they had already testified in 2003. Based on the statement made by the Advisory Centre in 2007, the faults objected by the claimants were not removed despite further investigations by law enforcement authorities, not even after five years following the commencement of the procedure.

· Immunomodular therapy for patient over 45 years

One of the rights of the patient is the right to therapy that takes into consideration their personal needs. In connection with this issue, in 2007 immunomodular therapy in patients with disseminated sclerosis aged over 45 years was a very much discussed subject. At the end of 2007, the civic association Union of Sclerosis Multiplex Hope drew attention to the discriminating measure of the Ministry of Health of the Slovak Republic. The case was widely discussed throughout the media. The Centre intervened in the matter based on its status, which is governed under and stipulated by the Act on the Establishment of the Centre as the national institution acting in the field of human rights and promoting the equal treatment principle. The said civic association asked the Centre for cooperation. The Centre addressed the Ministry of Health of the Slovak Republic in a letter containing questions in connection with the utilization of immunomodular therapy. In its statement, the MH SR claimed that since April 1st, 2008, a new measure amending the provision of immunomodular therapy to patients with sclerosis multiplex shall come into force.  The measure shall amend the provision of treatment in such way, that the patients aged over 45 years who had been previously treated by this method will still receive immunomodular therapy without any indication restrictions.  Regarding the fact that the Centre has not obtained any statements from other relevant institutions, it cannot elaborate an expert opinion and the issue mentioned above shall be the subject of evaluation in year 2008.
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Civic Organization Odyseus
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Romanian Report regarding patient’s right and access to treatment

Romania Law for patients rights (Law no. 46/2003):

In Romania discrimination is a very important issue, especially in the health care system. In Romania these are the main rights of patients that are stipulated within the national Law
:

· right to non-discriminatory and high quality healthcare services;

· right to respect;

· right to be informed about the available healthcare services;

· right to be informed about the professional quality of the providers of medical care;

· right to be informed about the diagnostic, prognostic, medical procedures and side effects; the information should be transmitted in a clear and respectful language;

· right to seek another medical opinion;

· right to receive a resume of the medical situation after the time of hospitalization;

· right to refuse a medical intervention (if the healthcare providers consider that a medical intervention is in the best interest of the patient and the legal representative refuses to give its consent, the decision can be taken by a committee of specialist);

· right to privacy;

· right to his personal medical information;

· right of life (in case of pregnancy);

· right to emotional and family support;

· medical or non-medical personnel in health units is not entitled to subject the patient to any form of pressure to cause any reward towards them;

· the patients can pay additional payments or donations to the medical specialists;

· Right to receive a resume of the medical situation after the time of hospitalization;

· Right to refuse a medical intervention (if the healthcare providers consider that a medical intervention is in the best interest of the patient and the legal representative refuses to give its consent, the decision can be taken by a committee of specialist);

· right to privacy;

· right to his personal medical information;

· right of life (in case of pregnancy);

· right to emotional and family support;

· medical or non-medical personnel in health units is not entitled to subject the patient to any form of pressure to cause any reward towards them;

· the patients can pay additional payments or donations to the medical specialists;

One of the problems that we identified in Romania is the lack of procedures of complain about violation of these rights. Of course a patient can make a note to the Hospital or to the national public authorities, but there are no clear methods to facilitate the right of a patient to complain about the services provided within the public health care system, or to assure an response regarding its complain. Still, in Romania there is a very active and well organized National Council Against Discrimination. Any person can address it’s complains about discrimination to this institution, which can give fines to the institution or person which is accused of discriminatory behavior or actions.  

Within the Romania health care system, according to the national Law, patient with full disposing capacity have to receive detailed information unless he/she waives the right of being informed. The provision of full information about the patient’s condition and the proposed treatment is an important precondition of the patient’s being in the position to exercise his/her right to self-determination.  

Some of the main problems that we identified as the cause
 of patients rights violation are:

1. corruption in the health care system – the poor or the disadvantaged are the most affected by this situation;

2. incompatibilities of the personnel in the health care system;

3. low salaries/wages of health professionals;

4. a low percent allocated to the Health Ministry from the GDP (Gross Domestic Product);

5. lack of psychologists and social workers professionals within the public hospital;

6. lack of collaboration between the Health Ministry, the Labour, Family and Social Protection Ministry, the scientific community and the civil society;

7. the examples can continue.

gheath caH
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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.
by Ferenc Bagyinszky – Head of HIV/AIDS Program

 Hungarian Civil Liberties Union
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.
C. A. Odyseus (Slovakia)

Elitsa Todorova, International Healthcare and Health Insurance Institute (Bulgaria)

Hungarian Civil Liberties Union (Hungary)

Queer Bulgaria Foundation (Bulgaria)

SKUC Magnus (Slovenia)

Czech Society for AIDS Help (CSAP) (Czech Republic)

Croatian Association for HIV (Croatia)
� 	For information on advanced directives and durable power of attorney for health care in Bulgaria, see A. Pascalev, Tamayo Velázquez MI ,Simón Lorda, Advance Directives Collaboratory 2.0, eds. M. I. Tamayo Velázquez, P. S. Lorda (Andalucia: 2008). Available at � HYPERLINK "http://www.voluntadesanticipadas.com" ��www.voluntadesanticipadas.com�. See also A. Pascalev, “Report on Advance Directives in Bulgaria” in Country Reports on Advance Directives, eds. N. Biller-Andorno, S. Bauer and R. Andorno. (Zurich: Institute of Biomedical Ethics, 2008) 21-24.  








� See the WHO Report “Bulgaria: Health system review, Health systems in transition”, Vol.9 No.1 2007,  and the reports of the Bulgarian Helsinki Committee and Amnesty International on Mental Health Patients in Bulgaria at: www.bghelsinki.org/index.php?module=resources&lg=bg&id=295


� WHO Report “Bulgaria: Health system review, Health systems in transition, Vol.9 No.1 2007. 


� Patient Rights in Hungary – Rules and practice, published by the Hungarian Civil Liberties Union, January 2002


� People were asked how the particular patients’ rights are implemented in practice, they were supposed to use marks within 1 and 5, 1 is for nearly never implemented, 5 is for almost always implemented. Concerning the right to information the average was 2, 92 which was the second lowest. The lowest value was 2, 83 for right to human dignity. [According to the survey carried out by the Patients’ Right Public Foundation , published in 2007 (only available in Hungarian)]


� More than half of the asked adult inhabitants (52%) gave 1 or 2 mark when they were asked to measure the defenselessness of a person who uses health care service within 1 and 5 (1 is for being completely defenseless). [According to the survey carried out by the Patients’ Right Public Foundation , published in 2007 (only available in Hungarian)]


� Even though 74, 8 % of the asked people claimed that there is a bill regulating patients’ right in Hungary, almost half of them could not name the actual bill. [According to the survey carried out by the Patients’ Right Public Foundation , published in 2007 (only available in Hungarian)]


� � HYPERLINK "http://www.smromania.ro/ro/legislatie/drepturi_fundamentale/drepturile_pacientului/" ��http://www.smromania.ro/ro/legislatie/drepturi_fundamentale/drepturile_pacientului/� 


� There are no objective report that can prove this situation, but there are many cases reported and affirmed by the media and by the civil society. We make reference to those.


� 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/)
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