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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 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 paitent 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 borad access to the paitient’s records by mulitple 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 paitent is olny  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 iternpretor 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.
� 	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. 
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