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Right to Life Among People

The publication was prepared based on the materials of the Project «HIV/AIDS Spread Prevention: Monitor the Situation by Observing People Living with HIV/AIDS Rights»

Financial support for the Project was provided by the Open Society Institute (Budapest)

The English version of the report was edited by Kyle Withers (NYU School of Law)
In order to eliminate the discrimination faced by individuals infected with HIV, it is necessary to recognize the existence of such problems and decide upon proper remedial measures. In addition to issues of discrimination, we must ask about the right to medical care, the right to receive information, and other social and economic rights that are fixed in the Conventions of the United Nations by Human Rights and the Universal Declaration of Human Rights. Governments should continue the efforts of leading international foundations to ensure respect for human rights for individuals with HIV.
From the report of the General Secretary of the United Nations Kofi Annan at a special session of the General Assembly.

By HIV/AIDS (February 20, 2001, New York)

Health is not only the absence of illness and disfigurement, but rather health is a state of complete physical, mental, and social well-being. Good health is a basic right of everyone one, independent of race, religion, political convictions, economic or social status.

From the Regulation of the World Health Organization (WHO)

By the most pessimistic predictions, if doctors do not find medicine to treat the illness, we may lose eight to nine million young people as a result of AIDS. Population growth will decrease by twenty percent. As a result, economic output and investment will decrease so that in 2015 the growth of Russia’s gross domestic product will be 4.15% slower.
Vadim Pokrovskiy, the academician of Russian Academy of Medical Science, professor, leader of the Federal AIDS center
26.05.2003

Moskovsky Komsomolets

HIV arrived in Russia ten years after it arrived in the United States and Eastern Europe. Until the mid-90’s, many people believed that AIDS would not come to Russia. However, Russia has the highest rates of epidemic growth in the world. According to estimates by experts, 1n5 million Russians, more than two percent of the adult population, have been infected with AIDS during the last six years.
“In some Russian cities, including Togliatty, Orenburg, and Norilsk, more than one percent of the population is infected with AIDS. Currently, there are 280,000 people in Russia registered with immunodeficiency.  However, since the disease is latent for the first ten years of infection, there may be from 800,000 to 1.2 million infected individuals.” (V. Pokrovsky; Moskovsky Komsomolets, 15.05.2004)

The problem of HIV/AIDS is not only a medical problem: rather, the epidemic threatens the development of Russia in all respects.  

Social – Life in marginalized society and poverty exacerbates the epidemic of HIV/AIDS and the epidemic subsequently results in more poverty and exclusion.

Economic – The HIV/AIDS epidemic strikes part of the able-bodied population of the country. Eighty percent of the registered cases occur in young people between the ages of fifteen and twenty-nine. In the World Bank report, it is noted that unless there are wide-spread actions against the epidemic, early disease, and the high death rate from HIV/AIDS among the adult able-bodied population, Russia’s gross domestic product will be 4.15% lower by 2010 and 10,5% lower by 2020.

In 2001 Russia signed the Declaration about adherence and accepted liabilities that may result”

-To provide for the adoption, strengthening, and observance of appropriate legislation, resolutions, and other appropriate measures to recognize the discrimination faced by individuals infected with HIV/AIDS and other vulnerable groups, and to provide complete realization of all human rights to these groups.
-To provide access to, among others, education, the right to succession, employment, health care prevention and support, medical care, information, and defend human rights with observance of the principles of privacy and confidentiality.

-To develop a strategy to address the stigmatization and social isolation that is connected with the disease.

The most important factor in addressing the problems of the HIV/AIDS epidemic is ensuring the observance of human rights. Ensuring that the human rights of individuals infected with HIV/AIDS are protected increases the quality and duration of their lives. A non-repressive state policy regarding injection drug users and state support of programs that reduce the harm of using injection drugs may help slow the frightening growth of the epidemic in Russia. Providing full and correct information about HIV/AIDS may decrease the risk of HIV transmission and could remove the widespread superstition of society regarding individuals living with HIV/AIDS.
Equal among the equal. Human rights directly related to HIV/AIDS.

A right to the best achievable level of physical and mental health

Article 25 of the Universal Declaration on Human Rights;

Article 12 of the International Covenant on Economical, Social and Cultural Rights;

Article 12 of the Convention on Liquidation of all Forms of Discrimination Against Women;

Article 24 and 25 of the Convention on the Rights of the Child. 

A right to receive information and education

Article 19 of the Universal Declaration on Human Rights;

Article 17 of the International Covenant on Economic, Social and Cultural Rights;

Article 37 of the Convention on the Rights of the Child.

The right to privacy
Article 12 of the Universal Declaration on Human Rights;

Article 17 of the International Covenant on Economic, Social and Cultural Rights;

Article 37 of the Convention on the Rights of the Child.

The right to participate in scientific progress and to use its achievements

Article 27 of the Universal Declaration on Human Rights;

Article 15 of the International Covenant on Economic, Social and Cultural Rights;

Prohibition of discrimination is an important inclusion in the catalogue of rights enumerated in Article 14 of the European Convention. Article 14 interprets discrimination widely, including sex, race, color of skin, language, religion, political or other opinions, national or social origin, status as a national minority, property, or any other circumstances. Article 14 is similar to the Universal Declaration on Human Rights (2 Article) and the International Covenant on Economic, Social, and Cultural Rights (2 Article).
HIV/AIDS in general, discrimination in particular, the purpose and problems of the research
Project “HIV/AIDS spread prevention: monitor the situation by observing people living with HIV/AIDS rights” was planed and carried out in order to analyze the HIV/AIDS situation in Russia and to analyze Russian legislation with the purpose of revealing discrimination norms concerning people living with HIV/AIDS and their legal status. 
During the project, research was carried out in seven regions
1. Moscow

2. Saint Petersburg
3. Voronezh region  

4. Nizhnii Novgorod region
5. Penza region 
6. Tatarstan Republic 
7. Tomsk region
The research aimed: 

- To analyze the existing federal normative base (laws, subordinate legislation, instructions, etc.) concerning HIV-infected people with the purpose to reveal prevalent discrimination. 
- To collect and analyze information on the HIV/AIDS situation in general. 

- To collect information in the target regions on the infringement of the following rights of HIV-infected people: 

· Health

· Information

· Education

· Work

· Private life

· Freedom off cruel treatment and punishment

In regions where research was conducted, the following actions were undertaken: analyzing normative and legislative basis, monitoring mass media in order to determine how the media covers issues regarding HIV/AIDS, including an inquiry into whether or not the media was using “hate speech.” Inquiries and individual interviews were conducted with individuals living with HIV/AIDS (hereinafter – PLWHA), injection drug users, healthcare officials, as well as representatives of AIDS services and harm-reduction programs. The research involved special sociological methods. The project specialist developed forms of interrogation and individual interviews for the use of regional coordinators when conducting research.
Harm reduction programs that address HIV prevention and other negative consequences of drug use and involvement in the sex businesses provided invaluable help in the targeted regions. Without them, it would be difficult, and sometimes impossible, to communicate with PLWHA.
The work on the regional remedial project allowed them to get to them, they gained the incentive to study their problem for their new special group, made them open for treatment of side PLWHA, their relatives on the topic of human rights. This project assisted in the regulation of the contacts of remedial organizations and harm reduction projects that we hope will assist in further joint work in the field of protecting human rights for those living with HIV/AIDS.
The information gathered in the project by the Moscow Helsinki Group was sent to regions that did not participate in the project and permission was granted to publish the results of research in Komi Republic in the MHG report.
It is important to celebrate the positive dynamic outlined the last time. Advertisements regarding social HIV protection appeared on mass media. Video programs intended to encourage tolerance towards individuals living with HIV/AIDS appeared on television channels. The activity of the affected people increased substantially In 2004 there were a whole series of events that were led regarding HIV/AIDS that were also widely published in the mass media.
MHG and NGO, which heads the monitoring of the MHG project, participated in preparation and conducting a day for the memory of people living with HIV/AIDS on May 16, the world day of fighting against AIDS. Representatives of the MHG project participated in round tables, seminars and conferences about the problem of HIV/AIDS, presented the intermediate results of the project, participated in discussion on the adjacent topic, substitute programs and access to help and friends for narcotic problems.
The final report of the MHG monitoring results presents a large research work made by regional coordinators at Moscow Helsinki Group with comments from specialists in the medical field, lawyers, sociologists, and representatives of public organizations. Careful attention in this report is provided for the results of questionnaires completed by members of vulnerable groups. These questionnaires gave these individuals the possibility to speak about their current problems and their hope for the future.

We hope that the material that is presented in this report will attract the attention of the people whose job it is to make political decisions: representatives of the authorities, doctors who work in the field of HIV/AIDS, NGOs dealing with this problem, mass media, and society.
The rates of HIV/AIDS in the Russian Federation are growing very fast.

Information for a serious reflection.

The author – Sergey Olejnik
According to the data provided by the Federal AIDS prevention center of the RF Ministry of Health Care, there are 299,226 cases of HIV infection registered as of November 1, 2004. The dissemination parameter (the general number of registered HIV/AIDS cases in a population of 100,000) is around 206 across Russia. The dissemination parameter varies by region. The parameter is 50 per 100,000 individuals in 43 regions of Russia, 51 to 150 in twenty-two regions, 151 to 300 in 12 regions, and 301 to 620 for twelve regions.
HIV strikes the population of different regions in Russia with different scope and intensity. The rate of HIV/AIDS infection varies from region to region of the federal area or in the same region ten or more times. Specialists believe that the influence of the AIDS infection rendered defeat of the population on the territory of Russia by either widespread drug use or timely begun purposeful anti-epidemic activities among drug users.
It is impossible to view the HIV/AIDS situation in Russia separately from the drug use in Russian cities and regions.
In the opinion of specialists, the following factors influence the level of drug use in Russia: the level of economic development and the well-being of the citizens, the geographical arrangement of the city and its impact on drug traffic ways, advanced infrastructure, cultural, tourist, or entertainment centers, as well as the prevalence and effectiveness of drug prevention activities among the youth. Unfortunately, the development of the narcotics epidemic in Russia was not accompanied with conception of cultivation in well-founded science of conducting antinarcotics politics and suitable programs.
The collapse of the USSR and the desire for sovereignty among former soviet republics resulted in the destruction of industrial connections, the closing of factories, impoverishment of the population, and an increased growth of criminality and corruption. Drug use was prevalent among military men during the war against Afghanistan. The war also allowed for increased transportation of drugs (primarily heroin) into Russia through the territories of the soviet republics. In addition, the rate of increased drug use was highly influenced by the presence or absence of traditional non-injection drug use among populations within Russia.

In cases where the tradition of drug use existed (primarily on the trans-Caucasus territory and Central Asia), young people used injection drugs less intensively. In the countries of Asia with economies that did not withstand the collapse of the USSR and the withdrawal of Russian speaking personnel from the territories, involvement in the drug trade was sometimes the only way to support the family. The subsequent migration of a cheap labor force from Central Asian countries also increased drug imports to Russia. The problem of drug addiction had no political status and people in these same countries were making a fortune working on the drug trade. The cost of one dose of heroin was and is still equal to the cost of a bottle of vodka. It is sufficient to say that the first sickness from heroin drug addiction was registered in Tajikistan in 1997 when Russia was already full of drugs that had been delivered through the territory of this state.
The Public Policy: Rather than develop a system of medical treatment to address narcatoic dependence – repressions.

In order to address drug addiction the Russian Federation selected a repressive approach as fundamental in the state drug policy. The state has a pportioned basic resources to address the illegal circulation of narcotics, did not pay attention to the international experience dealing with drug trade and has not used it, and also the state has ignored the evident necessity of developing a system of health care and a system to rehabilitate individuals suffering from drug addiction. However, the state has neither the funds nor the specialists (who by this time are working in the system of commercial services and earn money by treating alcoholics and drug addicts in private narcotic offices).Corrupt representatives of the law enforcement system prefer to prosecute drug addicts rather than the drug dealers, and was furthered by the peculiarities of the Russian legislation against narcotics. In the late 1990’s a unique system of drug mafia developed in Russia. The representatives of the drug mafia received profits from the existence of the drug addiction problem, by which, like drug dealers, it is possible with knowledge of conventions to describe the collaborators as the bodies of law enforcement and doctors. 
In addition, the state attempted to bring to reality the anti-drug propaganda, the primary meaning of which was guaranteeing that young people were busy with such things as out of school leisure and sports exercises. The leadership of the education system was convinced that it was not necessary to discuss sexual relations and the problems of drug addiction with children. The reason for this belief was the notion that they did not want to attract the attention and interests of the children to this problem earlier than was needed. The state’s expectations regarding the active participation of the education system in preventative measures was not justified because of the lack of qualified personnel. In addition, the accelerated training of school psychologists and valeologists, in which many teachers were retrained, did not help because of the absence of prevention program suitable for work with children. This did not allow the prophylactic work to be effective.
As a result, instead of drinking alcohol like their parents, the children used drugs that had been skillfully marketed by drug dealers and quickly brought into fashion in a dangerous form: use through injection. The peculiarities of Russian legislation and the policy of zero tolerance in the attitude towards drugs, refusing to differ between “strong” and “light” drugs, and the terms of imprisonment for possession or trafficking in drugs had a small difference that contributed to the last. Following the concern for their own security (since a does of heroin is easier to hide than marijuana), many drug users came to prefer injection drugs.
Young people, who did not recognize the consequences of on their health in taking “soft” drugs (either their own or their friends’), but always heard terrifying stories about drugs from the specialists, did not understand the truth regarding the consequences of using “hard” drugs. As a result, many young people rapidly became addicted to drugs.

It is not a surprise that HIV, as soon as it appeared in the surroundings of drug addicts, spread very fast and as a result gave the title “city of AIDS” to many Russian cities. The fast spread of HIV infection started in 1996 because of the involvement of drug users in the epidemiological process.

On December 1, 2004 the number of HIV infected Russians exceeded 300,000 people.
However, the majority of specialists agree that the real number of people living with HIV/AIDS is even higher: from 800,000 (according to the data of the Federal AIDS Center) to 1.5 million people (according to the estimates of the National prospecting center – USA, Ebershtadt Feshbah). These numbers are equal to 1-2% of the adult population in Russia.
The attempt by the RF Ministry of Health in 1998 to control the spread of HIV among drug users and the rest of the Russian population was unsuccessful because the idea of harm reduction from illegal drug use did not have support among the directors of addiction service in the RF Ministry of Health and the people, who were interested in prolonging the repressive state drug policy.
The programs of harm reduction from non-medical use of narcotics was not perceived and until that time they did not perceive inalienable rational in part of state policy against narcotics. They did not receive financial support and development which would allow them to be effective and exert substantial influence on the development of the HIV/AIDS epidemic in Russia. However, they have already demonstrated their ability to influence the spread of the epidemic in some cities by timely beginning and the quality work of the projects’ employees, guaranteeing obtainment of an environment for users of injection narcotics.
On the contrary, a recently created structure, which was formed in order to deal with spreading narcotics, the Federal Service on Control over Drug Trafficking (FSDT), has announced itself as the principle opponent to the harm reduction program, which in their opinion is being used as a propaganda tool for drug addiction. As a result, is destroying the effective work of these programs and thereby jeopardizing the epidemiological well-being of the Russian population in the region. FSDT and advocates of repressive anti-drug policy attempted, in an act of revenge, to cancel the amendments in the Russian Federation Criminal Code which received the title “presidential” and were accepted by the RF state Duma in 2004.
The planned decline of HIV/AIDS morbidity in 2002-2003 on separate territories and all across Russia allowed some of the specialists from services that deal with AIDS announce the successes in the field opposing the epidemic. In that time there was an expected decrease in the number of HIV positive drug users who did not change their behavior and were not involved in harm reduction programs. The statistics show that at present HIV has ceased to be merely a sickness of drug users. Rather, the percentage of HIV-positive individuals who were infected through sexual intercourse is increasing. This fact provides an opportunity to avoid the necessity of discussing the subject of developing harm reduction programs that did not receive political support. This also provided an opportunity to announce that the problem of HIV infection among drug users ceased to fundamental aspect having influence on the spread of the epidemic in Russia. In this situation the “burning mass” of drug users is still large and increasing. As a result, stopping the preventative programs will contribute to the fast spread of HIV among the whole population.

Numbers prove that harm reduction programs decreased the growth of the epidemic

The questionnaires were conducted by MHG coordinators during the monitoring

Blinova O.G., Director of ANO (Anti-AIDS Center) in Voronezh

Numbers prove that harm reduction programs decreased the growth of the epidemic. The risky behavior that we studied before the project was very high: 72% of drug users shared equipment, the level of condom use was low, and the morbidity (percent of propagation of HIV infection among addicts) was 85%. Four years later these numbers have changed. The risky practice of sharing equipment decreased to 52%, and the percentage of HIV infection among newly revealed addicts decreased to 26%. In addition, the morbidity of critical viral hepatitis C decreased as well. These are government statistics.
This does not mean that only we work with addicts. Rather, other organizations work with them as well, but our influence is strong enough precisely because we work with drug addicts about HIV. Only our organization conducts such outreach programs on the street.
A.Tsehanovich, the fund manager of “Humanitarian action” in St. Petersburg

One of the indisputable conditions of the harm reduction program, criteria that were scientifically designed and demonstrated, the scope of drug users must be compiled at not less than 60%. Now in our city there are 60-70,000 drug addicts and only approximately 3,000 drug addicts and commercial sex workers are enveloped. This is less than 10% of the drug users. Therefore it is impossible to speak of any direct success achieved by the harm reduction programs in St. Petersburg.
The harm reduction program can influence the epidemic by providing the clients with whom we work positive knowledge. These individuals are able, subsequently, to spread the knowledge among other drug users. Today, at least, there is a high level of knowledge regarding dangers to health among drug users.
It is necessary to extend harm reduction programs in order to enlarge the scope to the required level. In addition, harm reduction programs must be implemented in prisons by providing condoms and exchanging syringes. In addition, of course, education is needed. Activity in the indicated directions is practically not conducted now.
T. Batrakova, the chief medical officer of the prophylaxis and struggle center against AIDS and contagions in Penza region, Ministry of Health and social development of Penza region

The value of the work with CSW and drug addicts that is currently being carried out by the Region Fun “Anti Aids” is substantial. With the correct approach, the harm reduction program practically controls the growth of the HIV epidemic, especially in the transmission of the disease in the region. At the moment, in academician V. Pokrovsky’s view, the harm reduction programs in the groups of high risk will not stop the propagation of drug use and transmission of HIV by itself. Rather, today it is just palliative action.

V. Vikulov, Acting head physician of the Penza AIDS Center

-What is your opinion regarding whether the activity of the harm reduction programs has an influence on the growth of the HIV epidemic?
-No, it has not.

V. Morozov, chief medical officer of the Federal State Institution “Center of state sanitary and epidemiological supervision in the Republic of Tatarstan”

-Do you believe that the activity of the harm reduction program has an influence on the growth of the epidemic? What, in your view, would be necessary to change in the harm reduction programs in order to improve the current situation?

-There is not doubt that the harm reduction program has decreased the growth of the epidemic. It is necessary to expand the program and increase its funding.

E. Borzunova, representative of the harm reduction project in Tomsk

The implementation of the harm reduction program has decreased the growth of the epidemic. Our investigations show that our clients change their behavior concerning the risks and this should reduce morbitity. However, it is too early to speak of morbidity reduction since the harm reduction program is to young. Yet, in five years we will be able too. Today we can already ascertain the decrease in risky practices due to the implementation of the harm reduction program. Nevertheless, it seems to me that in the harm reduction program we should develop the components of rehabilitation that are unavailable to addicts now because of their high price.

We allow you to die. Replaceable therapy for drug users in Russia is forbidden.

According to data presented by the RF Health Ministry at the conference in Suzdal, 100 new cases of HIV infection are registered in Russia every day.

In 2005 it is possible to predict that the number of newly revealed cases of HIV/AIDS infection transmitted through sexual intercourse will exceed the number of PLWHA infected through injection drug use. 
It is also evident that not only youths who have not received necessary education regarding safe methods of protection against HIV and other sexually transmitted diseases will suffer, but also the adult population who lack the skills of safe sex. It is necessary to recognize that the system of prophylaxis of sexually transmitted diseases has not been established in Russia until now. In a majority of regions, inefficient approaches are taken to realize proper preventative activity. As a result, the spread of sexually transmitted diseases in Russia is 10-15 times higher than countries in Western Europe. This failure allows HIV to be transmitted sexually rapidly throughout the population.

In connection with the increase of HIV transmission through sexual intercourse, there are more and more registered cases of HIV infection among pregnant women. In 2003 there were 3,531 cases. Young women in Russia are al in greater risk of HIV infection. Today the percentage of registered cases of HIV infection range from 34-50% in different regions across Russia. In the last two years the proportion of women living with HIV/AIDS out of the total population has nearly doubled.
An increase in the number of HIV positive mothers regularly results in a greater quantity of children born with the same infection. The problem with the supply of medicine for preventing vertical transfer of HIV is nearly solved. Such medicine can reduce the risk of an infected child born of an infected mother to 2-5%. However, almost 11,000 children born of HIV positive mothers are still diagnosed with HIV. This situation creates a new problem. Children born by mothers infected with HIV have difficulty getting into nursery and preschool establishments even if the diagnosis of HIV infection is not confirmed. It is apparent that this problem is closely related with the usual system of transmitting information about a child born from a HIV infected mother, the mark HIV positive on the outpatient map in the medical nursery, and the problem of conserving medical secrets as a whole.
This problem is intensified with abandoned children. In most regions the issue of whether the child will stay in an orphanage is not decided and the child is left in nursery hospitals where he fails to receive elementary skills of life in society.

By replacing equipment in laboratories and regional stations for blood transfusions with modern equipment that permits donor blood to be placed in quarantine has decreased the rate of HIV transfer during blood transfusions. In 2003-2004 there were six cases of HIV infection from donor blood. However, the probability of increasing such cases during emergency blood transfusion will grow simultaneously with an increase in the total number of HIV positive individuals living in Russia.
The growth in the number of PLWHA raises the problem of rendering these individuals medical care and later specific antiretroviral therapy (ARV). The cost of this therapy can be up to $10,000 per patient annually. Currently it is only available for 200-300 individuals while the number of people requiring such therapy is unknown. The criteria of beginning ARV therapy are clinical indications. Also, regular propes of the immune status of PLWHA are required. Such regular probes are not available for all Russians.
During the fifteen years of the HIV epidemic in Russia and with predictions of an increase in number of patients requiring ARV therapy, the problem of making the medicine available and manufacturing generic drugs that will lower the cost of treatment 50 to 100 times thus making them available for all PLWHA have not been decided.
According to information provided by the Ministry of Health of the RF, negotiations with transnational pharmaceutical companies that produce the original medicines are taking place in order to reduce the delivery costs of the medicine. In addition, cheap generic drugs for the treatment of patients with HIV/AIDS are being registered and the problem of manufacturing generics in the RF are begin discussed.

At the same time, the problem regarding the finances of treating individuals living with HIV/AIDS does not solve all the problems regarding treatment. According to the data of G. Onischenko’s, the main health officer of Russia, which was presented at the conference in Suzdal in 2004, more than 50% of the known individuals living with HIV/AIDS are on dispensary accounting in the AIDS centers. Since the majority of the PLWHA population remains unavailable to experts, and since many PLWA are not able to keep strictly to their scheduled reception as a result of their drug addiction, there is a significant problem of maintaining adherence to the treatment.
As world-wide experience demonstrates, this problem can be dealt with successfully by developing replaceable therapy programs for drug users. However, today replaceable therapy as a part of the harm reduction (from non-medical drug use) technology and rehabilitation for drug users are forbidden in Russia. The preparations widely used for replaceable therapy are also prohibited.
During the history of the HIV/AIDS epidemic, 4,171 HIV infected Russians died, 196 of them from  AIDS

It is apparent that the number of HIV-positive individuals who died of AIDS is underestimated. In the absence of rigorous dispensary observation and necessary examinations, other diagnoses are posted. These diagnoses include such things as a purulent pneumonia and a septicemia. According to official data of the Penza department of penalty execution of the RF Ministry of Justice, five HIV-positive convicts had died during their stay in the department of penalty execution. Of the five, three were diagnosed with the diagnoses stated above. At the same time, it was admitted that the connection with the cause of death and the basic disease had not been determined.
The problem of providing medical help to PLWHA in departments of penalty execution establishments is especially acute. In the opinion of the academician of Russian Academy of Medical Science V. Pokrovsky:

Staying in places of punishment, as a rule, accelerates the disease progress and its development into AIDS. The average lifetime of a patient at this stage of the disease, without adequate treatment, is one year. In order to improve these numbers, data regarding the clinical condition of the patient are necessary. It is also recommended that there are dynamic examinations of CD-4 lymphocytes quantity and the concentration of virus in the blood.

The conditions and level of medical care for PLWHA are not equal across the country, but differ according to the quality and level of economic development of the region. For example, the Penza region is the second worst region in regards to the percent of HIV infection and death rate – the worst from the regions of the Privolzhsky Federal district. The problem should be expected to become worse as a result of the burden shift to the regions in order to budget for the treatment of PLWHA.
“Replaceable Therapy has become a scarecrow. Some are frightened by it.”

Polling conducted by the MHG coordinators during monitoring.

A.Tsehanovich, fund manager of “Humanitarian action” in St. Petersburg

The harm reduction is a whole complex of measures. It is believed that harm reduction deals only with the exchange of syringes, although an exchange itself means little. Besides it there should be a replaceable therapy program. The reduction of harm should consist of an exchange of syringes, replaceable therapy, as well as informing and tracking the target group in a more comprehensive form than is now in place. 
The replaceable therapy has now become simply a scarecrow, which some are frightened with. It is even impossible to say the work “methadone.”

The problem is also in the fact that our brand medicines are very expensive and generics have not gained ground. The involvement of the main politicians is evident here.

You mean generics are absent in St. Petersburg?

Yes. They are absent. Now around this problem there is definite movement. We have to try to understand whether to register the generics. If yes, whether it will fails as in Urkaine where Indian generics have been registered, but in reality are still absent.This raises the question among those who are interested in these tings about whether in reality the drugs do not exist.
In addition, speaking about treatment, it is necessary to remember also that the testing system that is needed is only theoretically free of charge. Rather, the equipment is not sufficient.

There is a rumor that the governor has appropriated millions in the budget for financing the treatment. However, here I do not have control of the situation because, in any case, this money will not reach us and will be distributed through state structures.
T. Batrakova

Our experts are unable to judge the positive or negative effects of replaceable therapy on the reduction of HIV/AIDS among drug addicts because the therapy is forbidden in Russia.

There are three developed scenarios of HIV/AIDS. Everything leads to decreasing the potential economic development in Russia.

Specialists created mathematical models of the further development and forecasted the development of the HIV/AIDS epidemic in Russia.

According to a moderately favorable scenario regarding the development of the HIV/AIDS epidemic in Russia, it is predicted that in 2025:

-2% of the adult population in Russia will be infected by HIV/AIDS (according to the estimates of some experts, this has already occurred in Russia)

-The number of individuals who are HIV-positive in Russia will reach five million.

-3.4 million individuals will die of AIDS (beginning in 2010, this is an average of 200,000 deaths annually or 17,000 monthly)

-The average lifetime duration will decrease by approximately six years.

-The number of the able-bodied population will be reduced by 15%.

The moderately unfavorable scenario regarding the development of the HIV/AIDS epidemic in Russia predicts that in 2005:

-6% of the adult population in Russia will be infected with HIV/AIDS

-The number of HIV-positive individuals in Russia will reach 11 million

-8.7 million individuals will die of AIDS (beginning in 2010, this is an average of 510,000 death annually, or 43,000 monthly).

-Average lifetime duration will decrease by approximately twelve years.

The number of the able-bodied population will be reduced by 18%.

According to the unfavorable scenario, in 2005:
-10% of the adult population in Russia will be infected by HIV/AIDS

-The number of HIV-positive individuals in Russia will reach 19 million

-12 million individuals will die of AIDS (beginning in 2010, this is an average of 705,000 deaths annually, or 60,000 deaths monthly)

-Average lifetime duration will decrease by approximately 18 years.

The number of the able-bodied population will be reduced by 20%.

In the opinion of many experts, the expected consequences of the HIV/AIDS epidemic in Russia will be destructive for the defensive capability of the country, as well as the demographic and economic situation.

The demographic forecasts are unfavorable for Russia even without taking into account the probable consequences of the HIV/AIDS epidemic. On the day of the disintegration of the Soviet Union in 1991, the population of Russia was one hundred and forty-nine million. Since then, without a huge wave of immigration leaving the former Soviet republics, the country is losing one million people annually.

By 2015 the number of children up to the age of fifteen will be reduced by a quarter. There will be, at least, five million less individuals of working age. The Ministry of Education of the Russian Federation forecasts that the number of school age children will be reduced by thirty percent. Currently, Russian women give birth to a little more than half of the children needed to support the population at its present level. This situation will become worse soon. In the period between 2010 and 2025 the number of women between the ages of twenty and twenty-nine (the primary age for birth) will rapidly decrease from eleven and a half million to six million. 
If Russia is lucky, according to optimistic forecasts, by 2050 the population of the country will be reduced by 30%., from 143.6 million to 101.3 million people. In the case of unfavorable events, the population of Russia might be reduced by up to 77.2 million people. This would result in a loss of 50% of the population. Today, in the epoch of antibiotics, molecular medicine, and universal literacy, the life of an average Russian man is six years shorter than it was in 1965.

The HIV/AIDS epidemic will accelerate these high rates of population reduction. Of all the cases of HIV infection registered in Russia, 99% have been revealed in the last five years and sixty-five percent in the last three years. At the same time that Russia will begin suffering an affliction from the press of decreasing level and more invalid population, the country will have to deal with millions of AIDS-infected individuals.
Only fifteen years ago the super power status of the Soviet Union was indisputable. Today, in the opinion of analysts, the country is so weak that it is difficult to imagine how and when it will recover. Demographers and military analysis state that by 2020 only 600,000 to 700,000 recruits will be able to supplement the armed forced of the Russian Federation. Currently, the armed forces number approximately 1.1 million people.
During the last several drafts, more than 40% of the recruits have been rejected as a result of mental and physical defects. The HIV/AIDS epidemic will exacerbate Russia’s difficulty in supplementing the armed forces with enough recruits. The situation with the draft is becoming more complicated and the reduction in the number of individuals in the armed services may threaten measures undertaken by Russia in extirpation with the increased terrorist threat. In addition, this may threaten the ability of the government of the Russian Federation to finish reforms in strengthening national defense and ensuring the safety of the state. According to official data, the number of infected children born from women who were not addicted to drugs was 7,500. After 2005 the number of individuals either seventeen or eighteen years old who are ready for military service will be sharply decreased as a result of the decline in birth rate that occurred in the late 1980’s and early 1990’s. Soldiers are placed in a higher risk of HIV-infection than other members of society. Young men tend to engage in risky sexual behavior, often occurring during the fulfillment of official duties far from home. In addition, the use of prostitutes and drugs are widespread among soldiers.
In 2002 only 11% of the men involved in the army service were suitable for this position. Five thousand recruits were HIV-positive and thus found ineligible for service. During the last five years, the number of HIV-positive recruits that were found to be HIV-positive has increased is twenty-five times greater than previously. In 2003, 25% of the individuals drafted for military service in the spring had less than nine classes of school education. As a result of this lack of education, these individuals cannot learn to use the modern equipment that is a primary factor in the success of the modern army. In ten years, the only way to support the Russian army may be the creation of a foreign legion.
The HIV/AIDS epidemic will have a negative effect on the economic situation in the country. More than 80% of the HIV-positive individuals living in Russia are young men from the age of fifteen to thirty. This epidemic will have a serious negative effect on the ability of individuals to work (many medical certificates, concomitant diseases, low labor productivity, depressions, anxiety among PLWHA and their relatives).

According to data of the World Bank, if the current rates of HIV-infection continue, by 2010, as a result of the epidemic, the volume of gross domestic product in Russia may be reduced by 4%. By 2020, this loss may exceed 10%.
In 2008, if the conditions and costs of antiretroviral treatment remain the same, and if the HIV-infection epidemic continues to spread, the treatment of HIV/AIDS patients in Russia will require more than 36 billion rubles annually (more than 1.2 billion dollars). In 2004, the amount of federal funds budgeted for the prevention and treatment of HIV/AIDS was only 4 million dollars.

The HIV epidemic will reduce the potential of economic development in Russia by requiring a part of the country’s resources to be devoted to financing the treatment of patients. In the absence of this increasing epidemic, these resources could be invested in the growth of the economy and thus increase national wealth. Meanwhile, while Russia is attempting to be on the same economic level of the master countries of Europe and North America, even a minor reduction of the productive potential of the country and subsequent reduction in economic growth will limit the ability of the Russian economy to compete with the economies of industrial developed countries.
NGO and the state: a joint opposition to the HIV/AIDS epidemic. Or, a confrontation with each other?

The author – Sergey Olejnik

In the middle of the 1980’s Russian experts learned about a new disease that is transmitted sexually and through the blood. Before its appearance among Soviet citizens, Auto-immunodeficiency syndrome, or AIDS was seen as an especially dangerous exotic disease, more dangerous for the corrupt citizens of the West, but not for the USSR with its efficiently working state health control system. The “perestroika” and the fall of the “iron curtain” promoted more intensive contacts and connections, both interstate and personal.
The first cases of HIV/AIDS in the USSR were widely covered by the Soviet mass-media. These cases were connected with diseases among groups at a higher risk for infection: homosexual and commercial sex workers that were already sufficient stacked in the usual notions about HIV infection. 

Although these conceptions were based on foreign data regarding the HIV/AIDS epidemic, which provided evidence that 80% of all cases of HIV-infection according to global statistics were transmitted through sexual intercourse, only 10% of these were from homosexual contacts. HIV/AIDS was treated as a disease among “groups with a high risk” in Russia. The idea was also discussed that HIV does not present a significant danger to the feature of the immune system of Slavs incorporated at a genetic level.
In response to the HIV/AIDS epidemic, the Soviets created a unique specialized service for individuals struggling against AIDS in conditions where there were a few HIV-infected citizens. The system of public health services was proud of the words of Russian scientists and doctors: “the future belongs to preventative medicine.” The system of public health attempted to make this slogan a reality and prevent the spread of the HIV/AIDS infection throughout the USSR. At this state, a major problem that had to be decided was how to organize testing for HIV-infection in laboratories. In order to accomplish this, it was necessary to create Russian tests to diagnose HIV-infection and to develop modern diagnostic equipment. In addition, it was necessary to prepare doctors and laboratory assistances and create a network of laboratory assistants for HIV/AIDS diagnoses.

In the USSR republican centers for the struggle against AIDS and regional AIDS centers, scientific medical centers on the prophylactic struggle against AIDS, and research institutes that coordinated the activity of the regional centers were all established. The regional centers of the struggle against AIDS, as a rule, were established in medical institutions that had serologic laboratories (clinics and blood transfusion stations).
In order to coordinate the struggle against AIDS in the structure of the Ministry of Health, the department of AIDS prevention and scientific AIDS center were created. AIDS centers were build on the standard in the medical institutions of established regions, received independence, but were subject to control from public health services. These centers also reported the activity to departments of especially dangerous infections of regional sanitary and epidemiological stations and the regional AIDS centers, which worked on the basis of research institutes of epidemiology and microbiology.
As a rule, the regional AIDS centers were headed by experts who had been working at the sanitary-epidemiological service. The further development of the service in many respects has thus been predetermined by this circumstance: After the main priority of laboratory diagnosis in the activity of AIDS centers, the second priority is epidemiological supervision with its inevitable attributes – epidemiologic investigation “in the hearth,” search for “contact persons,” and registration of cases of HIV infection. A typical structure of the centers struggling against AIDS consisted of control machinery, a laboratory of HIV/AIDS serodiagnosis, and an epidemiological clinic and prevention department. The official salaries of employees working in AIDS centers were increased due to the extra pay for “harmfulness.” These increases were originally 60%, but later increased to 80%. In addition, the duration of holiday leave was also increased.
The increase in the official salaries of employees of AIDS centers made the work more appealing for experts and was justified because of the necessity to attract these experts to the activity and the “high occupational risk of HIV-infection.”

The tragic events connected with the HIV-infection of children in hospitals at Elista, Stavropol, and Rostov-on-the-Don provided an impulse to another direction of activity at the centers of struggle against AIDS and at the sanitary and epidemiological service – the prophylaxis of HIV infection in medical establishments.
The transfer from the old system of isolation of separate tools for individuals who had hepatitis B to the organization and supervisory control of disinfectant and aseptic measures, the maintenance of treatment and prophylactic establishments by one-use medical tools, and the organization epidemiological institutes inside hospitals have all allowed the system to cope efficiently with the problem of intra-hospital HIV transmission.
By the middle of the 1990’s, the illusion was able to rise up among government officials that the situation with HIV/AIDS in the new Russia was completely under state control. This circumstance did not promote origination nor the development of noncommercial organizations (NOCs) in any way.
At the same time, such terms as “grant,” “donor,” “resource center, and “civil society” made it into average speech. The first public organizations working in the field of HIV/AIDS appeared with the support of international donor organizations were primarily targeted towards activity among youth, developing informational materials, and preventing HIV/AIDS among homosexuals (Donors supposed that HIV infection will begin among the sexual minority in Russia as occurred in the west).

The first NCO leaders received a unique capability to be trained by foreign colleagues in regards to the strategic plan of their activity, the design approach of creating the program, orientation of the activity to obtain proper outcomes, and an important thing, fundraising, as a source of finance. The NCO leaders, in some degree, committed a civil exploit because they inevitably allowed for the fitting, or, at least, a tolerance of conventional and stigmatic discrimination of “risky groups.” They also risked their jobs and careers.

Most of the experts in the centers of struggle with AIDS, as reflected in the existing moods of society as a whole, were willing to engage in HIV-infection prevention in “groups with risky behavior,” but were not ready to interact with “blue” or “pink” organizations or their representatives. The problem of organizing the primary HIV/AIDS prevention among youths was more acceptable to their mentality. However, as a rule, the AIDS centers did not have the skilled technicians needed to work with the youth. Few experts at the AIDS centers, which knew the technologies to realize prevention activity, were unable to meet the requirements of the region or city during systemic prophylactic activity.
The attempts to organize the conduction encountered the resistance of the education system chiefs who considered that discussing problems of prevention of sexually transmitted diseases with teenages will cause the stimulation of their sexual activity. Allowing representatives of noncommercial organizations into schools was impossible. The late sexual revolution and the increase in the level of sexually transmitted infections did not change the minds of the Russian education chiefs.
In the middle of the 1990’s the work in the struggle against AIDS had to survive: the unrealized forecasts about an inevitable HIV/AIDS epidemic and the large funds required to keep AIDS centers in regions led to a reasonable question among regional government chiefs: “is this services really necessary?” In some regions there was a reorganization of the previously built services. For example, in Penza region, in 1995, there was a union of AS AIDS with the regional dermato-venerologic dispensary that had existed until 2001. In these conditions, the chief medical officers of AIDS centers chose a logical way of expanding the functions of these centers to cover other contagions. If the officers were experts, they would cover epidemiology. If the chief medical officer was a clinician, they strengthened their center’s clinical base. Both of these developed commercial services with availability that the modern diagnostic base of the AIDS centers permitted. As a result, AIDS centers have received an addition to their title: “and other contagion.”
In the beginning of the 1990’s commercial services (with their disorder, absence of money, and deficit) became a good support for employees of the AIDS centers because these services allowed them to earn additional payments. In the time of development and a motion for “team contract” and extra charges for “intensity” in diagnostic laboratories (when it was possible to get the threefold salary for activity during a fixed working day) that a “genie” was released from a bottle which was called an “uncultivated examinations of the population on HIV-infection.” Since the payment of the majority of employees in AIDS centers depended directly on the quantity of executed investigations, the myth was cultivated that mass examinations had the capability to hold the spread of the HIV/AIDS epidemic. The largest produces of the diagnostic test systems were interested in this as well. The opinion of “free-of-charge” diagnostic examinations was cultivated in regions (as deliveries of test systems were financed from the state budget). Actually, local budgets bore an unreasonable and ungrounded load of the costs because the realization of the “prevention,” the equipment, salary, and consumable materials were all financed from local budgets. It is evident that this money could be used more efficiently if a parameter such as achievement of results in activity of “special medical institutions” (the new name of centers of struggle against AIDS) was the focus of attention.
A low level of HIV/AIDS transmission until the beginning of a strong growth in HIV infection allowed use of the thesis that the creation of a specialized service of struggle against AIDS was the guarantor of restraining the HIV/AIDS epidemic in Russia.
At the same time, in conditions of “struggling for its existence,” past the attention of the leaders of the service of struggle against AIDS, events had occurred that were connected with the development of HIV/AIDS. This included the effect of drug addiction on the post-Soviet area and Russia itself, with drug traffic from Afghanistan passing through transparent borders spread drugs among Russian youth. They only began to speak about this fully in 1997-1998.

The belief that the service provided by the struggle against AIDS was capable of restraining the development of the epidemic could not be shaken, even by information of the disastrous development of the HIV/AIDS epidemic in Ukraine (which was inherited from the USSR system of struggle against the HIV/AIDS epidemic, not distinguished from the Russian one).  The experts from international organizations were extremely concerned with the development of the epidemic in Eastern Europe.  These experts offered approaches of opposing the epidemic among drug users.  The approaches, primarily the philosophy of harm reduction, had proven themselves in the West.
J.P. Grund and L.N. Hodakevich introduced these approaches in 1996 at the international conference in St. Petersburg that was dedicated to the theme “AIDS, cancer, and related problems.”  These approaches, which were based on the knowledge of the epidemiology of HIV-infection, understood that restraining the epidemic development among risky groups (drug users, sex workers), society would affect the intensity of the epidemic among people and reduce the consequences to much less destructive levels.  Unfortunately, the head physicians of centers of struggle against AIDS in Russia were recommended not to accept a role in this conference.
In 1998 the Ministry of Health of Russia finally opened the gates to the harm reduction programs.  This was a brave decision because the beginning of massive performances of MH RF and “MSF-H” (“Medecins sans frontiers”) occurred at the same time as a wave of anti-narcotics hysteria at the national level.  Under these conditions, the activity of the harm reduction program might be seen as propaganda and a trend towards drug use.
Conducting the MSF-H trainings, with the support of the Ministry of Health of the Russian Federation in 1999, help bring about the understanding that in order to restrain the spread of HIV among individuals, many different organizations, services, and establishments must cooperate in a joint effort.

Teams of specialists took part in the training program (as a rule, they were from AIDS centers, narcological clinics, and NCOs).  The participation of representations from NCOs in these trainings are explained by the fact that the trainers knew that harm reduction programs would not work efficiently without the participation of drug users themselves and without the development of street technology (outreach).  They also knew that drug users, as a rule, are contacted more easily by representatives of public organizations rather than state organizations.  The Soros Fund initially stipulated that the harm reduction projects would receive financing consisting of 50% of state organizations and 50% of NCOs.
By 2000 AIDS centers had become like either a mini-sanitary epidemic station or a special clinic, depending on the development program planned by their chiefs.  By the time the noncommercial sector had become stronger, organizations working with the principle of “12 steps” had appeared in Russia.  In these programs, the NCO, engaged in the primary prevention of drug addiction and sexually transmitted diseases, discussed the problems of reproductive health and a healthy lifestyle with drug addicted citizens and their relatives.  Many of these organizations already had considerable experience in searching for funds for their programs.
The international donors who financed the pilot harm reduction programs in Russia did not realize that these funds would be considered by many officers to be an addition to the budget of centers of struggle against AIDS, which were no longer sufficient for their support.  The chiefs of AIDS centers, in their turn, quickly understood the advantages of working with NCO, but only in regards to acquiring additional means of support for their organizations.  This comprehension was accompanied by the creation, on the basis of AIDS centers, the so called “pocket” NCO.
The difference of “pocket” NCOs from “real ones” consists in the inability of existing without the trusteeship of any organizational grants.  The activity of these organizations in regards to fundraising is minimal.  Rather, they place their hopes that someone (usually a department on HIV/AIDS prevention of the Russian Ministry of Health) who will help them search for a grant donor.
There are exceptions of course when the initiative individuals from “pocket” NCOs appear, or when specialists with more initiative supervise the AIDS centers.  Having been convinced that their activity is able to be more efficient outside of state structures, the chiefs of these NCOs work to the limits of their opportunity (nobody discharges their main work) or leaves the AIDS centers.  Sometimes they create their own NCO.  There are not many experts who venture such action, but they do exist.  Under such conditions, their attitude to AIDS centers becomes competitive, rather than like a partnership as it should.  Moreover, the competition take on ugly forms for when state capabilities are involved in helping “pocket” NCOs receive funds, obstacles are made for “real” NCOs.
In present time, the relationship between state organizations and NCOs at the federal and regional levels differs greatly.  They are defined, not with the general goal and aspiration for coordinating efforts to improve the efficiency of their activity, but with the desire of the state organization to manage exclusively the financing that is directed to the region or country by the international donors and allotted from budgets of all levels.  Thus, chiefs of official establishments of all levels associate themselves with the government and have good causes for it, as chief of public authorities of all levels, formally sustaining a course of the President of the Russian Federation on building a civil society.  However, they often do not understand what it is and what the role of the NCO is during its construction.  Frequently they understand the course to strengthen the vertical authority as a refusal of the idea of constructing a civil society.  In vertical authority, they see the necessity of intensifying state structures and establishments, but not the way of increasing the efficiency of their activity.

Alarming tendencies can be observed in the system of countering the spread of HIV-infection in Russia.  The necessity of strengthening the vertical authority and turning off institutes of civil society are equated and the preferred tendency is absolute control of any activity of motion of financial torrents in spite of activity oriented on results.  Meanwhile, it is proposed that creating the vertical authority increases the effectiveness of the work of the state apparatus which is interested in the efficient solution of many social problems and implies the opportunity of obtaining a result with the minimum of financial expenditures.
The state system of struggle against AIDS in Russia is now characterized by the following features and capabilities:

-Availability of a network of specialized medical institutions of a special type in all territories of the Russian federation;.


-Availability of medical experts and a modern diagnostic base;


-Inability to secure independently the conducting the systematic prophylactic work among drug addicts and the groups at high risk of infection;.


- Impossibility of deciding the practical problems regarding administering medical aid to PLWHA by themselves and the unsolved problem of integrating HIV/AIDS treatment into a general medical network;


-Absence of modern federal and regional programs for counteracting the HIV/AIDS epidemic and their results;


-Unwillingness to reconstruct their activity with the intention of achieving the capability of obtaining results;

-Absence of criteria for effective performance;


-Indifference to redistribution of the financial means allotted for the fulfillment of measures of the federal and regional struggle against AIDS programs;


-Unwillingness or inability to decide operatively the problems that arose in connection with the change of the epidemiological situation in the country and regions, or to introduce efficient approaches of activity to counteract the HIV/AIDS epidemic (harm reduction);


-Capability to dispose of financial resources from budgets of all levels by their own.

The main directions of activity among centers of struggle against AIDS are:


-Coordination and realization of activity directed to HIV-infection prophylaxis;


-Diagnosis of HIV and other infections;


-Dispensary observation and HIV/AIDS treatment;


-Epidemiological investigation;


-Realization of the harm reduction programs among risky groups.

The noncommercial organizations working in the field of HIV/AIDS prophylaxis and related problems (drug addiction, STDs) in Russia represent an inhomogeneous mass.  It is possible, according to their status, to divide them conditionally into international, federal, and regional organizations.  Thus, belonging to international and federal groups is often determined by location and the affinity to federal structures and representatives of donors (Moscow, St. Petersburg).  The federal organizations, as a matter of fact, are regional NCOs that have considerable authority due to successful activity and the implementation of operating in scales of Russia.  These circumstances assume the close interaction of these NCOs and their associations with the federal structures that are responsible for organizing the activity regarding the fight against the HIV/AIDS epidemic in Russia.  There are NCOs that are considered federal that are actually not federal according to their legal status.  As a rule, they do not conduct their own pilot programs and are more similar to managers of the means provided them by international donors for the realization of prophylactic projects.  Among federal NCOs and those NCOs that are close to the federal center, there are organizations created to control financial streams.  If not, NCOs have offered their services for solving these problems.  In actuality, these organizations are “pocket” NCOs.

In 2003 the National Forum of NCOs working in the field of HIV/AIDS was created.  This forum included 103 organizations that worked in all the federal districts of Russia.  It is necessary to note that in a series of regions of Russia, there are no NCOs engaged in the HIV/AIDS problem.  Or, they work outside of various networks of noncommercial organizations.

Today the basic directions of activity among the NCOs are:


-Prophylaxis of HIV-infection, drug habit, and sexually transmitted diseases among youth;


-Implementation of the harm reduction program among risky groups (drug users, sex workers, convicted persons);


-Activity of self-help groups for PLWHA;


-Realization of mass information campaigns.

Conducting work directed on HIV/AIDS prevention still clashes with the misunderstanding of the chiefs of Russian education on the theory that it is impossible to change an individual’s behavior without increasing the level of knowledge.  The forces of experts of AIDS centers do not suffice for the realization of systemic prophylactic activity.
The position of the chiefs of education, the lack of time for its realization in connection with a change of priorities in the activity of service (a dispensary observation and treatment), and the unwillingness and inability to build partnerships with NCO, prevent the organization and coordination of such programs.  Thus, partner relations with NCOs could radically change the situation with the realization of prophylactic activity among the youth, as the rate of active participation of specialists in the state programs (psychologists of schools, balneologists, venereologists, gynecologists, and experts in narcology) was not justified.

There is an important problem regarding the state budget since financing the prophylaxis for AIDS centers is not a priority.  The potential of NCOs is still not used.  The employees of NCOs have experience and skills in efficient technologies of prophylactic activity and a means to realize such results.  As a result, old and inefficient technologies of activity with youth are used on the territories.

There is cooperation, but no money.  It is not enough for us.
From the interrogations conducted by coordinators of MHG during monitoring

Saint Petersburg. A. Tsehanovaich, fund manager of “Humanitarian Action”:

-…As a whole, it is possible to say there is cooperation.  Although they do not look at non-governmental organizations as a beast, they also do not give them money.
-What do you know about the recently created Advisory Council of the Ministry of Health of Russia on HIV problems?

-There are some large NGO predators that have some weight.  These are pocket organizations at the Ministry of Health, not provoking any trust.  In any case, it is not that the structure will protect the interests of someone except itself.  The Ministry of Health has also understood that it is necessary to be friends for money to come.  The advisory council, which controls the movement of money in the country, is an initiative of the Global Fund, World Bank, which has a belief that such things should be.  You scratch my back and I’ll scratch yours.  Maybe I am a bit sharp, but it is true.
Voronezh. Director of ANO Center: “Anti-AIDS” – O.G. Blinova:

I suppose that public services underestimate the activity of public organizations concerning solutions of various problems and in particular with regards to HIV/AIDS prophylaxis.  That’s first.
The second – there were big complexities with the purpose-oriented HIV/AIDS programs of regional and urban, but most of all regional.  We offered to insert the harm reduction program, that is, activity with the vulnerable groups of the population: drug addicts and sex workers, in the target regional program.  It has created a huge resistance from the headquarters of the public health services and the regional AIDS center…

There was the strong reaction.  They explained to us, that government services should not be engaged in it and that the role of public ones was leveled altogether.  They offered us a different option – we could include our proposals in the urban purpose oriented program.  They argued that we are an urban public organization.  All these proposals have been inserted into the urban program, but, unfortunately, state financing for all these measures is miserable.  And we still did not receive anything from them.  That is, they promised a lot, but it is not enough business.  One of the disadvantages of such cooperation is an absence of motivation for dialogue between authority and community.  In addition, public organizations can seriously decide some problems.

Besides the disadvantages of such cooperation, legislatively there is no mechanism for economic interaction.  In addition, there is no law in the Voronezh region regarding social order.  It was passed; therefore there are no contractual relations between the state and public organizations in regards to the fulfillment of any activity.

Tomsk, the chief of the AIDS-Center

-Such kind of cooperation should be because this is the only way to make it is possible to struggle successfully against a given problem.  However, it would be nice if this cooperation were greatehr.

Monitoring of MHG: the World Bank and Global Fund finance anti-virus programs in Russia on the competitive basis.  Pocket NCOs win power.
The author of the section – Sergey Oleinik

The materials gathered by MHG monitoring testify that conceptual prophylactic activity with youth is not conducted in any region.  Instead, there are ineffective actions, circular tables, lectures, and also information materials that are in extremely poor quantity.
It is necessary to note that when Fund Soros initiated the development of the harm reduction programs in Russia (and these programs are now a compulsory condition of receiving funds from the World Bank and Global Fund), it was expected that the harm reduction would be included in the federal program of AIDS prophylaxis.  It did not happen as there was no increase in the quantity of harm reduction programs in Russia. Until now, their financing relied on donors.  As a result of a progression of philosophy in regards to harm reduction, the centers of struggle against AIDS are reluctantly putting such programs into operation.  In 1999 G. Onischenko’s first decree offered to conduct prophylactic activity among injection drug users.  

The situation regarding the increase in the number of harm reduction projects and the expansion of their activity changed when the World Bank and the Global Fund began working in Russia: the AIDS centers have found the ability to conduct these programs independently, as the availability of harm reduction component was on of the conditions of receiving money from the donors.  And, if in 2003 into competition the DFID (Department of Foreign and International Development – Great Britain) was sent about one hundred and fifty applications from regions interested in participation in the project “Globe,” there were already 42 that were developed.  “Pocket” NCOs were created at AIDS centers in practically every region of the Russian federation in order to receive means from the Global Fund.  After the Fund Soros left Russia, the Open Society Institute (OSI) began to coordinate activity of harm reduction programs.  The chiefs displaced the priorities for the benefit of realization of harm reduction programs by AIDS centers or pocket NCOs created at AIDS centers, and directed the means of donors (OSI, DFID, and now GF) to support the inefficiently working official establishments – the centers of struggle against AIDS.
As demonstrated the harm reduction programs five years of activity in Russia, many projects of harm reduction are inefficient.  Often the chiefs of these projects do not accept a role for drug users in the development of harm reduction projects.  In many AIDS centers, an aversion developed against employees who received a salary under the project.  The chiefs of harm reduction projects (realized by AIDS centers and by NCOs), who had been attracted to the work of projects at medical institutions (AIDS centers, narcologcal hospitals) in obtaining political support, faced a situation in which the “superstructure” of projects began to dominate over “basis,” and undoubtedly street social workers, or “outreach” (including drug users).
Most of the harm reduction projects conducted by AIDS-centers did not manage to organize effective “outreach” teams and this predetermined their unsuccessful work: low attendance of syringe exchange officers, low coverage of injection drug users, and improper organization of informational work with clients.  To prove the necessity of these projects, a technology of “secondary change” is being pressed in the worst way.  This is when outreach workers don’t know injection drug users to whom they should give syringes and as a result are not communicating with them.  In this format, the best way they are conducting prophylactic work is through printed information.  In order to encourage injection drug users to come to a needle exchange office, they use methods that make these projects more expensive.
A poll conducted by MHG in Nizhniy Novgorod among leaders of health care services revealed that these individuals are in favor of dispensing syringes and condoms and that some welcome required HIV examitions of drug users, prostitutes, and prisoners (manageress of antenatal clinic L. Kaznina).  A similar poll in Tomsk showed that employees of the AIDS-Center and Educational Center of State Sanitary and Epidemiologic Stations welcome comprehensive harm reduction projects in their regions and highly value the effect of these programs in the prevention of HIV/AIDS.  The leaders of the AIDS Centers in Voronezh and Penza have the opposite point of view (HIV infection is not as widespread in their regions as it is in Tomsk and Nizhniy Novgorod).
Preparation to receive funds from the World Bank and Global Fund coincided with unprecedented events of “impression” among NCOs that are working with the harm reduction projects in regards to HIV/AIDS prophylactic work.  Simple arguments that raised serious doubts among specialists are being used for it.  For example, they say that the harm reduction projects should be conducted by municipal organizations because only they can provide appropriate storage conditions for syringes and the utilization of “dirty” instruments.  Moreover, the necessity of the participation of drug users in this work and the value of street social work with drug addicts are being denied.  While the exchange of syringes is being provided, ideas are being promoted, such as that only registered drug users should be able to participate in such projects.  Such criteria exactly of the coordination of the organizations’ work in harm reduction are being suggested by the FSDC (Federal Service of Drug Control) in Russia.  These conditions can make all the work of any harm reduction project ineffective.  However, it seems like the effectiveness of this work is not the main goal.  The goal is rather to get the means and then to provide total municipal control over the delicate field of HIV/AIDS prophylactic.  
It is clear now that the “Globus” project’s competition, which is conducted by a consortium of NCOs, was not really a competition.  Rather, the results were predetermined.  Otherwise, it is hard to explain why some regions where the harm reduction programs were conducted by NKO were knocked out of the competition already at the preparation state (Voronezh region), and another part, with the help of the recently created anti-narcotics department (FSDC), some regional control centers have not signed support letters to their regional governments in regards to the work of harm reduction programs (Penza region) after five years of work in the regions.  It is also hard to explain why the competition was not conducted by the consortium and the Ministry of Health of the Russian Federation with the FSDC RF.
Negative influence by the project “Globus” on the problem of forming a civil society in Russia is just as important.  A condition for receiving financing from the World Bank and the Global Fund or resistance to the HIV/AIDS epidemic is the participation of NKOs in suggested projects.  In the case of “Globus,” this condition was officially fulfilled because the receiver of grants from the Global Fund is a consortium of five large Russian NKOs that have experience with controlling huge sums of finances.  Most of these promote the interests of the AIDS department in the Ministry of Health of Russia, sometimes by asking questions of them and sometimes by serving them.  The main goal of this symbiosis is to redistribute the financial flow to AIDS-Centers.  It is not surprising that the winners of the project “Globus” were regions that had NKOs working in harm reduction, which were created at municipal organizations.  “True” NKOs were moved aside from the competition and members of the consortium disregarded them.  As a result, the NKOs that are participating in the project are shams and not for real.  “Globus” disregarded the interests of the third sector and made it impossible to support NKOs working against AIDS in Russia.
On conclusions follows: international donors continue to donate substantial funds for resistance against the epidemic because they worry about the HIV/AIDS epidemic spreading in Russia.  However, the main recipients of these funds are AIDS centers that are unable to demonstrate any positive results in their work against the AIDS-epidemic.  In other words, funds go towards supporting ineffective departments so that the efforts of international donors become destructive.  At the same time, only a few know that Russia pays a large amount of money in the work against AIDS to the Global Fund.  This money will subsequently return as grants and will be spent in a totally ineffective manner.  This will continue if the work of AIDS organizations (municipal or non-governmental) are not evaluated and analyzed in regards to the results they achieve and the economic expediency of their conducted measures.

The project “Globus,” which will be financed by the Global Fund, “is directed towards making alterations in national and religious policy in regards to HIV/AIDS, providing the appropriate measures in fighting against the epidemic,” and promoting the “stimulation of effective national strategy against AIDS.”  The international community believes that harm reduction is an indispensable component of any effective strategy for this struggle.  At the same time, it is important to note that recently the leaders of the Federal AIDS Center and regional AIDS Centers, as well as the directors of the OSI, are promoting an idea of reducing the role of harm reduction at the state of epidemic spreading in Russia.  This is promoted by the idea that HIV is spread sexually nowadays.  MHG’s monitoring showed that not all directors of health care institutions from Nizhniy Novgorod know about the regulation of G. Onischenko and about whether it was established on the region’s level (so a staff of the State Center of Sanitary and Epidemiolgy says this in regards to regional law, not about regulation, and the staff of Area Center AIDS and a project of harm reduction did not answer this question).  The order of G. Onischenko in the Tomsk region was duplicated and measures have been conducted on administrative territories.  The order has also been passed in the Penza region.  However, the heads of health care control in cities and head physicians knew nothing about it.
Materials from the monitoring by MHG, especially the results of staff interviews, allow judgments about the quality of work by harm reduction programs.  The staff of AC AIDS and harm reduction programs in Nizhniy Novogod expressed a small understanding of the problems from the harm reduction programs, complaining that earlier individuals who participated in the program were paid one dollar each, but now it is not so.  It is difficult to expect effective work with drug users from this project.  It is no wonder that at the current rate of salary for social workers that are paid according to an order from G. Onischenko (which were actually for street work), these individuals either remain unemployed or are employed by physicians of AIDS centers.  It is also no wonder that PLWHA evaluate the informational programs for injection drug users and CSR that are conducted in the cities as “nothing” and remember only about the free distribution of condoms and booklets.  This is probably true of the problems with visiting syringe exchange offices in Tomsk also: individuals living with HIV/AIDS, when answering the questionnaire, answered that they had handed products to clients as gifts.
Coordination of work on HIV/AIDS prevention is the most important task in the service of working against AIDS.  If one analyzes the work of AIDS Centers and NCOs, it is apparently that municipal officials and directors of AIDS centers sincerely believe that in the HIV/AIDS field cooperation between AIDS centers and NCOs may only succeed with the domination of the former.  This belief results from the government’s actions in placing the main functions, as well as strategy and policy determinations, in the AIDS centers.
The one thing that is being missed is that there is still no primary HIV/AID prophylactic in the strict sense.  If unprotected sexual activity were brought to a minimum, as well as injection drug use, then there would not be a spreading HIV epidemic.  This is why it is expedient to strengthen the collaboration of NCOs and AIDS Centers with narcological and service centers for skin and venereal diseases.  The means assigned for these purposes are not concentrated and are on many different levels.  In addition, there is no one conception of prophylactic work and no coordination of the work among the services listed above.
History of AIDS-Centers working against AIDS – the history of the unsuccessful realization of the tasks entrusted to this organization
The absence of a conception of a fight against the epidemic and the lack of a national anti-AIDS program is depressing, especially minding the fact that the specially designed organization for working against AIDS has failed to come up with anything in the last fifteen years of the epidemic in Russia.  The history of AIDS-Centers working against AIDS is a history of failure to realize the tasks entrusted to the organizations.
The organization, which was specially designed to fight the AIDS epidemic in Russia, was unable to predict the influence that the drug addiction problem would have on the growth of the HIV/AIDS epidemic.  The organization was unable to implement or provide state support for the effective and well-recommended preventative approaches, such as designing modern, appropriate, and effective anti-AIDS conceptions, finding necessary support from the President and government of Russia, and establishing a mechanism of intradepartmental coordination of the problem in each level of the state structure.
Even on the level of the Ministry of Health Care of the RF there is no agreement among specialists of HIV/AIDS prevention in regards to needle exchange programs and replacement therapy.  Programs that work against the transfer of illegal drugs are conducted and financed in regions.  The appropriate interagency committees subsequently work in these regions.  However, the system has not developed an answer to the HIV/AIDS problem.  The monitoring by the Moscow-Helsinki Group demonstrated that programs of the fight against AIDS are accepted in some regions and not in others.  On some territories HIV/AIDS prophylactic work is being coordinated by interagency committees and on others by sanitary anti epidemic commissions (SAC).  However, SAC is just a screen that pretends to be the result of inter-departmental coordination because this establishment was founded during Soviet times for united action during extreme situations, rather than routine work as is needed here.  Also, they do not understand how to organize the laboratory system that is necessary to provide AIDS services.  It is evident in their answers that they believe that all questions regarding HIV/AIDS should be coordinated by AIDS Centers.  As the materials of the monitoring demonstrate, AIDS Centers are willing to “coordinate” work with anyone, except NCOs.  The arguments: AIDS Centers doubt that the employees of NCOS have required professionalism in Nizhniy Novgorod and they do not live the idea of the harm reduction program that was established by NCOs in Voronezh and Penza.  This system is successful in making only one task – organizing a huge, expensive, and absolutely ineffective mechanism of its own development.  All the strengths of the AIDS services are given to support the existence of it with prejudice to the tasks of current importance.  As a result, leaders of services are not able to shorten the number of massive and illegal examinations for HIV-infection (They are unable because their salary depends on it).  However, there are a lot of orders issued with the purpose of stopping these examinations.
The monitoring reveals that the situation is still present because the leaders of Health Care institutions believe that mass examinations are not discriminative and thus in some cases they are excused.  According to their opinion, these are connected with examinations during hospitalization and military registration for service in the army.  However, most of the directors affirmed that there are no mass examinations conducted in their regions.  The problem of a lack of means for purchasing test-systems did not affect them because they received the means from the local budget.  So, the amount of examinations have decreased 2.7% during four months in 2004 in Nizhniy Novgorod, while in regional hospitals every grandmother is being tested for HIV according to information from the AIDS Centers staff.  The idea of examining conscripts is supported by the staff of AIDS Centers and harm reduction projects in Nizhniy Novgorod, as well as by the head physician of the Tomsk SAC Center.
The AIDS service was unable to prepare for the forecasted and inevitable number of HIV-infected individuals over the last fifteen years.  It now finds itself with the necessity of choosing between corporative medical interests (connected with the interests and regional authority of health care establishments) and the necessity of carrying out commitments taken by AIDS Centers for the treatment of PLWHA.
There is a catastrophic lack of means for examinations, regular medical check-ups, and treatment as a result of the continued increase in the number of people living with HIV/AIDS.  So, a conflict of interest has developed between PLWA, which has started thinking about their rights to life and health, and AIDS Centers, which should provide those rights, as well as social and legal protection.  Currently, this problem is connected with the necessity of requiring specialists from common health care systems to provide help for people living with HIV/AIDS.  Evidently the preferences of the service are not with people living with HIV.
The poll of the staff in the AIDS Center at Nizhniy Novgorod demonstrates that medical workers, who provide health care to PLWHA, are aware of the legislation, but “really do not want to apply it.”  There are claims that because there is no social protection, the staff does not receive the extra wage of 80%.  A simple example is that nurses receive only one pair of gloves for half of a year.
From the beginning of the epidemic’s evolution, officials at AIDS Centers, who had to fight for the survival of their service, were striving for the development of clinical bases at their institutions (because of the number of beds and the clinical basis, this should automatically upgrade the category of health care institution that the organization was and thus increase the director’s salary under the conditions of one tariff scale of budget workers’ salary).  Directors of health care departments saw a way out of there also (it seemed that providing medical care to PLWHA in one place would be cheaper and easier).  This was easier for doctors of the common health care system as well when they were seriously threatened with the myth of the high danger of HIV-infection.  These were used to refuse to help PLWHA earlier under the pretence, “I do not get extra pay for the risk.”  Now, they were able to refer to an existence of a special service and send a person with an acute toothache to a regional AIDS center that might be 200km away from his city.  Thus, one more task was not fulfilled in 15 years of the spread of the epidemic: the issue of PLWHA receiving medical treatment was not a problem for physicians of the common health care system.  Providing medical care in common health care institutions is still connected with the humiliating addition of a wage “for actual hours of working with HIV-infected patients.”
We can see from the poll conducted among the staff of health care institutions in Nizhniy Novgorod that the problems of providing medical care and providing benefits to PLWHA are solved on their territory.  Leaders of the health care in the Tomsk region are pointing out that problems with providing medical treatment to PLWHA do exist.  We should note that PLWHA and physicians of the AIDS Center in Nizhniy Novgorod equally evaluated the AIDS Center’s prophylactic work and the work by its staff as well done.  They did not offer anything that needed improvement.  PLWHA seemed to have filled the questionnaires out according to the wishes of doctors who provided the communication with the interviewer.
AS PLWHA say, they have heard about obstacles that those individuals infected by HIV are facing when they visit common hospitals and this is why they try to go there as seldom as possible.  Some of the respondents had personally encountered difficulties in receiving aid at medical and neurology hospitals.  Some of these individuals even knew that medical care should be provided to them for free. However, they did not know anything about the ability to receive medical care, not only at AIDS EC, but at other institutions as well.
The impossibility of fulfilling the commitments and the municipal guarantees for PLWHA is not met with a requirement for urgent measures to finance the prevention system of reviewing and treating PLWHA among the leaders of the AIDS Centers.  On the contrary, these individuals are not doing anything to increase the level of knowledge among PLWHA regarding issues of their health and treatment.
After analyzing mass media, one sociologist from Penza noticed that HIV infection was a problem of one day, because, earlier, when there were a small number of sick people, the disease was discussed a lot.  However, this is not happening now.  This does not mean that the problem of HIv-infection does not exist.  Rather, the experience of many territories shows that the main problems that Russians living with HIV meet are connected with receiving medical care, ignorance of their rights, and possibilities that present-day medicine can provide for them.  This is why they are not even attempting to demand that they be provided the accessible treatment that is guaranteed by RF law.
The monitoring conducted by the Moscow Helsinki Group shows that individuals living with HIV/AIDS do not know anything about their rights and the guarantees of the state.  HIV-infected responders do not believe in guarantees of the state. (Who’ll be doing it?  Who needs that?)
The idea of increasing the number of establishments that provide ARV therapy is supported by the director of the Tomsk AIDS Center and by the head of the department of medical care of health control in Nizhniy Novgorod.  However, other specialists have negative thoughts about it.  PLWHA do not believe that increasing the number of medical prophylactic establishments that are able to provide ARV therapy is necessary (obviously because they live in Nizhniy Novgorod) and as doctors they speak about slovenliness of HIV-positive injection drug users who make the treatment more difficult.  At the same time, answers to questions regarding the conditions of ARV-therapy are surprisingly similar: “I was told that it is according to medical indications and in case of the presence of such indications.”
Leaders of the services in Nizhniy Novgorod affirm that the problems with providing medical treatment for individuals living with HIV/AIDS have been solved.  At the same time, it is not clear how this is possible because 13 million rubles are needed annually to buy medicines for the Nizhniy Novgorod region and only 488,000 rubles are provided from the regional budget and 937,000 from the federal budget.

People who are related to medical care know well that the cost of one year of treatment for individuals who are HIV-positive is around $10,000.  In addition, these individuals know that these expenses are beyond the capabilities of the health care system.  Most of them do not know that the production of generics would make treatment accessible to the common person (specialists speak of $300-$400).  Individuals living with HIV/AIDS and their relatives also do not know about this.
However, specialists of HIV/AIDS prophylactic department in the Ministry of Health and of the Federal AIDS Center are in charge of informing people and creating systems for providing informational resources.  It is apparent that they did not manage to provide HIV-infection the same status as drug addiction, which is a problem threatening national security.  It is also obvious that specialists are not attracting people living with HIV in order to popularize the HIV/AIDS problem.

At the same time, the attempts of the AIDS services to form partnership establishments with people living with HIV/AIDS are obvious, as are their attempts to strengthen the movement all over Russia.  The “Steps” magazine, the publication of the movement, established with the support of the Ministry of Health of RF, provides useful information for people living with HIV/AIDS, articles (mostly from HIV-infected individuals about complications with their lives), and conceptual texts by recognized leaders of the Russian community.  There is practically nothing about the problems of Russian people living with HIV/AIDS.  And, if there is such information, then it is anonymous and modest, not mentioning where the event or occurance took place.  It should be mentioned that according to MHG monitoring, the “Steps” magazine is actually the one accessible in the regions to special issues of PLWHA.  According to their answers, the editors might have more than enough information about PLWHA rights violations (refusals to help, lack of information, conveying results of the diagnosis to other people).
A common feature in Russia for a long time was a close connection of organizations and self-help groups for PLWHA with municipal structures, which were responsible for prevention AIDS Centers.  These are still trying to organize and lead the work of PLWHA self-help groups.  It is a noble mission at first sight.  However, the organization that provides medical treatment for PLWHA will not stimulate activity of self-help groups because they are standing upon their rights for treatment.  AIDS Centers are not interested in providing adequate and trustworthy information to individuals living with HIV/AIDS, nor are they interested in making these problems public.  At the same time, according to information of MHG monitoring, all respondents of the health care department consider attracting PLWHA to the production of political decisions worthwhile.  According to the respondents, “there are no public organizations which would solve only problems of HIV-infected individuals in the city.”  Monitoring revealed that self-help groups do not function according to the words of the health care establishment leaders in Nizhniy Novgorod and Tomsk.  Currently, joint attempts of establishing PLWHA self-help groups at AIDS Centers and on basis of many non-commercial organizations are being conducted.  This activity is connected with the financing of PLWHA groups by donor organizations and with the fact that it is a better way to draw the movement away from really important problems that deal with issues of discrimination.  This is an attempt to head and rule this movement.
The MHG monitoring shows that when asked if the number of institutions that conduct ARV-therapy should be extended, the majority of responders in Nizhniy Novgorod (except manager of the mutual aid department I. Kiriyanova) replied in the negative.  At the same time, leaders of health care institutions in the Tomsk region support this idea.  However, not all specialists in all regions display an understanding of the conditions in which ARV-therapy should be conducted or what types of problems may be faced during the conduction (other than financial), but not taking into account the adherence of injection drug users to the therapy.  Many responders believe that treating an HIV-infected drug user is useless.  Most of PLWHA that responded, as well as the leaders of health care establishments in regions, do not know about antiretroviral therapy at all.
Self-help groups that are created under the AIDS centers would not be able to exist without accomplishing important tasks for themselves and other members of the community.  This will continue until a number of HIV-infected individuals in need of help become critical, and a wave of young people die because of AIDS.  It seems that the time has come.  The independent self-help groups of PLWHA started to show public activity.  The groups do not accept the calmness of well-fed officials regarding AIDS, saying with babbled voices about the existence of “separate problems for the treatment of PLWHA.”  They only see their friends dying without ARV-treatment in the background of semi-official measures where everyone congratulates and convicts each other in success and well-being.  Their activity, which is impossible to turn to the right way for short sighted officials, can trouble demography and the economy, as well as bring a social blow and shake the stable basis of Russian society under conditions created by the HIV/AIDS epidemic.  Those who retouch problems instead of solving them assist the situation to develop further.
“I know nothing about them, and I am extremely scared…”  The lack of knowledge among societiy is the reason for the discrimination of PLWHA.

The difference from the problem of treatment with the discrimination of people living with HIV/AIDS, is that the latter is supported by government work.  Journalists are the most often affected in this struggle.  Organizations of people living with HIV/AIDS are dealing with the problems of discrimination and stigmatization that HIV-infected individuals face from year to year.  These organizations keep criticizing “dull” journalists and the “slow-witted” population under the control of the AIDS Centers.  A recent poll conducted by “All Russian Public Opinion Research Center” (ARPORC) demonstrated that these efforts have had little success.  This could not be any different because instead of struggle with the reasons for the discrimination, we direct our activity to coping with the consequences.
Respondents to MHG monitoring, including PLWHA and specialists demonstrated that the reasons for the discrimination against individuals living with HIV is a lack of information among society,  Mass media provides information, which they obtain from specialists, about HIV/AIDS to society.  The experts of HIV/AIDS for the mass media and the governmental authorities are the specialists of AIDS Centers.  To struggle with the discrimination faced by HIV-infected individuals means to convict people by stating that HIV is not dangerous to average life if rules of elementary precaution are followed (do not use injection drugs, use condoms).  But, to speak of it means to rob ourselves of privileges and make the benefits common (otherwise what are wages “for extra harm” of AIDS center’s specialists for?).  The circle is locked.  That is why HIV/AIDS was placed in the “list of socially significant and dangerous diseases” that was approved by the Russian government.  This is according to clause 34 of the Russian Federation legislation basis of social health protection, a legislation which allows doctors to provide medical care to PLWHA possible without their consent.  
The staffs of all health care institutes who participated in the poll evaluated their work in providing information as highly qualified in their answers.  The PLWHA answers regarding the informational work and the evaluation in Nizhniy Novgorod are surprisingly similar to the answers of physicians at the AIDS Centers.  At the same time, physicians were complaining that mass media is driving attention to this problem only on the days of struggling against AIDS and memorial days of people who died of HIV/AIDS.  However, monitoring of mass media, conducted from May 6, 2004 until May 26, 2004 did not reveal any information regarding HIV-infection or the “Memory Bridge” action.
PLWHA also think that the informational and education programs are insufficient.  In the Penza region, 40% of PLWHA noted that they had a lack of information about HIV/AIDS before receiving diagnosis.  All they knew was that AIDS is a fatal illness.  The staff of harm reduction programs in Tomsk also thinks that in spite of the existence of informational programs for youth in their regions, the coordination should be much better.  They also note a low level of knowledge among the staff of non-medical institutions and an average level of knowledge among medical workers.  Only the staffs of AIDS Centers are highly informed about the disease.

At the same time, during the press conference on the day of the fight against AIDS, the head physician of the Penza Aids Center complained that if there were more children born from HIv-positive mothers in the region then it would be easier to solve problems of their placement in preschool institutions.  Organizing separate groups of children is easier in regions with large numbers of such children.  One child in Penza lives in an isolation ward and thus becomes a present-day Maugly.  This is because the view of special service directors that people cannot understand why children born from HIV-infected mothers or those who are infected with HIV should attend average preschool institutions or schools.  This is why the roots of discrimination are not only in the position of the mass media, but also in misinformation provided by specialists who still believe that HIV-infection is “God’s punishment.”  The reason is not only their unprofessional point of view, but also their interest in preserving their own economic well-being.
It is obvious that abandoned children that are born in Penza and Voronezh will have to wait a long time before their problems will be solved by the government.  So, I. Kiriyanova (head of the department of medical care in Nizhniy Novgorod) said that there is a problem with maintaining abandoned children in the region (there are 8 abandoned children, two of which are infected with HIV), and the problem is being solved by the regional government.  According to her point of view, there should be “specialized departments” for such hchildren.  The Manageress of the extra-dangerous infections section in the Sanitary anti-epidemic Commission (SAC) G. Kazanskaya thinks that the net of such children’s homes should be extended.  Leaders of the health care departments in the Tomsk region think that they do not have a problem with abandoned children.  However, a staff of the antenatal clinic said that children born from HIV-positive mothers are being kept in the maternity hospital for five days and she does not know where they go after they leave there.
It is also obvious that when an HIV-infected woman becomes pregnant, specialists of AIDS Centers will take great efforts to abort her pregnancy.  Manageress of antenatal clinic in Nizhniy Novgorod thinks that HIV-infection is the medical prescription for an abortion.  However, the manageress says that if proper treatment is conducted, there is a 90% chance of a healthy child being born.
Heads of the health institutions that took part in the pool could not name any precise examples of discrimination in treatment to HIV-infected individuals.  At the same time, the staffs of the AIDS Centers related an instance in which a child with HIV “was almost pushed out of school” and about the negative role of mass media in this situation (Nizhniy Novgorod), and also about instances of the refusal of medical help that “is not happening now-days.”
At the same time, the main type of discrimination in Nizhniy Novgorod is in relation to job placements, especially in cafes and bars.  An appropriate question is emerging: how did an employer learn about an employee’s HIV-status?  PLWHA provide an answer: in the cases when they are asked to give a sanitary card at a job placement, the necessary HIV-examination is conducted.

All responders were unanimous in stating that discrimination results from the lack of an informed society.  At the same time, they evaluate the information work in regions, the organization, and level of training among heath specialists as pretty good.  They also believe that discrimination is the result of corresponding level of knowledge of corresponding staffs.

“They got to know about the diagnosis and discharged me from the hospital right away.”

From the polls conducted by MHG coordinators

Saint-Petersburg: From a questionnaire:

They refused to conduct appropriate medical treatment to a child.

Zehanovich, head of the fund “Humanitarian Action”

What is the rudest form of discrimination, do you think?
-Regulations in employment and isolation in prison.  However, the practice of the latter is ending.  One should think about what discrimination is because organizations that protect rights and AIDS services continuing saying that discrimination of HIV-infected individuals is everywhere.  Truly, a great amount of work needs to be done in order to work out the criterions of discrimination.  Maybe the work should be conducted directly with HIV-infected individuals in order to help them recognize the problem adequately and to understand what discrimination is and what the reasonable limits of it are.  This is because if they just should that discrimination is everywhere, then there will be a corresponding attitude in society – this is what they do instead of examining the problem.

-Besides this, there is a problem of self-discrimination.  An individual should be helped to stop discriminating against himself.

-The most horrible discrimination is the absence of medical treatement.

What types of discrimination do HIV-infected individuals face more often in the region (access to medical treatment, including dental help, hospitalization, education, or job placement)?
-Absence of medical treatment, a disparaging attitude by the physician, refusals in employment, as well as the absence of full-fledged drug addiction treatment.  The state’s drug addiction treatment system practically does not work.  A person is persecuted for his sickness without providing treatment for the sickness.

Do HIV-infected individuals turn to you in cases of discrimination?  How do you support them in such cases?

-We mostly support them medically.  For instance, if there is a client with coexistent pathological issues, there is no problem because of Botkin’s hospital.  However, if Botkin’s hospital is unable to provide appropriate medical treatment for some reason, and the patient goes to other institutions, then we fight sometimes.  Many times while our employees have been escorting a sick person they have heard something like, “get rid of him, he has a terminal case of AIDS.”  Then we have to prove that this is not true.

Do you know any certain cases when HIV-infected individuals did not receive the benefits or the guarantees of the state were not fulfilled?

-One of our wards was seriously injured and was subsequently sutured in emergency.  When he told them that he was infected with HIV, they continued providing him treatment as possible and then brought him to Aleskandrovskiy hospital.  At the hospital, once they knew that he had HIV, they left him without treatment for two days because they were afraid to be close to him.
-In another case, an individual had a broken leg that was not knitting together.  However, surgery was denied because the individual was infected with HIV.  And one more: “endocarditic,” which is typical of a drug user.  A serious operation was needed on an individual’s heart, which should have been provided by connecting an artificial heart.  However, they refused because of the impossibility of apparatus disinfection.  This was not true.

-I also know of a case when one of our clients from our self-help group studied the law in great detail and managed to receive an apartment.  The HIV-infection played in important part in receiving this.

How much discrimination is the result of existing level of knowledge regarding HIV-infection among medical workers in your opinion?

-100 percent.

Voronezh. From a questionnaire:

After they learned about my diagnosis, they discharged me from the hospital.

-A man was at a tuberculosis clinic and the clinic refused to conduct bronchoscope research because of his HIV-positive status.  They stated that since they would have to wash the device after the test on him, and they weren’t washing it after others, they refused to conduct the research.  They simply refused him.
-People are just like that here.  Of course the appearance of AIDS treatment will change this attitude.  People will not treat HIV-infected individuals as lepers, which had a bell around their neck in past centuries so that others could avoid them.

-There is such treatment like: those hairy mongrels, prostitutes, gays, lesbians, lower class…It is like the Stone Age.

-I did not receive the consultation of an oculist, for example, and a specialist in infections took me through all the cabinets.  There was a tense man saying that he would not consult with me.  Well, that is it.  It is more than just funny.

-Often they tell about the diagnosis domiciliary.  Everyone there knows about your status already.

Blinova O.G., director of Anti-AIDS Center in Voronezh:
What is the rudest form of discrimination do you think?

-Society’s attitude towards HIV-infected individuals as people who deserve their diagnosis.

What types of discrimination do HIV-infected individuals face more often in the region (access to medical treatment, including dental help, hospitalization, education, or job placement)?

-Access to medical care is limited because consultation for HIV is provided in one place while examination is domiciliary.  It is very difficult for these individuals to keep the diagnosis secret.  He has to tell about it and thus is treated differently by medical workers.  There are different complications with hospitalization.  First, the individual may face a refusal of hospitalization or a hospitalization of a very short period with a quick discharge.  Hospital staff treats these individuals very negatively, especially in gynecology and midwifery.  In cases of employment, people do not want to hire HIV-infected individuals.  We try not to ventilate the diagnosis.

Tomsk. From a questionnaire:

-They do not provide us an invalid status!

Borzunova E.M., representative of harm reduction project:

-This is because of imperfect laws and normal acts that are accruing in the Tomsk region.  There is a local legislative act that says that HIV-infected drug users cannot receive narcological care.

A representative of the health care department in the Tomsk region:

-If we were to follow the federal law, then there should not be any discrimination.  However, this is not always the way it is in real life.

Tatarstan Morozova V.V., head physician of federal state institutiosn “Municipal Sanitary-Epidemical supervision center in the Tatar Republic”:

-We know about the facts regarding discrimination of individuals infected with HIV.

A staff member of the “Renovation” fund who works on a project of “Harm Reduction”

What do you think: do the laws and norms provide the possibility for discrimination?

-No they do not.  The laws and norms are not applied in the correct way.

What is the rudest from of discrimination, do you think?

-Involuntary examination during employment.

Nazamova F., head specialist for infections in the Ministry of Health in TR

What types of discrimination do you think HIV-infected individuals face most often in  the region (access to medical treatment, including dental help, hospitalization, education, or job placement)?

-Involuntary examination during employment and access to medical treatment.
What are the main problems that you are facing at your work?

-The problem regarding the disclosure of medical secrets.

Penza. Vishnyakova I.A.: doctor of an antenatal clinic at the Penza maternity hospital:

-What discrimination are you talking about here?  Treatment is provided by all specialists.  I do not really like HIV-infected women, but I have to do my job.  This is our medical duty.

Batrakova T.G., director of the AIDS-Center, head physician of a Center of AIDS and infection disease prophylactic in the Penza Region:

What do you think: do the laws and norms provide the possibility for discrimination?

-I think that the laws and norms do not provide this possibility.  There are people breaking the laws and norms.

An interviewer addressed the following questions to the head physician of the Liudmila Serafimovna Kazina antenatal clinic of the Kanavinskiy region:

What types of discrimination do HIV-infected individuals face more often in the region (access to medical treatment, including dental help, hospitalization, education, or job placement)?

-There is no discrimination

Do HIV-infected individuals turn to you in instances of discrimination?  How do you support them in such circumstances?

-No they do not.

PLWHA respondents evaluated the specialists’ level of knowledge as “average” and told about a common level of knowledge in non-medical state institutions in all regions.
The manageress of the most-dangerous infections of the SAC, G. Kazanskaia, supposed that discrimination may be the only way to stop the spread of HIV-infection under current conditions.

The MHG poll shows that leaders of Public Health Services were confused by the concept of “social advertisement” and were ready to provide it “on demand” if “it is not them that had to pay for it.”  The staffs at AIDS-Centers and harm reduction projects in Nizhniy Novgorod took a passive position regarding the acknowledgement of the HIV/AIDS problem among the staffs of non-medical institutions by stating that “all those workers can use all the information we have regarding HIV.”  They also said that mass media is prepared to publicize such information only on a paid basis (Nizhniy Novgorod).

Conclusion:

In Russia a national program of resistance against the HIV/AIDS epidemic was not conceived nor developed.  HIV-infection did not receive the status of a problem that poses a threat to the national security of Russia.
Health authorities and government bodies in the country and regions did not understand that the problem of HIV-infection is not limited to medical care.  Rather, it is also a social and political problem.  They did not understand the necessity of focusing on joint efforts to control the epidemic.

There are such conditions in regions of Russia that make NCO participation in the work against the epidemic impossible.  There is a lack of understanding about the importance and role that institutes of civil society have in this work.

A service to fight against AIDS that was established fifteen years ago and was created in order to coordinate the work of resistance against the epidemic was unable to handle the tasks of managing the effective technology of an epidemic control inculcation in groups at high risk of HIV-infection, tasks of supplying PLWHA with accessible and immediate treatment, tasks of developing the complex work that is directed towards the prophylaxis among young people of HIV-infection and other social illnesses, and the tasks that aimed for an integration of the HIV-infection problem in the general medical system.  There are privileges that experts of centers of work against AIDS have that are baseless and promote the discrimination of PLWHA.
The rights of citizens living with HIV/AIDS are being violated in the country (mass, illegal, and involuntary examination of HIV-infection, discrimination concerning medical care and job placement, absence of accessible and effective medical treatment for PLWHA).  Questions regarding how to help abandoned children are not provided enough attention.

A conception of informing the population is missing.  In addition, mechanisms of social advertisement are not working.

The principle of financing social programs from budgets of all levels is not working.  This should be based on an open competition for the right to fulfill governmental social work.  This makes receiving resources hard for individuals and institutes who could work effectively.  There are no mechanisms of placing a social order on Russia.

A war against drugs that was proclaimed by the nation became a war with its national.  HIV-infection and the penitentiary system.
Author of this issue is Sergey Oleynik

The Russian penitentiary system was one of the first to feel the destructive effect of the HIV/AIDS epidemic.  The coincidence of drug addiction and the HIV/AID epidemic, as well as the prevalence of HIV-infected individuals among injection drug users, was accompanied by the large increase of their number at institutions of confinement.  This was promoted by legislation of the Russian Federation that established prison sentences for possession of a small drug dose (to tell the truth about their illness).
The war against drugs, which was proclaimed by the government, appeared to be a war against its own citizens who were addicted to drugs.  At the same time, the government did not provide drug addicts or their relatives an alternative to the deprivation of freedom.  They could not provide medical help to drug addicted citizens through narcological service because when the drug addiction epidemic began, there was not a professional community available and there were no logical or effective systems of rehabilitating drug addicts.  Experts in narcology who had experience working with alcoholics were unable to suggest anything better than detoxication to help drug addicts.  Repeated stays in hospitals without any positive results undermined the faith of drug addicts and their relatives in the reality of treatment for drug addiction.  At the same time, the medical practice and rehabilitation program of “12 steps” did not become wide spread in Russia.  The government, in the person of commercialized narcological service, did not do anything to initiate the creation of such groups.  This is not a surprise because the ideology of the program “12 steps” does not provide for a narcologists, let alone an opportunity of earning money by providing help to drug addicts.

The drug war had a crushing effect on the system of primary prophylaxis for social diseases.  However, this system never existed (ineffective and episodic moves “against drugs” could not be called systematic at all).  A refusal to prevent drug addiction, “not to attract children’s attention to the problem,” and un unwillingness and impossibility to recognize the difference between “light” and “heavy” drugs, resulted everywhere in the replacement of non-injection psycho-active drugs (marijuana) with heavy injection drugs (opium, heroin).  With practically the same punishment for the transportation and possession of “light” and “heavy” drugs, issues of personal safety became the most important thing for drug addicts.  Drug addicts usually chose heroin because it could be hidden easier or disposed of in case of a detention.  As a result of the absence of a drug addiction prevention system and the inefficiency of anti-drug actions, drug addition began to appear in youth.  As an effect, there was a mass entrance of young drug addicts into punishment execution institutions.
According to the data of L. Livenson, an expert of the Institute of Human Rights, 141,767 people were convicted for drugs (11.4% of all convicted people) in 2001.  Of these, 73% were not selling the drugs.
From the beginning, the penal system was not ready to receive a large amount of drug addicts, nor was the system prepared to provide them special treatment.  The situation was aggravated with the revelation of HIV-infection among drug addicts.  The “civil” narcology service was not prepared for this.  Under such circumstances, the easiest and cheapest way to respond would be to transform the penal-executive system into a “settlement” for HIV-infection.  A paradoxical situation arose at institutions of confinement.  Although there were no specialists in HIV-infection treatment, HIV-infected people outnumbered those receiving regular medical check-ups at AIDS-Centers that had specialists.  
However, this did not mean much at the beginning because HIV-infected convicts were mostly in the latent phase of HIV/AIDS.  Tasks that seemed actual to the heads of the penal-executive system were defined by answers to questions, such as whether HIV-infected convicts are sick individuals and how should their stay in places of freedom deprivation be organized.  The expansion of medical checks of convicts for HIV-infection seemed to be a panacea.  According to the penal system’s directors, this would protect the staff from infection and would not allow HIV-infection to spread inside of the colonies.
Since the first appearance of HIV-positive convicts at institutions of confinement, tremendous changes have occurred in the system of organizing their stay and at penal jurisdictions.  These changes include an allotment of local districts with stringent isolation of PLWHA, instances in which a colony’s staff did not want to work because of a fear that they would be infected, separate groups of HIV-infected individuals with the opportunity to use the public infrastructure institutions (Bath-house, dining rooms, clubs, gyms), and instances of prisoners eventually living together.
The attempts to isolate HIV-infected prisoners at local districts were accompanied with the infringement of active legislation because they had prisoners that were convicted to stay at high and minimum security regime prisons at the same time.  Local districts were usually situated on territories where hospitals of corresponding punishment execution controls were situated.  Bans against movement and contacts with other prisoners led to discrimination towards HIV-infected individuals by other prisoners as well as the staff.  In particular, it was impossible for HIV-infected individuals to visit bath houses, clubs, and gyms in some prisons.  As the number of HIV-infected prisoners increased at colonies, administrations had to expand the local districts and create groups of HIV-positives.  This made visits to dining rooms, bath houses, and shops accessible to individuals infected by HIV, although these visits were still regulated.  A fear of HIV-infection created comical situations.  For example, HIV-positives were not allowed to visit a gym out of fear that infections would spread through contaminated apparatuses, and the nails of cats living in prisons were cut.
Informational work with staff and prisoners at institutions of confinement provided a denial of discriminating acts against HIV-infected prisoners.  The role and impact in bringing about changes of the international humanitarian organization “Medecins sans frontiers” and its successors “AIDS-foundation East-West,” “Health protection at penal-executive systems in Russia,” and regional funds cannot be overemphasized.  Unique educational programs for prisoners, medical workers, and the staff of the penal-executive system were developed with the help of the staff and prisoners at penal systems.  Also, training seminars were conducted for the staff and prisoners with the purpose of removing psychological stress and aggressiveness, discrimination demonstrated in relations between staff and HIV-infected drug addicted prisoners.  The result of the trainings was an increased level of knowledge among prisoners regarding the subject of health care in the prisons and the creation of a group of active prisoners who maintain a relationship with the Fund and were wiling to conduct prevention work in prisons.  The direction of the penal system formed the proper conclusion that it is meaningless to isolate HIV-infected prisoners at local districts.  Rather, it is necessary to create a system of separate living quarters in which all the social infrastructures are easily accessible to HIV-infected prisoners.  It is significant that in some regions there have been instances in which HIV-infected prisoners lived with others in the prison.  Some favored the application of this remedy.  However, opponents of such a method argue in favor of their position that isolation will help HIV-infected prisoners themselves since it would decrease the amount of discrimination they face from other prisoners, while, at the same time, protect HIV-infected individuals from sicknesses that could aggravate the active condition of their HIV-infection.
Such a method was associated with the treatment of HIV-infected individuals like the sick among healthy people.  This was not a critical problem for the colonies before a large amount of HIV-infected individuals with clinical manifestation of immunodeficiency appeared at the colony.  On the whole, the administration of colonies and the medical departments were disposed to treat HIV-positives as healthy people.  At the same time, they sometimes forget the harm that can be caused to the immune system of PLWHA from the banal catching of a cold that were a common occurrence under the living conditions in some of the colonies (cold, draughts, not enough food).
At the beginning of their work with HIV-positive drug addicts, the penal executive system was unwilling to admit the presence of a main factor that would lead to the spread of the HIV/AIDS epidemic in colonies, or, in the alternative, only officially admitted extraordinary cases of drugs being brought into the colonies.  However, prisoners were using drugs and sharing the instruments commonly.  It is obvious that the increase in homosexual contacts between prisoners without condoms and the practice of tattooing without sterile instruments, as well as the basic hygiene and sanitary conditions (absence of high effective and comfortable disinfectant solutions and a lack of shaving accessories), increased the risk of HIV-infection spreading among prisoners.  There is indirect, comparative data about the rate of syphilis and hepatitis B sickness among the civilian population and people who are in prison.  The sickness rate among prisoners at jail-type institutions of the Department of Justice in the Russian Federation all over the Penza region was 6-10 times higher in 1996-1999 than the rate among inhabitants of the Penza region.
There was a lot of data that proved that drugs are still easy to access even under stringent measures conducted by the colony’s administrators.  By questioning participants of the harm reduction programs, it was learned that 40% of drug users have been to institutions of confinement at least once and that 37% of these had an experience with injection drugs at the colonies.  Taking this into consideration, specialists suggested basic actions that could stop HIV/AIDS from spreading at the penal systems.  These are: providing prisoners with condoms and disinfectant solutions, as well as providing medical departments at colonies with single-use medical instruments.  An application of this set of prophylactic actions become possible after HIV-infection outbreaks occurred among prisoners in some Russian colonies.

However, absent the provision of free sterile instruments to prisoners, the HIV may still spread among prisoners in colonies, even with the good level of knowledge.  The measures that were undertaken by the administration in order to limit the epidemic by providing prisoners with chlorine-containing solutions and with condoms in the rooms of a prolonged date may be ineffective.  If prisoners (usually stewards of groups) are not trained to make disinfectant solutions, or if chloride of lime is used for disinfectant actions, which is very difficult to make and use, this might make all actions ineffective.  Just as serious are the existing stereotypes among teens in regards to the use of condoms among prisoners.
The following tasks are being implemented at many penitentiary institutions to prevent any negative consequences:


-Increasing the level of acknowledgement among prisoners and the staff of penal jurisdictions in regards to the epidemiology and HIV/AIDS prevention, as well as the rehabilitation of drug addiction;

-Expanding activities directed towards reducing harm from non-medical use of drugs at penitentiary institutions (accessibility of chlorinated solution and condoms, providing prisoners with sterile instruments at medical departments);


-Prevention and rehabilitation programs for drug addicts and PLWHA, self-help groups established by drug addicts and PLWHA supported by the staff of penal jurisdictions;


-Providing a succession of work on reducing harm “in freedom” at penal jurisdictions;


-Providing informational support to conducted actions in the project and the participants through the use of the mass media.

As experience demonstrates, proper application of this set of prophylactic actions may bring about noticeable results.  From the beginning of the prevention actions that were conducted in the Penza region with the support of the “Open Society” institute, it became possible to decrease the rate of hepatitis B among prisoners at colonies from 5,294 in 2000 to 159 in 2003.  At the same time, there is still an important problem with the possibility of transmitting the disease sexually inside the colonies.  Thus, a morbidity rate of syphilis among prisoners in 1996 was 5,324 of 100,000 and in 2003 it was 729 of 100,000.
In spite of the obvious results obtained from the complex prevention actions at institutions of punishment execution, the Russian penal system has an evident prejudice against such an important and effective method of HIV/AIDS prophylactic, needle exchange for convicted drug users.  With conditions of widespread and legislative support of these programs “at freedom,” a denial of providing prisoners with sterile instruments may be considered a violation of their rights.

As far the epidemic developed and HIV/AIDS infection progressed, the penal system began to face the necessity of providing medical aid to HIV-positive prisoners.  
At the first stage of the epidemic development, the heads the penal system had to solve problems regarding HIV/AIDS examinations of convicts by creating laboratories of serodiagnosis (because “civil” health care expected to be paid for work done for “another” department).
The misunderstanding among heads of the “civil” health care that the prisoners are part of society is still an important problem that influences the health of prisoners.  Problems with the medical treatment of HIV-infected prisoners became relevant with the unavoidable deterioration of their health.  These problems primarily involved providing specific treatment and preventing opportunistic infections.
There are still not enough specialists working in preventative work and medical care for HIV-positives at institutions of punishment execution.  There are not satisfactory conditions for conducting full laboratory examinations of a prisoner’s immune status.  Without such an examination, the deterioration of the health of an HIV-positive cannot be revealed in the early stages.  Particularized services of the struggle against AIDS (centers of prevention and the fight against AIDS and other infections), in conditions of the epidemic’s development, appear to be unable to support the medical service in the penal service with consultation help or by conducting tests in the laboratories.  The problems of medical provisions for rendering medical care the PLWHA and the lack of regular check-ups were very bad at institutions of penal services (dates for observing HIV-positives are not followed, medical treatment is a minimum, medical treatment available “at freedom” is not accessible).  The purpose of these check-ups is to reveal the progression of the sickness early and to provide appropriate treatment.  The medical care service in the criminal-executive system is still not receiving the necessary support from “civil” health care.  The latter supports their lack of support by claiming that “most of PLWHA at colonies are citizens of other regions.”  As a result, finances are not allocated for this work.  The business of providing health care to prisoners is now under the jurisdiction of the Department of Justice in the RF, not the Department of Public Health.

All of these problems affect the health of HIV-positive prisoners.  According to the opinion of the academician V.V. Pokrovskiy, “A stay at places of punishment executions usually accelerates the development of the disease and the transition from HIV to AIDS.  The average lifetime duration of sick people at this stage of the disease, without appropriate medical treatment, is one year.  To specify a prognosis for the disease, data regarding the clinical stage of the patient are needed and the dynamic observation of the number of CD-4 lymphocytes and the concentration of the virus in the blood are also recommended” (from an answer to an inquiry of a prisoner’s parents, No.23/01 27.04.01)
At the same time, health care services in regions are not inclined to review tests regarding the immune status of prisoners with an analysis of life necessity, and thus although solving the question of treatment, it is oriented primarily on clinical data.  There are not enough resources in most regions to require contemporary treatment for HIV-positives by ARV-therapy.  At institutions of the penal system, there is not a single word uttered regarding ARV-therapy for prisoners.  In addition, there are no specialists that could prescribe and control such treatment.  Further, there are no laboratory equipment to allow for research that would help provide timely treatments and monitoring for any needed corrections.
The directors of Control of Penal Execution medical services are forced to sign agreements with the directors of the centers of the fight against AIDS.  In these agreements, the problems of providing medical treatment to prisoners are made dependent on the financial capabilities of AIDS-Centers and the institutions of the penal system.  It is not surprising that under such conditions HIV-infected prisoners “skip” from the HIV-infection stage, in which they are considered to be “healthy” in some colonies, to a stage of AIDS within only a couple of months.
All this begins to create dissatisfaction among the prisoners in regards to the quality of their medical treatment and attracts the attention of representatives of public organizations to the problems faced by convicted HIV-infected individuals.  In order to appeal to the General Office of the Public Prosecutor in the Russian Feeration, V.A. Bychkov, the deputy of the municipal Duma and the leader of the remedial organization “For Human Rights” (Penza), was instructed to lead additional tests in the center of Penza for prophylactics and for the struggle against AIDS in the federal law “prevention of HIV-infection spreading in the Russian Federation among prisoners within penal institutions.”
From checking the materials that follow, it was learned that since 2002 five HIV-infected prisoners died at institutions of the criminal-executive system.  Two of these deaths were from septic pneumonia and one was from sepsis.  Nevertheless, as we can see from materials of pervious check-ups, doctors did not notice any connection between the prisoners’ deaths and HIV-infections.
Prisoners who were HIV-positive first appeared at Penza’s colonies during the second half of the 1990’s.  Immune research for a special contingent have been conducted since October 2003 (after which human rights activists became interested in this question).  By April 20, 2004, more than 47 tests of immune status were conducted free of charge for the prisoners.  As we can see from the answer that came from the Office of the Public Prosecutor: “This examination is not vitally important because it is not prophylactic or a treatment measures.  Rather, this just provides extra information to the doctor about the stage of the disease.”  According to the data of the ЯК 7/5 institution, there are 133 prisoners that are at the 2B stage and 16 that are in the 2C stage.  There are no prisoners at the 3A stage.
However, by the evidence of the Office of the Public Proseuctor, the last prisoner who died because of purulent bronchopneumonia had been serving his punishment at criminal executive establishment ЯК 7/5 since July 3, 2002 and was regularly treated by doctors at the local hospital.  This prisoner was examined by an AIDS-Center specialists just once on March 17, 2004 and was diagnosed with “HIV-infection at 3A stage.”  The patients’ treatment admitted to be “not contradictory to the patient’s condition at any of his behavior stages.”

In so far as that diagnosis and the heaviness of the disease became a reason for the release of the prison, a special medical commission produced a special certificate to the law-court on April 13, 2004.  However, the “law court rejected the claim to discharge the convict from any further punishment because the medical certificate was incorrectly filled out and an infringement of the representation for a pre-term discharge order.  The patient died on April 20, 2004 in the prison.
The office of the Public Prosecutor in the Penza region did not find any reason to take any prosecutorial measures as a result of the failure to follow the rules regarding regular medical check-ups for HIV-infected individuals established by the law and order of the MH RF, as well as the regulations of an agreement on interaction between the AIDS-Center and the medical service of the criminal-executive Department of Justice RF in the Penza region.  At the same time, according to the opinion of experts from the Human Rights Institute, this agreement is in contradiction to the Constitution and Federal Law of the RF.  However, this is not surprising because the Office of the Public Prosecutor attracts representatives from the organizations interested in taking part in such checks as experts.  The execution of the RF Law and orders of the MH RF depends on these experts.
All of the information cited above confirms that the rights of HIV-infected prisoners have been infringed at penal systems in the Russian Federation.  In addition, it confirms the absence of interaction between “civil” and “prison” health care.

It is also important to note that in the penal system, the accessibility to the health care staff for such a closed group as drug addicts is not a major problem.  It somewhat alleviates the problem regarding adherence to treatment for HIV-positive prisoners.  The important issue of the day is providing ARV-therapy to HIV-positive drug addicted citizens.
There will be changes, if they just stop stealing.

From polls conducted by MHG coordinators

Saint-Petersburg – A. Tsechanovich, director of the fund “humanitarian action”

There was a two-year training project among Chief Department of Penalty Execution (GUIN) staff regarding the problems of HIV.  There were positive results.  According to some data, it was like “ripples in the water” and the trainings were not futile for those working at health care structures of GUIN.  Trainings were also conducted among prisoners at the colonies.  We left our contact information, and after people left the colonies, they came to us for help and received aid from our self-support groups.

 However, truthfully, there are results that show that GUIN is a failure.  However, there have been advance in the last one and a half years.  It is not necessary to isolate HIV-infected prisoners anymore because there is now an understanding about the sense of absence that is felt in such isolation.  These prisoners are also able to receive some medicine.  At “Kresty” (an investigation jail), bars were removed from the cells for all HIV-infected prisoners so that they can breath the air.  However, there are still not enough means.  It is not a secret to anyone that a lot of funds are being stolen.  The superior director steals and the director of the medical department steals until the limit.
“They evict me to a penalty cell regularly.”

From a letter to the Moscow Helsinki Group
A letter from Panifilov S.I.:

I have been infected with HIV since 2000.  Currently, my illnesses is at a stage known as latent and treatment free.  I have also had a related infection, (diagnosis is МБТ(-) 1А ГДУ) since 2002.  Doctors from the colony establishment that diagnosed my disease have confirmed that tuberculosis is the main disease.  Everything is contrary to this and I do not agree with the doctors.  Since July 2004 I have been constantly in a penal cell (moment to date at PCT – place of prison cell type).
I am evicted to a penal cell with the explanation that it is “for a middle of the day nap.”  According to my health status, I cannot stand on my feet all day long and there is no time for sleep in my schedule even after I take strong and effective medicine against tuberculosis.  According to the law, sanctions such as an eviction to a penal cell cannot be applied for longer than fifteen days.  I used to remain in the penal cell for thirty, or even seventy days, without leaving.  Resolutions of extension were brought to me in the isolator.

I, as well as other invalids, have permanent problems with the food, according to the 7B standard.  We are not acquainted with acts and orders “about food norms,” even though the administration is obligated to do this.

I have been convicted by a law-court for a certain period of time, but I am not deprived of my civil rights.  As a result of this, the state is required to provide me social aids because I am a sick person and am unable to work at prison or support myself financially.

I am asking for an explanation of my rights.  This is what the administration does not want to do.  If possible, please send me the appropriate legislative standards.
Doctors do not provide medical help to HIV-positives under different pretexts.  Drug use among those living with HIV.
The author of this article – Natalia Dolzhanskaya

The results of the inquiry conducted among 58 HIV-infected individuals (39 men and 19 women) in many Russian cities (Moscow, Saint Petersburg, Nizhniy Novgorod, Voronezh, Kazan, Penza, Tomsk) from May until July 2004, determined that among drug users:
-35% were examined for HIV the first time by the directive of a medical establishment.  In 33% of these cases, the blood was tested for HIV without preliminary notification to the patient.

-26% initiated the examination themselves as a result of risky drug behavior.  14% initiated the examination because of risky sexual behavior.

-7% took the HIV examination in response to a relative’s advice or to receive certain certificated, one individual took it in order to receive a residency permit.  One woman took the HIV examination because her husband appeared to be infected with HIV.
The HIV examinations were usually conducted at the AIDS Center (27 people, 47%), at area health clinics (19 people, 33%), or at anonymous HIV examination stations (8 people, 14%).  52 of the 58 individuals were examined for free (90%) and 6 of the 58 had to pay for the test (10%).

Most of the respondents had after-test consultation conducted by a general therapist (59%), although 9 people (16%) had such consultation by a psychologist.  In rare circumstances, these consultations were provided by infection disease doctors, laboratory assistants, and social workers.
A result of the HIV examination, as a rule, was conveyed to the respondents by doctors (47%), by an infection disease doctor (40%), or by a psychologist (9%).  Most of the respondents (97%) received the results of the test during a private conversation.

62% of the respondents received private HIV results.  However, in 16% of the cases, relatives were told about the HIV-positive result and in six cases other medical workers knew about the diagnosis.  Most often the information was provided to others by the respondent themselves (10%) or by doctors and other medical workers (7%) who should have kept such information secret.

16 drug users (28%) did not receive an explanation of the HIV-test result, whereas 40 respondents (69%) were consulted in detail after receiving a positive HIV-test result.  However, during more detailed questioning, clarifications of information were provided while the respondents were being informed about the HIV-positive test results.
Questions regarding life duration with HIV-infection were most often discussed with the respondents.  8 individuals said that they were taught skills regarding healthy lifestyle, safe sexual practices, and drug usage behavior.  Some individuals were told about factors that have a negative influence on their health and accelerate the development of the disease, the prognosis, and possible preventative measures they could take for themselves and their surroundings.  Some of these individuals were advised to have a second examination.

Three respondents were assured that if they observe certain rules, they would be able to have an average lifestyle with a full-fledged family and kids while living until an old age.

Only 51% of respondents were informed of their rights and obligations in regards to their HIV-positive status.  The rest of the respondents did not know anything about these facts, although 47 respondents signed corresponding documents related to the responsibilities of the HIV-infected individual.  Respondents received information regarding their rights primarily from doctors (34%), other HIV-infected individuals (24%), from social workers (14%) and from outreach workers (10%).
Only 31 respondents (53%) knew about the right to receive medical help free of charge and only 22 people (44%) knew that they can receive medical treatment at any state medical prophylactic establishments.

Many patients were advised to disclose their HIV-positive status when they applied to any medical prophylactic establishment.

18 respondents (31%) had difficulties in getting medical help after receiving the HIV-positive diagnosis.  These difficulties most often involved surgical help (10%), dental health services (8%), and drug addiction health services (7%).  The services where HIV-infected individuals received a denial were stationary establishments (16%), area polyclinics (7%), and ambulance service (5%).
HIV-infected individuals usually were refused conduction of an examination at an oculist (Voronezh).  A denial of ultrasonic scanning was received in Tomsk and patients were refused urgent surgical health services in Saint Petersburg and Nizhniy Novgorod.

A patient from Tomsk was offered to pay for all services and one use instruments in the dental health service.  It was suggested to once patient from Voronezh that he receive dental services only at AIDS Centers, and on patient Kazan was told that she must receive gynecological services there.
A municipal narcological dispensary in Tomsk does not provide any service to HIV-infected patients.

A patient, who was in Tomsk at ИК-1, was deprived of the ability to have regular examinations (twice a year) on HIV at the AIDS-Centers.  They refused to hospitalize him under the pretense that he should be transferred to the infections hospital (in Saint Petersburg).  He was subsequently discharged from the hospital (in Voronezh).

The hospitals in Nizhniy Novgorod used different excuses to try to get rid of HIV-positives.  They analyzed the patient, attempted to prove there was no urgent surgical help required, and referred the patient to another hospital.  Using the excuse of the absence of an insurance policy, a surgical hospital tried to refuse to perform an urgent drain of abscess.  Besides this, there were such cases in Nizhniy Novgorod in which HIV-infected people were required to pay for consultations and medicine at common medical-prophylactic establishments.

19 respondents (33%) knew about the possibility of receiving ARV-therapy after HIV-infection diagnosis had been established.  6 people (10%) were refused treatment with ARV-therapy.  The reason given for the refusal of this therapy was an absence of medicine in the AIDS-Center (St. Petersburg).  In Mosow, they explained that a patient should wait for his turn and offered to pay for the ARV-therapy.  In Voronezh and St. Petersburg, they said that they would not provide the therapy to drug users.  In Tomsk and Penza some respondents had not even heard about such therapy.
38 respondents (66%) did not face any problems at work because of their HIV-infection.  However, in Tomsk, St. Petersburg, and Penza three people were discharged and one was politely asked to leave.

20 respondents (40%) stated that HIV-infection should be shown “at referral to a hospital.”  13 people think that they should disclose their infection during each visit to a doctor.  9 respondents (18%) are ready to inform their sexual partner.  8 people (16%) will not let anybody know.  Many of the respondents (7%) stated that they and their friends were not asked to show an HIV-infection certificate when they considered that such information might be needed.
The main difficulties and problems that appear at work and in families with relatives of HIV-infected individuals can be seen as the following:
-Limits in contacts with children (Moscow);

-Fear of acquaintances and an unwillingness of people to communicate with HIV-infected invalids (Tomsk);

-Physiological problems in a family and break up in relations (Voronezh, Nizhniy Novgorod);

-Necessity to share their trouble with people with whom they are close (Kazan);

-Refusal to provide necessary medical treatment to a child (Saint Petersburg);

-Shock because of the fact of the HIV-infection (Voronezh);

-A fear among parents regarding revealing the HIV-status of their child to relatives, neighbors, and others (Penza, Nizhniy Novgorod);

-Disability (Nizhniy Novgorod);

-Discrimination and scornful treatment, as well as an unwillingness to communicate with members of the HIV-infected individual’s family (Nizhniy Novgorod);

-Fear of being exposed and an avoidance of addressing any of the official structures, medical institutions, or infection disease doctors (Nizhniy Novgorod)

Only a few of the respondents knew about the state’s guarantees for HIV-positive citizens.

-I did not know anything (Moscow, Voronezh).  I did not know about the free medical health care or about free trips to places of medical treatment (Tomsk, Voronezh).  I learned about the possibility of invalidism from an organization that supports PLWHA (Tomsk).  I did not know about normative documents that are available (Voronezh).  I did not know about the required confidentiality of the diagnosis (Penza).  I did not know about the free medical treatment for HIV-infected individuals (Nizhniy Novgorod).
The “Shagi” magazine, lectures by Human Rights protectors, and the Human Rights Declaration (St. Petersburg) are the main sources of information about the guarantees of the state.

The main information that is available for respondents.

Information for people about HIV prevention measures.  Free qualified services and specialized medical treatment.  Free medicine.  Social help.  Help with education and job placements.  Social protection of HIV-positive minors.  Social pension and benefits.  Facilities to treat invalid children.  Laws and regulations that provide detailed information are published in the appendix of the report.
Only four respondents (7%) have applied for legal assistance to public organizations (including programs of harm reduction).  Despite this, more than half of the respondents (PLWHA) noticed that they needed the support of public organizations.

66% of respondents are in need of legal assistance:
-Require social help – 62%;

-Require help with consultation on problems of criminal law – 60%;

-Require help regarding labor rights – 52%;

-Require consultations on housing issues – 50%;

-Require help with documents – 42%.

“I just knew that HIV/AIDS exists, but nothing else.”

From polls that were conducted by MHG coordinators.
Polls that were conducted among different types of people from at risk groups in Saint Petersburg revealed a lack of awareness among people about the problem.  Whether the individuals were medical workers or institutional officials, there is a lack of knowledge regarding human rights and a lack of faith in the guarantees of government.
We chose these forms among a number of others because they provide more detailed and since content.  We cite them in detail because they demonstrate the problems of people in each group at a high risk of HIV/AIDS (injection drug users, commercial sex workers, homosexuals, families living with HIV/AIDS).
The interviews were conducted on June 20, 2004.

The respondents are Irina (18 years old) and Albert (24 years old).  Both are injection drug users who are in remission.  They are volunteers of the self-help group Svecha.  Both received their diagnosis in 2001.

Information
Where did you learn about the problem of HIV-infection (before your diagnosis)?

Irina: Maybe on television. Nowhere else.

So you didn’t know anything about the problem?

Irina: No.

Albert: I knew only that HIV exists, but nothing else. Practically nothing.

Where can you receive consultation on HIV-infection problem?
Irina: At the AIDS-center and I think that different NCO funds that deal with this problem.

Which non-commercial organizations are in Saint-Petersburg?

Irina: Fund “Svecha”, “Humanitarian action”, and so on. “Piter-positive plus”, fund “Delo”.

Where and how do you get new information about HIV-infection problem: regarding new developments in medical treatment, physiological help, and all spectrums of benefits etc.?

Irina: from colleagues and from the Internet.

And what about newspapers or Mass Media?

Albert: no. Well, we can get this information because we work in this field and are always in them. However, if an ordinary HIV-infected person will try to find such information, where can he get it? He can receive it only if he goes to AIDS-center and gets registered there. That’s it.

What do you know about the government’s guarantees for HIV-infected people (Federal Law)? And what are the sources of these guarantees? 

Irina: Free medical treatment, job placement to practically any position, aside from medical staff and something else.  HIV-positives can also go to school with average kids, go to kindergarten, to work, and study at an institute. Thus, according to the law there shouldn’t be any division in rights.  Well this is not the reality at all.

What can you say about the level of knowledge regarding the HIV problem among non-medical state staff (educational system, employer, social services)?

Irina: I think that they are not informed at all. Cases of discrimination, for example, refusals in anything, occur because people do not know and because nobody informed them, not because they are mean people. 

Is there any psychological consultation service for HIV-positives?

Albert: it is really complicated to get any information about government’s services in this field. Individuals should go to AIDS-center and to read some notes on walls for half a day.

Are there any regional self-help groups for HIV-positives or services of peer consultation?

Irina: Self help groups do exist.  I know some of them and I believe that by now that this kind of group is the most effective in work with HIV-infected. That help is called “equal to equal” (peer).  They exist and do their job pretty effectively.

HIV-infection prevention programs

How do you evaluate the educational programs for preventing socially significant diseases (hepatitis, tuberculosis, HIV) in your region?

Albert: There are such programs, but their outcome is the question…

In other words you don’t know much about these programs?

Irina: The only thing I can say is that the number of infected grows every day.  Therefore, we can evaluate how effective these programs are.

Medical treatment

Is there both before and after consultations conducted during HIV-examinations?

Irina: I had my analysis at Botkin hospital.  They did not provide me with a before and after consultation.  Moreover, they discharged me from hospital in three days. All they said was that I needed to go to AIDS center and get registered there.

Albert: I went through the examination in region.  They did not say anything at all there.  They just said that diagnose is positive.  That is it.

How do you evaluate the level of training among the staff at the AIDS centers?

Irina: It depends. However, most of them are pretty good specialists. The psychiatrist is a very nice woman with a big length of service.  The specialist in skin and SWTD (sexual way transmitted diseases) is nice to.  However, it is never the same.  There are some really terrible ones. 

Albert: I think that there is a lack of specialists in AIDS-center. There are not special doctors in some fields at all, and those who are – are not enough.

What would you like to improve in AIDS Centers work?

Albert: I think it would be better if they would hire more specialists.

Irina: If they did this, there would be a choice. For instance, I have a conflict with two gynecologists. There are two of them only, and I am in a conflict with both of them (laughing). Of course, the staff should be enlarged. There’s no loringolog, no surgeon, and many other things are missing. So I have to go with a scandal to my domiciliary polyclinic. There, it depends on if they know about HIV-positive status.  If they learn about it, then some individuals there act normally and some put on an environmental suit or protective gloves and stay as far away as possible. That also happens.

Albert: Shortly speaking, if one compares the AIDS Center with something else, I would say it works pretty well. If you travel over 100 km away from the city, you will find nothing there. But, compared to a level of care as there should be - everything is really bad.

And what can be improved?

Irina: Increasing of financing.

What exactly for?

Irina: They could use more financing to buy a lot of free tests of a patient’s viral load, of immune status, to increase the number of staff, to hire more psychologists, to open an anonymous cabinet, to create a 24 hour helpline. I have many ideas. 

Albert: The finances could be used to buy a minimum amount of medicine, for example.

What kinds of medical help and at what types of institutions (dental clinics, antenatal clinic, dispensaries, polyclinics) are provided on joint bases?

Albert: If one is silent…
Irina: If one is silent, then it is alright.  But, if talks, you never know.

How do you evaluate the informational level about HIV-infection of medical workers’ at public medical institutions?

Irina: They are totally uninformed. The other day there was a situation in which a girl was at the dentist office. The dentist asked her if she has any diseases. The girl said no. So the doctor was working without gloves. This shows that you can say anything you want…And, if you admit that you have HIV, then most likely you will be denied treatment. Sometimes they ask for money. A doctor says that if he should risk more, then he should be more paid for that. 

Do you think that the expansion of institutions that are able to provide ARV-therapy is expedient?

Irina: I believe so, yes. It will pressure the authorities more.

Albert: I do not think so. If there are only 50 sets, and you are unable to divide them…The number of medicines should be expedient that is the point. If someday actual institutions are unable to handle this job, medicine and etc, then it could be needed, but not now…I do not think there is a point.

Would the creation of our own generics production be a solution to the problem?

Irina: Yes. At the beginning, it can be their registration, like in Ukraine. Well, in general, they could have reduced the price of brands by almost ten times. Nothing is impossible.  This kind of work can be done in Russia too. 

Albert: In general, everybody knows that there are some appropriate funds in Petersburg and that 20% of them are not being mastered. Even if there would be more money provided, this does not mean that they would be properly spent.

On what conditions is ARV-therapy being provided? (Medical indexes, registration, etc.)

Irina: There is a commission with doctors from the Botkin’s hospital and AIDS-center.  If one’s state of health becomes worse... Actually, according to World Health Organization, the therapy should be prescribed when one’s immune status goes down to 200 - 300. But, when our immune Status falls lower then 300-200, there is still no talk about therapy. Lower then 200 – then it is just a possibility that it will pass a commission. There are lots of people who have 5, 10 cells, and are not receiving therapy.  Rather, they are being sent to commission. This commission is also visual, and they are able to prescribe therapy or not.  Regulations do not matter. 

And is it a commission of “social perspective”?

Irina: For sure. This commission defines exactly this notorious “social perspective”. They declare whether an individual is “socially unpromising.”  However, I just do not understand the meaning of this expression.  It is so strange.  They determine that the person will not receive any treatment so he will just die. 

So is this notorious “social perspective” being determined by doctors?

Irina: Yes and no.  The doctors are bad, but they have 25 people and just 1 set of therapy.  They have to choose to whom they will give it. Of course all of this as visual, and in my opinion, violates human rights.

What are the criteria of excluding HIV-positives from the number of people who get ARV-therapy? (Formal and non-formal)

Albert: There are some. An active drug user - definitely. Even if you are an ex-IDU, then the remission should not be less then a year. I also heard that one man (he is 25 years old) received a denial for the therapy because he is in not married with his girlfriend. 

Discrimination

What are the main reasons for discrimination in your opinion? 

Irina: Discrimination occurs because of bad awareness. I mean, people do not know and thus they continue to be afraid. If I did not know, I would be afraid too. 

Albert: If some doctors do not have information then what can I say about common people…

What should be done in the first place to improve the position of HIV-positives?

Irina: I think that the information should be provided in mass media first of all. Then trainings should be conducted with doctors at polyclinics, and antenatal clinics.  Somebody should converse with them. 

And why doesn’t the government take any obvious steps, for example presenting the information in mass media? What is your opinion?

Albert: Well, this is the government’s traditional attitude. It is profitable for them to keep silence according to rates of the problem.

Do NCOs do anything to solve this problem?
Irina: We shoot subjects, in cooperation with NTV and with “Komersant”. We make social advertisements.

Thank you.
Interview was conducted on June 27, 2004

Respondent is Olga (19 years old), a commercial sex worker.  The acquaintance happened through a self-help group.  She received the diagnosis in 2003.

Information
Where did learn about the problems of HIV-infection (before your diagnosis)?

-What did I know exactly? Nothing.

Where can you receive a consultation on the HIV-infection problem?
-I came here to the group and they told me a lot.  Then I talked to girls here in the group, and they share information they learned from other organizations. 

What do you know about the government’s guarantees for HIV-infected people (Federal Law)? And what are the sources?

-I know nothing about this.
HIV-infection prevention programs 

How do you evaluate the educational programs for the prevention of socially significant diseases (hepatitis, tuberculosis, HIV) in your region?

-I don’t know. Probably it is good that some organizations are conducting this work.  This group, and the bus they have, I learned everything from the bus, and came here then.

And whose bus is it?

-Doctors of the world.

And what about state programs - in newspapers, on a television?

-I don’t know. I have never seen any.

Medical treatment

What kind of medical treatment for HIV-positives is being conducted in AIDS centers? Which ones are for free and which ones require payment?

-Well, you can visit a doctor, but I do not go there anyways.

Why?


-I don’t know. I just do not want to go there.

Discrimination

What are the main reasons for discrimination in your opinion? Why does society treat HIV-positives so badly? Where do the problems come from?

-Maybe discrimination exists because people do not know how the disease is transmitted.  Maybe they think that the disease very infectious and that everyone dies immediately or becomes ugly (laughing). Or, maybe they are really afraid to get sick themselves, and that is why they do not want to communicate.

What should be done in the first place to provide improvement for HIV-positives position?

-Cheap medicine should be provided. That is the main thing.

Social assistance to HIV-infected

Do you know any specific examples when HIV-infected were not granted benefits or the government’s guaranties were not completed? Tell us in details. What is it connected with, in your opinion?

-This might be because of people think that the sick ones are all drug users or prostitutes or gays. And maybe people think that they deserve this disease, and that it is just punishment.

Thank you.

Interview was taken 11.06.04

Respondents are Alexander (27 years old) and Maxim (23 years old).  Both are homosexuals. They received their diagnosis at the same time because they were living together in 2002. They are not involved in any projects of harm reduction.

Information

Where did you learn about the HIV-infection problem (before diagnosis)?

M.: I read an article once.  I do not remember where it was, but there was some information about AIDS, but very little. Now that I know more, I could probably write a better article than it was. Nowhere else. 

Where and how do you get new information about the HIV-infection problem: new developments in medical treatment, physiological help, all spectrums of benefits etc.?

M.: We do not receive one.  We find such information on the Internet. Sometimes you come to a website accidentally and you probably can find out more, if you need to.

A.: There are booklets from different organizations in the AIDS Center, and you could find information there if you apply to an organization. They can tell you a lot there.

What do you know about the government’s guarantees for HIV-infected people (Federal Law)? And what are the sources? 

M.: Well, I know about treatment and that you can be examined at AIDS center. I do not know anything else.

A.: I have seen these laws once and there were lots of things there, like free medical treatment, and about anonymity, about guaranteed rights. But there is no sense in it, you know, this is not being realized anyway. 

What can you say about the level of knowledge regarding the HIV problem among non-medical state staff (educational system, employer, social services)?

M.: Nobody knows anything. You know, we try not to open the status, because we understand that nobody knows anything and that is why they remain afraid. They know nothing about how the disease is transmitted, how it occurs.  I think that if they knew, they would treat people differently. I think they would fire me, if I said I was infected with HIV (Maxim works as a system administrator).

A.: There is a very low level of knowledge.  I can say that. Even when my parents learned about my diagnosis, they did not let me come to their house.  I had to explain everything to them.  However, they did not believe me. So what can I say about others.

Is there any “hot line” or “helpline” in the region, where one can call about questions considering HIV?

M.: I don’t know anything about this.

What has to be improved in work of “hot line” and “helpline”?

Both: There is nothing known about their work.

Are there any regional self help groups for HIV-positives or services of peer consultation?

A.: Yes.  I know one group like this.  It is in the AIDS Center.  They gave me a booklet there when we were there once, but we never show up there again.

M.: I did not like it there.  It was pretty boring. The guys seem to be good, but there are some drug users and everything.

HIV-infection prevention program
How do you evaluate the educational programs for preventing socially significant diseases (hepatitis, tuberculosis, HIV) in your region?

M.: In my opinion, it is disgusting. It is nothing but posters in the AIDS center, and nobody knows anything more, as for AIDS at least. I understand this really well.  I did not know myself that such a problem exists. 

And do you know how many HIV-positives are in Saint-Petersburg now?

M.: I do not know.  Maybe ten thousand…

Medical treatment

What kind of medical treatment for HIV-positives is being conducted in AIDS centers? Which ones are free bases and which ones require you to pay?
M.: The examination requires payment.  Maybe there is one for free, but there are queues. Doctors are there. Maybe they treat somebody medically there, and there might be some medicines for ARV. But I do not know exactly.

What would you like to improve in AIDS Centers work?

M.: If there is any medical treatment, then it should be more accessible, shouldn’t it?

What kinds of medical help and at what institutions (dental clinics, antenatal clinic, dispensaries, polyclinics) are provided on joint bases?

M.: Any.

A.: Until you tell about yourself (both are laughing).

 Which institutions provide ARV-therapy in you region?

M.: AIDS Center does, but that is only a little.

A.: I can say that there are no such institutions.

Do you think that the expansion of institutions that could provide an ARV-therapy is expedient?

A.: You know, there is no reason for doing this until there are not enough of medicines. It is a strange question.

What kinds of problems arise in providing injection drug users with ARV therapy?

A.: For drug users? Well, I think they get nothing at all.  Normal people do not receive enough treatment here, so I think drug users should not be here in the first place. 

Discrimination

A.: As I said already, my parents did not let me come to their house.  I think that it is the biggest discrimination. I think if you tell people that you are infected you will always facie problems and you cannot do anything about it. We decided that it is better simply not to tell. 

What are the main reasons for the discrimination in your opinion?

A.: In general, our people are really wild. Nobody knows anything. That is why there are problems…

What should be done in first place to improve the position of HIV-positives?

A.: Maybe more information. On television or in newspapers. This would allow people to stop fearing and just know what they should do and what is forbidden. The information should be given correctly, not like I saw once in a polyclinic: “AIDS is death”. Death with a scythe…

M.: (laughing)

Social assistance of HIV-infected

Do you know of any specific examples when HIV-infected were not granted their benefits or government’s guaranties were not completed? Tell in details. What is it connected with this, in your opinion?

Both: No, we do not know anything. And what are the benefits?

What kinds of problems are there with providing an out of order habitation to families with an HIV-positive child?

M.: I do not know.  This is irrelevant (laughing).

What extra benefits are being provided for HIV-positives and members of their families in your region, besides the ones guaranteed by the Federal law? (Asset 18 p2)

M.: I do not know.

A.: There are some maybe. But how would you know about them?

Thank you.

Interview was conducted on May 28, 2004
Respondents are Andrei (26 years old) and Alina (24 years old) both are HIV-positive, and live together, and are raising a child. The child is HIV- negative (7months). Elena got the diagnosis in 2001, Andrei in 2002. They got acquainted at the self help group. They have lived together for almost 2 years. Alina agreed to answer the questions with Andrei close by. 

Information

Where did you learn about the HIV-infection problem (before diagnosis)?

-Well there was no information. I just knew something. I knew that the disease transmits through coitus and through a syringe, spoons and staff. And my mom persuaded me to pass the examination.  I was using injection drugs at that time, and she knew about it. She advised me to go to AIDS Center and I went there. That's it…

Where can you receive a consultation on HIV-infection problem?
-There are lots of places where you can get information. In the main, those organizations like fund “humanitarian action,” “world’s doctors,” and then I came to the group, and you can learn everything you want here.

What about the state institutions?

-In AIDS Center you can find information.  There are lots of posters on stands, booklets and then there are specialists, they can tell everything. As a matter of principle, I think…in case of necessity, you can find much on the Internet, even in Russian language.

Where and how can you get new information about the HIV-infection problem: new developments in medical treatment, physiological help, all spectrums of benefits etc.?

- I was told a lot at the group. And I can search in the Internet for more information.

What can you say about the level of knowledge regarding the HIV problem among non-medical state establishment staff (educational system, employer, social services)?

-I think they do not know anything. There is just no place to find out from.  This is from my own experience. It would be nice if there were newspapers or a TV program, so that everybody who wants to know could see how it is for real, and would not be afraid of us any more.

Are there any regional self help groups for HIV-positives or services of peer consultation?

-Yes there are lots of groups. Well, Andrei and I got acquainted at one such group.  Sometimes we still go there, but pretty seldom, only if my mom can watch our child. It is nice there.  Guys communicate and meet besides the group, and some times they go for a picnic to a forest. It is a very nice thing and I think that there are some more groups like this all around the city. 

HIV-infection prevention program
How do you evaluate the educational programs for prevention of socially significant diseases (hepatitis, tuberculosis, HIV) in your region?

- I think that there is nothing good going on at all, why HIV should be in exclusion?

What is being done exactly on the organization and realization of prevention measures in vulnerable groups? (Injection drug users, CSW and so on)?

-I do not know.

Medical treatment

Is there before and after consulting being conducted during HIV-examinations?

- No, I did not have any consulting. And Andrei did not have one either.

What kinds of medical treatment for HIV-positives are being conducted in AIDS centers? Which ones are free and which ones require payment?

- Well here the ARV-therapy should be the main medical help, and that is exactly what is absent. But what is good in AIDS Center is that you can visit a doctor and should not have to prove to him that you are not a camel.  He already knows.  That is why it is easier. But it is just that there are big queues for instance, you cannot get to gynecologist at all.

What would you like to improve in AIDS Centers work?

- More doctors and provide therapy not only for 200 people in a city annually, but for more, for everyone who’s in need and is able to receive it. But I can understand that this is impossible. 
What kinds of medical help and at what institutions (dental clinics, antenatal clinics, dispensaries, polyclinics) are provided on joint bases?

- All kinds should be, as far as I understand. But lots of people just will not admit that they are positive.  This is why works badly, I think. This is a situation in which all conditions should be observed carefully.

How do you evaluate medical stuffs’ informational level about HIV-infection at public medical institutions?

- Well, I myself never faced such problem, but I pay for treatment.  My mom helps me. But, I know that even some kind of “wildness” happens, and sometimes they will not even look, because are afraid to get sick. Still, I think that they know a little, even doctors. 

Do you think the expansion of institutions that could provide an ARV-therapy is expedient?

- I do not know. I have no idea. That would probably be good, but from the other hand if there is not enough medication then what is it for?

What are the criteria of exclusion of HIV-positives from a number of people who get ARV-therapy? (Formal and non-formal)

- There are lots of them. What I know for sure is that if a drug addict is using at the current time then he will not receive treatment. Also, there are many things they look at for example, family status, and biography.  Only after this do they decide whether to provide treatment. As far as I understand there are no legal criteria to determine who is better and who is worse.  There cannot be such criteria, can there?

Discrimination
- The main thing is that there is no ARV- treatment. It is the main discrimination, isn’t it? And the thing with our Human Rights is the same as with everyone else.  The difference is just in that we may die because the government does not have money for us. That is the main discrimination, I think.

I know incidents where an individual will not be hired.  Once, a guy was refused an operation.  He most likely died because of this. In a year, we will need to place our child into kindergarten. They will ask us for a medical certificate, so we will probably face problems there. 

I know some instances when people were not employed, and also some were refused in surgery, and as far as I remember that person died because of that. We need to place our daughter Marinka in kindergarten soon. They will surely ask for a certificate. So there is going to be a problem.
Could you please tell whether there were any cases when you or your acquaintances were asked to show a certificate, when you weren’t expecting it? (At job placement, buying a place in a tourist group, pool subscription etc)?

- I have not faced any such problems, but I have heard about them a lot. Sometimes they ask for the certificate during job placement.  I have heard such things. 

What are the main reasons for the discrimination in your opinion?

- This is the way our society is. When were the times in which weak individuals were remembered and protected? I am not speaking about myself now.  You should look at veterans of the blockade, is their life easy? When an old retired lady is digging in garbage, isn’t it discrimination? 

What should be done in the first place to improve HIV-positives position?

- Medicines are needed. I have heard that in Ukraine and in India, for example, that everybody is provided with therapy, and everybody gets it, even for free some times.  However, when such therapy requires payment, it is much less than the $10,000 per year that we have to pay. It is many times less then here. But it is probably impossible here.
Social assistance for HIV-infected

Do you know of any specific examples when HIV-infected were not provided benefits or the government’s guaranties were not completed? Tell in details. What is it connected with, in your opinion?

- Besides, medical treatment fist of all. It is guaranteed by the government for free, isn’t it? What can I say here if people keep dying? 

What kinds of problems are there with providing an out of order habitation to families with an HIV-positive child?

-Well this is about citizens that are in a queue. There is no sense in it. My grandma has been in this queue for 20 years already. And the line is not getting shorter. And she is a veteran of blockade – in the most benefited category.   The line is not moving so there is no difference if you are thousandth in it or millionth.

What extra benefits are being provided for HIV-positives and members of their families in your region, besides the ones guaranteed by the Federal law? (Asset 18 p2)

- I think there are none.

Thank you.
Legal Regulation in the Sphere of HIV/AIDS

(The regional experience in light of federal legislation)

Author of the article – Lev Levinson
I. Constitutional guarantees

Article 7 of the RF constitution proclaims that the Russian Federation is a social government that has a policy directed towards work on conditions that protect the obtainment of life and the free development of the individual.  In the Russian Federation this protects the health of people, state support protects the family, maternity, paternity, and childhood.  Guaranteed state protections are established for social aspects.  Article 41 of the constitution guarantees each individual the right to the protection of health and medical help.  By this citizens of Russia have the constitutional right to be provided medical help for free in state and municipal institutions of public health at the expense of suitable remedies from the budget, having insured against payments of other joinings.  In the Russian Federation federal programs of protection and reinforcing the health of the population have been financed and work has been encouraged.  This has assisted the strengthening of people’s health.  Rights and freedoms are able to be limited only with federal laws and exclusively in constitutional significant goals.  Symbolically, in article 55 of the constitution, including the goals of protecting health are the rights and interesting laws of other people.  Article 19 of the constitution consolidated the principles of non-discrimination, equality of rights and freedoms of people independent from different circumstances, i.e., including the state of health of that presence or of a different illness.
Such a constitutional frame ensures that legal regulations must be fulfilled that are related to the problems connected with the status and illness of AIDS by laws, duties, and responsibilities for HIV-infected individuals.
In harmony with article 15 of the RF constitution, the universally recognized principles and norms of international law and international agreements served as compound department for the RF’s legal system.  To such, besides the ratification of agreements by Russia (pacts, conventions, charters), documents are written, accepting the global and regional intergovernmental organizations (OOH, advice of Europe), to which all have the possibility of accepting, and global organizations that obtain international declarations, such as the organization of worldwide public health.
Currently in the standard of international law a strong corpus of documents has been drawn up that state the essential character (it concerns the ratification of treaties and agreements, legal decisions, establishing precedent for the state, recognizing the law of European courts for the rights of people) and recommendations for frame of government.  Lastly, also putting together a legal department in Russia, must serve by reference points for building a national policy and the production of internal legal norms.
In the sphere concerning the problem of HIV/AIDS, it is possible to name the following international documents:

1. International pact about economic, social, and cultural rights, which provides the rights of each person to the highest obtainable standard of physical and psychological health (article 12).  In particular, the given article foresees pleasure with government participation measures, it is necessary to create conditions which would ensure all medical help and medical relief in the event of diseases.
2. The European Social Charter, signed by Russia on July 1, 1999, reiterated the principle regarding the rights of each individual to make use of any means needed to allow the individual to support his health in the best possible condition (part 1, point 11), and the right of each person to sufficient material means for social medical help (part 1, point 13).
In goals of ensuring the realization of effective to social and medical help, article 13, part 2 of the charter proposed that the state guarantee all people who do not have sufficient means for existence and who are unable to obtain these conditions with their own effort and who do not receive them from the source of friends, in particular.  Beyond the expense of payment in the frames of guaranteeing the social system, they must grant the corresponding help.  And, in the case of diseases, treatment is necessary in his condition.  Article 30, part 2 provides for measures to protect from poverty and social isolation, in particular, relief for people who are living in conditions of social isolation, in poverty, or on the border of such conditions necessary for social and medical help.
The charter is still not yet ratified by Russia, alone in accordance with article 18 of the Viennese convention about the rights of international treaties, the state, in signing the treaty, is obliged to keep from operation that which would deprive the treaty of its object and target.

3. The corpus of recommendations and special programs and activities immediately dedicated to the problem of HIV/AIDS that have been accepted by the general assembly, ООН, ВОЗ, with the advice of the heads of the governments of the Commonwealth of Independent States (CIS), including:
The declaration about the adherence to the affair of the struggle with HIV/AIDS accepted by a special session of the general assembly on June 27, 2001;

The principles of prophylaxis for HIV/AIDS among people who use narcotics approved for the European regional bureau of the CIS (1998);
Recommendations by the CIS for prisoners infected with HIV/AIDS (March 1993);

The program of urgent measures by participating states of the CIS for the opposition to the HIV/AIDS epidemic, approved by the decision and advice of the head of the government of СНГ on May 30, 2002;
The protocols for the countries of the CIS for providing help and medical treatment to individuals infected with HIV/AIDS, which were accepted in 2004.  In the given protocols, a detailed regulation rendered by a social doctor with a detailed commentary is kept as part of the supply by conducting tests on the virus, consultations, therapy for HIV-infected individuals (children in particular), help for infected drug users, prophylaxis, diagnosis and medical treatment for opportune infections, palliative help, post-contact prophylaxis;
By the enumerated international acts provided, Russian norms regarding HIV/AIDS are checked.  In this, it should take into account that in accordance with article 15 of the constitution, the priority before the federal laws (as well as the laws of RF subjects) has only ratified treaties, but has not accepted the principles of international law.
II. Federal Legislation

In the fundamental document for regulating in the sphere of HIV/AIDS there is the federal law from March 30, 1995 No. 38 F3, “About the warning of the spread of disease in the Russian Federation, of the summoning of people by the auto-immunodeficiency virus (HIV-infection).(further – the law on HIV).  This law was active until January 1, 2005.  Editing of the federal law occurred from August 22, 2004 No. 122 F3.  The law keeps the guarantees of ensuring the rights of individuals, for people infected with HIV/AIDS, and also marks the duties of the state for providing prophylaxis and medical treatment for diseases, measures for the social support of workers who have a risk of infection by the virus.
Regarding the change that was introduced by the appointed law No. 122 (T.H. law “about monitoring privilege”) in the functioning of the legislation, in particular in regards to the law about HIV, it was essential to reduce the region of social responsibility of the federal government and to transfer the center of gravity for social maintenance to the regional level, in the whole this reduced the social protections of the citizens. So, the regulation functioned earlier and was more general about granting the following to HIV-infected citizens of RF for free: all qualified appearances and specialized medicine, medical help was replaced with obtaining medicine help in conformity with the state program guaranteeing medical help to be rendered to citizens of the RF for free, which was installed by it and not betrayed by the law or the government of the Russian Federation (article 4).  In accordance with article 6 of the law about HIV in the new edition, only ensuring finances in the event of warning about widespread HIV-infection was regarded as an obligatory expense by the Russian Federation, accompanied by specialized federal medical establishments and by organizations of federal submission.  As far as the majority of establishments that provide specialized help for HIV/AIDS disease, they are found in subordinate regions that finance them in accordance with the article of the law.  This expense lies completely on the budget of the subjects of the Russian Federation.  It is true, through this law it slanders, that “Financial guarantee for work that warns of the spread of HIV-infection is considered in priority in the order with a calculation of essential protection of personal security of citizens, and also the security of society and of the state.
Since January 1, 2005, the free provision of medicine has been guaranteed only for HIV treatment at special federal institutions
. Free provision of other medicine that HIV-infected individuals need in order to protect themselves from other kinds of sickness has been canceled. Questions regarding the accessibility and free medicines for HIV related opportunistic infections, such as tuberculosis, acute viral hepatitis, carcinoma of uterine cervix, pneumonia, dysentery, diarrhea and others, have not been answered. According to the current edition of the law, medicines are only provided during HIV medical treatment at regional healthcare system institutions if a standard act has been accepted by RF subject body. 

Free travel for HIV-infected people to and from a medical care institution, as well as a free travel document for one of the invalid’s parents or a legal tutor in order to accompany the HIV-infected individual to a place of medical treatment, have also been canceled. The housing facility (an extraordinary granting of dwellings to families that are in need of improved housing conditions as a result of the presence of under age HIV-infected child) has been canceled.

Since November 26, 2004 № 690, RF government regulations have approved a program of providing free medical treatment for the year 2005. The government body should approve territorial programs of government guarantees for rendering free medical care to Russian citizens. It says that special medical care is provided at particularized federal medical institutions from the finances of the federal budget. Particularized medical care at particularized medical institutions of RF subjects (including acquired immune deficiency syndrome, drug addiction diseases) is provided at most institutions from the finances of federation subject budgets. Regional budget outlays include the provision of medicines to particularized medical institutions, as well as provisions to other institutions for the work of medical prescriptions, immune biological medications, and disinfectant agents, as well as donor blood and its components. 

According to common rules (clause 8 “about HIV”), a medical consultation should be conducted voluntarily – at the request or with the agreement of the person being examined. HIV examination may be conducted anonymously. Medical examinations, including appropriate laboratory tests, are conducted at governmental, municipal, or private establishments of healthcare that have the appropriate license. These institutions should provide both a before and after examination consultation. A medical examination is conducted for free at governmental institutions of healthcare (clause 7). According to the first edition of the law (in force until January 1, 2005), free examinations were planed to be conducted at municipal institutions. Whether the treatment is free of charge or requires payment in medical establishments is to be determined based on the current edition of the law at the local level and based on the possibilities of municipal establishments. 

Compulsory examination has to be conducted according to clause 9 (law of HIV) with blood donors, donors of biological fluids, organs and tissues; people at establishments of confinement (according to rules established by the RF government), and workers of separate professions, manufacturers, factories, institutions and others specifically prescribed by governmental regulation since September 4, 1995 №877. Also, HIV examinations are required for international citizens and stateless people who will be staying in Russia for more then three months.  The following individuals are exempted from this requirement: diplomatic representatives and the staff of the consular offices of foreign states, international intergovernmental state staff and members of their families (clause 10). 

According to the law regarding HIV, compulsory HIV-examinations are not required at conscription to military service. However, there is such a requirement according to the regulations of military-medical examination that were subsequently ratified by state decision on February 25, 2003 №123. This decision does not contradict the law because the federal law “about conscription and military service” states that determinations regarding the conduction of medical examinations of citizens subjected to military service is to be determined by the regulations of the military-medical examination.  This was approved by RF government (clause 30). This is same regarding examinations during admission for contract military service (clause 33). 

The rules of compulsory medical examinations state that people who are at institutions of confinement have to have an HIV-infection examination (government regulations since February 28, 1996 №221). The examination of convicted people, based on the reason of clinical indexes, which are established by Ministry of Health Care, is considered to be compulsory.  If a person refused to be examined while in an institution of confinement “without any good reason, he will be subjected to a penalty that is determined by RF legislation according the offense against the regime of serving the sentence”. This requirement has been substantiated legally in the criminal executive code.  Clause 18 of this code requires necessary medical treatment of HIV-infected prisoners according the decision of medical commission.

Regarding other citizens, including pregnant women, patients according to clinical indexes, as well as individuals applying for a job placement (if it is not a profession included in the list approved by regulation №877), HIV examination can only be conducted voluntarily. An examination conducted after the patient’s agreement to receive common medical care is illegal. 

The list of evidence for an HIV/AIDS examination was approved by an order of Russian Ministry of Health on October 30, 1995 №295. Medical establishments have to “provide an HIV examination to Russian citizens in compliance with the list of clinical indications”. The list is pretty extensive. It includes, for example, people that have suspected or proved diagnosis of drug addiction (with injection drug usage), people that have sexually transmitted diseases, tuberculosis, hepatitis type B, patients with fever, with enlarged lymphatic nodes, with diarrhea, with inexplicable weight loss of over 10% or higher, with prolonged and recurrent pneumonias or pneumonias that cannot be treated as usually. At the same time, the list is provided with a reference that says that according to the law of HIV “a compulsory HIV examination is forbidden”. 

Rules regarding the compulsory medical examination of people for the protection of the nation’s health and for HIV-infection prevention are established by the RF government and, according to clause 9 of the law of HIV, can be reconsidered at most once every five years.  There is a similar order regarding the rules of compulsory medical examinations of people at institution of confinement. These orders have been broken by the government since 2000-2001 because the rules №1017 and №221 have not been reformed yet, and since the orders of October 13, 1995 and February 28, 1996 are still acting.

Medical staffs are required to inform an individual about the results of his examination. In the case of revealing the HIV infection of an individual younger than 18 years old, the results of the HIV examination have to be reported to his parents or to his legal representatives (clause 13, law of HIV). 

An individual’s HIV diagnosis and other information about the individual’s health are medical secrets. An exhaustive list of possible cases in which the medical staff can reveal medical secrets to other people without the patient’s agreement is set out and regulated by clause 61 of “Basis of RF legislation of citizens’ health protection”. These cases are listed below: 

          “1) For examination and treatment of a person who is unable to express his will because of his state;

2) When there is a threat of the infectious disease spreading; or mass poisoning and affliction;

3) At the request of inquiry and investigation establishments, a public prosecutor and a law-court in connection with investigation or court examination;

4) In order to provide medical care to an under-age person (the age is set by a Clause 24, 2 part, of actual Bases) and to inform parents or legal representatives; 

5) When there is a possibility that a person’s health was harmed as the result of unlawful acts.”

In the above list, the second point has special importance in defining confidentiality guarantees for HIV-infected persons. Indeed, HIV infection falls under the definition of infectious diseases that are contained in the federal law “of sanitation and epidemiological nation’s well-being”. Infectious diseases “are human’s diseases whose appearance and transmission is caused by biological factors of habitation (pathogenic organisms) and the possibility of disease transmission from a sick person or an animal to a healthy person”.

At the same time, the jurisdictional circumstances do not mean that the threat of the infection spreading eliminates the medical secrecy regarding a person’s HIV-status. According to clause 61 of Bases, the information could be given without an individual’s agreement in a case of above-listed circumstances, but such a disclosure should not be compulsory. The decision regarding the necessity of permitting the disclosure of a medical secret should be made on a case-by-case basis by a doctor or by another person that knows about the results of the medical examination. 

A confidentiality requirement in a case of HIV-infection admits certain reservations. A government regulation (October 13, 1995 №1017) determines the order of an examination and prescribes very strict guarantees of observing medical secrecy (more strict then in the Bases): “Medical workers and other people who (in connection with their job or profession) learn about HIV examination results, are required to keep it a secret. If an individual discloses information that is a medical secret, the person will be punished according to RF legislation”.
One of the ways to prevent the infringement of private immunity rights is informing corresponding establishments about confirmed HIV cases with coded information. Such information may be used for epidemiological purposes, but has to be protected from illegal gathering and spreading. 

 “Responsibility for infection transmission and the danger of HIV infection transmission” is concerned with the problems regarding confidentiality. Clause 6.1 of RF code of administrative law has determined a penalty for the concealment of an HIV-infection source and of contacts which create the danger of infection transmission. In this way, HIV-positives are practically forced by law to break other people’s secrecy, and because of this, there is a significant ethical problem. 

There is an administrative responsibility for people who have had contacts before they knew about their HIV positive status. Clause 122 of RF Criminal Code (“transmission of HIV-infection”) establishes responsibility for notorious actions by an individual who knew about his status. The federal law since December 8, 2003 №162-FL, the penalty law, is supplemented with a comment.  In conformity with the law - a person who jeopardized or infected his partner with HIV will be free from criminal responsibility “if the other person at danger of being infected or that was infected knew beforehand about the HIV-infection of the former and agreed to the act that created a danger of infection transmission.” This comment frees HIV-positive people from penalty, which is even assigned for married couples, in situations in which one spouse is HIV-infected and one is considered to be healthy.
Clause 14 of the law of HIV includes guarantees of non-discrimination for HIV-infected individuals in regards to gaining access to medical treatment: “HIV-infected people are provided with all kinds of medical treatment according to clinical indexes on joint bases.  They have all the rights that are envisaged by RF legislation regarding the protection of health for Russian citizens”.

According to clause 15 of the law, “appropriate executive federal institutes coordinate scientific research, and provide for the development and application of modern preventative methods, diagnostic and treatment of HIV-infection”.  This order raises a question about replacement therapy for individuals who are addicted to opium in Russia.

Following from item 6, clause 31, of the Federal Law “about drugs and psychotropic substances”, replacement therapy for drug addicts is considered impossible in Russia: “treatment for drug addiction with drugs and psychotropic substances (included in the list II) is forbidden”. List II of the index of drugs to be controlled in Russian Federation
 includes substances that can be used for any medical purpose, except for narcological. Buprenorphine, a drug that is used for replacement therapy as one of the opiate-agonists, is in this list. Methadone is one of the most commonly used drug-substitute in world practice and is included in List I. According to the law “about narcotic substances…” any medical use of agents and substances that are in the List I is totally forbidden. Thus, neither methadone nor buprenorphine can be used in RF as medication for replacement therapy.  This is a great medical and legal problem. 

Replacement therapy is a significant part of the strategy of reducing the related harm of drug use.  This has developed in Russia in other allowed forms: needles and syringes exchange, dispensation of disinfection instruments, and education for injection drug users who have no possibility or wish to quit drugs, but to use drugs with less danger.

The Federal Law №161-FL from December 8, 2003, clause 230 of Criminal Code of RF, establishes the responsibility for making somebody use drugs.  This is edited with a comment according to which “the actions of the actual clause does not include propaganda of appropriate instruments for drugs and psychotropic substances usage, in situations in which these measures are conducted in agreement with appropriate executive Healthcare institutions and Federal service of drug circulation control with the goals of preventing HIV-infection and other dangerous diseases.” In this way, the activity of harm reduction programs received juridical recognition at the level of federal Law.

The activity of harm reduction programs is legalized under conditions of an agreement with executive Healthcare institutions and Drug Control Services. From December 12, 2003 (the data of №161-FL law’s carrying into effect) until January 2005 an order of such an agreement had not passed the Ministry of Social Health and Federal service of drug circulation control.  This makes it difficult to begin new projects. At the same time, the named bodies are obliged to submit harm reduction programs under conditions that should be defined normatively soon. 

This is from the general governmental medical doctor regulations (September 9, 2002 №28): “Regarding stirring up measures against the spread of HIV-infection in the Russian Federation”. According to item 5.3 of RF health care control bodies’ director regulations, the head sanitary inspector of RF subjects defines that “together with bodies and institutions of the Ministry of Internal Affairs programs’ of supporting and spreading “harm reduction” must be taken.  It is necessary to provide a complex prophylactic realization of these programs among drug users and commercial sexual workers”.
The treatment for HIV-infected individuals is provided only to Russian citizens according to the law of HIV. Foreigners that are infected with HIV are to be removed from the country. This is the same for people without citizenship, which would be evicted from the country in an unknown direction. 

According to the federal law “of a rightful status of foreigners in Russian Federation,” a permit for short term residence permit in RF will not be provided to foreign citizens, and permits that had been previously permitted will be annulled if a foreigner “does not have a certificate of HIV-infection absence” (clauses 7,9). The law of HIV determines that if “HIV infection has been revealed in foreigners and people without citizenship who are in the Russian Federation, they have to be deported from the country in an order determined by RF legislation” (article 11).

These imperative rules do not allow for any exceptions (neither family status nor availability of children, nor the necessity of being educated is taken into consideration).  These rules seem to be derogatory to the balance of law and liberty and the constraints on feasibility in a Democratic Society. Currently, the possibility of appealing these rules to the Constitutional Court is being reviewed. 

In the RF government regulations №715 (December 1, 2004) “about the determined list of socially significant diseases and diseases that are a dangerous surrounding for people,” sickness caused by HIV infection is included in both lists. Thus, both clauses can be applied to HIV-infected individuals - 41 and 42 of Bases of RF legislation of protecting the health of citizens.  These regulations establish guarantees of medical and social care for citizens which have one or more of the listed diseases. 

According to the changes to the basic federal law (since September 22, 2004) №122-FL, citizens with socially significant diseases are provided with medical treatment and regular medical check-up for free or on preferential terms at the appropriate healthcare and prevention institutions (clause 41 of the Basis). In addition, citizens with diseases that are dangerous for people around them are provided with medical and social care at state institutions that are particularized for this purpose in the context of the governmental guarantees of free medical treatment providing (clause 42).

The kind and volume of medical and social care for citizens with socially significant diseases and with dangerous diseases for people around them are determined by Ministry of social Health.  Social support measures of providing medical care and medicines are determined by regional authorities. Financial support for all the measures of medical and social care in this category (except for particularized federal medical institutions) is included in the RF bodies’ expense commitment (clauses 41 and 42 of Basis).

The inclusion of HIV in particularized lists will not result in extra guarantees of medical and social care (compared to the guarantees provided by the law of HIV). 

Relating HIV to socially significant and dangerous infections should be viewed from the right to free-will and the right to informed consent for medical care. According to clause 34 of Basis, medical care (medical examination, hospitalization, observation and isolation) can be provided on an involuntary basis for people with dangerous diseases. Does this mean that HIV examinations can be provided after publication of regulation №715 without an individual’s agreement? Is involuntary HIV/AIDS medical treatment possible? 

It seems that the answer is “yes,” or else HIV examinations will not be complying with current legislation. As was mentioned earlier, the law of HIV allows obligatory examinations only in cases that are strictly defined by the law. An exception to the rule can be applied only under certain laws that determine a citizen’s legal status (examination of conscripts and prisoners).  In addition, the law of HIV is a special law.  This means that its norms have priority over basic norms. The most significant protection from the problem of discrimination is clause 2 of the law of HIV.  According to this clause, “federal laws and other standard acts, as well as laws and legal acts of RF subjects cannot reduce the guarantees provided in the current federal law.” This norm can be applied to the guarantees for voluntary medical examinations in the HIV law. 

The situation with obligatory in-patient medical care seems to be more complicated. From regulation №715, according to Bases and HIV law, there is the possibility of hospitalization and medical observation of HIV-infected person without his agreement.

III. Regional regulations

(by the example of test regions)

In Federations where this project was undertaken (Tatar republic; Voronezh, Nizhegorodsky, Penza, Tomsk regions, Saint-Petersburg), the standard acts in HIV/AIDS field are similar to federal legislation.  At the same time, the regional acts demonstrate a number of deviations from rules approved at the RF level, including those connected with guaranties of Human Rights.

Many items of the Federal law were ignored in the regional documentation that was reviewed. Thus, many acts of RF subjects fail to mention the guarantees for an anonymous examination the principal of consensual agreement for observation.  However, these guarantees are not denied. Such defects are a smaller problem than the blatant contradictions between local and federal acts.
According to clause 2 of the law about HIV, laws and other legal norms of RF subjects have to correspond to the profile federal law and other federal laws. An absence in regional acts of regulations that are already fixed on the federal level means that the federal norms should be applied.  Such enforcement should not depend on their inclusion in acts on the lower level. Application of regional laws should be based on the basic regulations of health protection, including constitutional guaranties of rights for medical care.  This cannot be viewed as an obligation for an individual, except in cases strictly determined by the law in order to protect life and health of other individuals.
Such actions as those listed in the “order of clinical examination” (enclosure 2 to an order №100/49 of Penza region Ministry of Health and a Center of government sanitary epidemical inspectors from April 16, 2002 “about the improvement of the system of providing medical care to HIV-infected citizens in Penza’s region”), including such activities as consultation with a psychologist, receiving an analysis and examination, clinical observation, and generally restorative and symptomatic therapy cannot be considered as obligatory. In spite of the unconditional words, “are to be conducted,” which are used in regards to the actions listed above, clause 32 of legislation Bases of citizen’s healthcare states that “informed consensual agreement by a citizen is a necessary term for medical intervention”. 

The purpose of this review is not to provide comments on all regional acts that involve the HIV/AIDS problem. The most interesting goal of the research is to bring to light the contradictions between All-Russian rights and the rights of the separate territories concerning human rights and liberties.
While reviewing legal documents about the HIV policy of RF subjects, not only constitutive rights, but establishing parts should be noticed. The regulation of the state’s head sanitary physician of Voronezh region (year 2004), “About actions against the spread of HIV-infection in Voronezh region,” states that “in spite of a critical lack of test-systems, the regional institutions of healthcare and prophylactics continuously break the federal law “about preventing HIV-infection spreading in Russian Federation” by requiring individuals to pass an HIV-examination during any planned hospitalization.”

The same practice is included in a regulation from the state’s head physician of Penza region on May 11, 2004 №4.  The regulation states, “Gross screening tests of people for hospitalization are being conducted on top levels.  This is epidemiologically groundless”. 

An absence of necessary equipment, the practice of breaking the rules of the sanitary-epidemiological regime, including while receiving a donor’s blood, and a lack of financing from the budget are mentioned in much of the documentation. 

The regulation of the state’s head sanitary physician of Voronezh region “about actions against HIV-infection spreading in Voronezh region” (2004) states, “The regulation from September 26,.2002 in the Voronezh region Dumas №454-III-OD establishes a regional program “of HIV infection spreading prevention in Voronezh region (2002-2003) (called “anti HIV/AIDS”)” with a financial aid of 2,332 million rubles. The financing of the program was collected from different sources to a total sum of 13,902 million rubles (the necessity was only 364 million rubles) by the end of year 2003.”

In our opinion, the major problem is obligatory medical HIV examinations. It is evident in the reviewed documents that measures are being taken at places towards improving the accessibility of anonymous examinations for individuals in risk groups.  However, the total examination (as well as among the elderly when placing them in old people’s home) is subjected to recurrent criticism from the state’s head sanitary physicians. Thus, according to the regulation of healthcare committee in Saint-Petersburg since July 30, 1998 №139-r “about an improvement in providing medical, psychological, and social care to HIV-infected drug users,” regional health protection control bodies of the municipal medical institutions are required to provide the possibility of an anonymous HIV examination and consultations under the basis of infection departments and immune prophylaxis at regional polyclinics.
At the same time, currently there are regional acts that expand the reasons for obligatory HIV examinations in comparison with the federal laws of RF.

Of all the legal problems involving HIV, the illegal examinations are admitted at the regional level of “norms creation,” which is mounting to an almost general examination.  This thus becomes a gross violation of human rights and the constitutional guarantees of privacy and health protection to individuals.
Of all the other tested regions, this relates to a greater extent with the Tatar Republic.  The authority bodies of this region expanded the limits of obligatory HIV examinations to an almost all-embracing level. 

In regulation №365 of the Ministry of the Tatar Republic department, which has been in effect since June14, 1999, entitled “about the measures against HIV-infection spreading over the Tatar Republic,”, there is a list of determined high risk groups that are required to pass an obligatory HIV examination.

According to the list, the following people are to be subjected to a compulsory examination in defiance of federal regulations:

· non-medical and strong psychoactive drugs users that were detained while under the influence of narcotic intoxication (at which the use of strong drugs is not punishable);

· “people who have a disorderly sexual life” (it supposes intolerable interference into the private life of individuals);

· People without a definite place of residence;

· People who communicate with HIV-infected people;

· drug and toxic addicts when they register and subsequently one time every 6 months until they leave the regime;

· people who come to the receiver-distribution centre and to the investigation isolation ward;

· people arrested for braking the law, associated with the criminal drug trade and involved in prostitution or the den of keeping prostitutes;

· vagrants (if they applied, they were sent for medical care).

Obligatory examinations of representatives from the groups listed above are being conducted under the supervision of the police.  The results of the HIV examination are sent back to police after they are determined. “Revealed carriers” are subsequently assigned for regular medical check-up in the AIDS prophylactic Centre of Tatar Republic, in consulting rooms of infections at other medical institutions, or will be placed in the state’s sanitary epidemic supervision domiciliary for medical check-ups.
Order №309 of Ministry of Health of Tatar Republic (April 22, 1999) “about questions regarding HIV-infected prophylaxis, examinations and treatment” is more detailed than the previous regulation. This order prescribes that region and municipal controls of the republic health protection institutions must examine all citizens over 14 years that came for hospitalization, all members of the medical staff (at job placement and once a year thereafter), foreigners and stateless people, homeless people; individuals addicted to drugs and toxic substances (at registration and then once a year), and people who have had sexual or injection contacts or contact at a medical prophylactic institution or at any other places where a transmission through blood could occur (if such contacts are revealed, then there are examinations after 3, 6, and 12 months from the moment of the last contact with HIV-infected person or from the moment of registration).

In addition, there are other groups of people who are required to pass an HIV examination, such as patients receiving blood transfusions and its substitutes (once a year), patients receiving blood transfusion and its substitutes more than twice a year (within 6 months of the last transfusion), pregnant women (when registering in a clinic or, if the result is absent in prenatal records, at admission to a maternity hospital, and for abortion or any other surgical procedure). Homosexuals and bisexuals have to be examined (when they register and then once a year thereafter), people with disorderly sexual intercourses, and mental disease with sexual dormancy (when they register and then once a year thereafter).

These documents describe medical actions, but there are particular police actions of breaking an individual’s privacy rights that are warranted with healthcare needs. It is indicative that there is a possibility of requiring registration for sexual affairs, which would require homosexuals and bisexuals to reveal their habits and be under subsequent observation.

Although it may not be as evident, the same things are present in other regions.
Saint-Petersburg’s Sanitary-epidemiological Control and the Healthcare committee’s order №29-p/4 from February 4, 2002 establishes that it is necessary to conduct an AIDS examination of pregnant women twice, at registration and at week 35-36.  There is also a necessary pre-examination consultation for women who arrive for delivery who have had a single examination or not.  There is a duty to assign HIV-infected women immediately to municipal AIDS prevention Centre for an in-depth examination and diagnosis specification, as well as appropriate medical treatment.

In 2004 there was an order from the head of health care control for the Voronezh region
 that required HIV-infection examinations for pregnant women at registration and at 30 weeks of pregnancy. The same department had an order №343 from year 2001
 that established that the head physician of regional narcological dispensary must “demand that the staff conduct HIV-examinations among registered drug users”.
Order №100 of Penza’s Ministry of Health on April 16, 2002, “of the improvement for providing health care to HIV-infected citizens in the Penza region,” expanded the list of clinical indicators for HIV-examinations when compared to the previous order №295 from October 30, 1995.  The list now includes the symptom of persistent cough that continues for more than one month.  In addition, a reason for an examination may be a request to provide a homeless person with narcological care.

In order to a cough, order №681 from December 29, 1995 of the Saint-Petersburg city hall healthcare department ascribes breathlessness (observed during one month) as a clinical indication.

Order №136-p on March 6, 2002 from the Nizhniy Novgorod “of extra measures against HIV-infection spreading across the Nizhniy Novgorod region” requires HIV examinations for the following groups of citizens when the necessary examinations are not regulated by federal law:

· individuals suspected of using drugs, registered at domestic affairs bodies or revealed during executive research measures at places of drugs sale;

· drug users or individuals who are suspected of using drugs;

· individuals received in the isolation ward;

· individuals in contact with HIV-infected people;

· individuals who arrive in Nizhniy Novgorod region from remote or near abroad, including refugees, immigrants, settlers applying for passport or visa service at a medical examination.

The MCDA and other departments of the Nizhniy Novgorod region are recommended to “conduct (together with health protection bodies) prophylactic measures against AIDS, as well as HIV-infection examination of the groups listed above in paragraph one of the current order, with a prior examination consultation about the necessity of examination and a receipt of their agreement.”  “A necessity to receive their agreement” means that a person from the cited groups has only one choice - to agree to pass the examination.
Some norms of confidentiality regarding an individual’s diagnosis arouse significant remarks.

According to Penza’s Ministry of Health’s order №100 from April 16, 2002, “of the improvement of providing health care to HIV-infected citizens in the Penza region,” all documentation of HIV or AIDS infected individuals “is to be marked by a red square.  This is the same mark that is required for HBs Ag carrier in accordance with RF MH order №408 from July 12, 1989 entitled “about measures against the spread of acute viral hepatitis in the country”.  The presence of the red square on a patient’s card may look suspicious for other patients and staff members.
Order №394-p of Saint-Petersburg city hall healthcare department from November 21, 2000 establishes that the head of each health care institution must “begin the practice of marking the documentation of HIV-infected patients with a red square and must mark the documentation of patients with hepatitis type B with a red triangle.  They are required to use this kind of marking for case history or an outpatient's card; appointment cards for blood, examinations of urine, sperm, liquor and other biological liquids and tissues; appointment cards for invasive method research, prescribed and transferable certificates, as well as appointment cards for consultation to other specialists or hospitalization.”

However, in Saint-Petersburg, for instance, there are examples of opposite methods occurring.
Order №79-p of the Saint-Petersburg city hall healthcare department from April 19, 2002 establishes that municipal healthcare institutions must provide a certification of documentation of a permanent disability, of certificates, case records with a triangle stamp and with a stamp of municipal healthcare institution called “center of prophylaxis and the struggle against the spread of infectious diseases.”  Thus, information regarding HIV/AIDS examinations or medical treatment is not mentioned in the medical documentation. 

As is evident from the standard acts, it is not medical treatment or psychological care that has priority.  Rather, official registration has priority. As mentioned above, the principle of individual consent to receive medical care is not taken into consideration.  Medical intervention has been determined to be necessary not only at the initial examination, but also in further work with an HIV-infected patient: at stages of primary revelation, secondary diseases, and at the final stage. This method was unacceptable even prior to the RF government regulation №715 about relating HIV-infection to dangerous diseases for surrounding people.

Order №100/49 of Penza region Ministry of Health and the center of the government’s sanitary epidemical inspectors from April 16, 2002, which has already been discussed above, establishes that it is necessary to conduct prophylactic work if an HIV-infected woman becomes pregnant or if HIV-infection is revealed in a pregnant woman.  These works should attempt to convince the pregnant woman to have an abortion because of the medical concerns.  Such authorized pressure upon woman is contrary to principle of the government to protected motherhood (clause 38 of the constitution).

There are no limits revealed regarding what medical care HIV-infected individuals may receive on a normative level.  However, there are many limits in practice. At the same time, regional acts include discriminatory instructions for providing medical care to these groups of patients. So, by the order of Health control department of Voronezh, entitled “of measures for improving HIV-infected prophylaxis and treatment in Voronezh” (1997), a cubicle may be provided for HIV-infected patients or to people sick with AIDS in some hospitals, maternity hospitals, or in isolation hospital.  All HIV-infected children are separately attached to one municipal children's hospital №7.
The attitude to strategy for reducing the harm from drug use is more constructive and bearable at places than at centers.  In regards to this problem, the region’s normative documents appear to be more tolerant and more restrained than federal regulations. The Federal law №161-FL from December 8, 2003, according to a notice to clause 230 of the Criminal Code, is not active because of the absence of by-laws, which are needed to determine conditions required for harm reduction activity. So, the legal support of projects of harm reduction on the federal level comes only from the state’s head sanitary physician.  Meanwhile, programs of harm reduction are approved at the ministry level and are supported by government financing in Tatarstan. A similar program is supported by the governor of Saint-Petersburg as well.
By regulation №817 of Ministry of the Tatarstan Republic from November 19, 2001, a plan was approved for measuring the growth, stabilization, and spread of HIV-infections (2002-2003) (“Anti-HIV/AIDS”).  This plan provides an allotment of more then five million rubles for a program of harm reduction. One of program’s tasks (besides exchanging syringes and providing information to injection drug users) is “incorporating IDU themselves into HIV-infection prevention work among their own target group (peer education).”  Work at permanent establishments and at mobile stations is provided.  A model in Tatarstan of actions in accordance with the principles of harm reduction can become a model for an All-Russian standard. 
Order №159-p of the Saint-Petersburg governor from February 14, 2000 “agrees with a proposal of a Saint-Petersburg regional social organization “Vozvraschenie,” the proposal of the association “World’s physicians” (France), and the proposal of the municipal heath care institution “Municipal isolation hospital №10 (Municipal hepatitis centre)” – a coordinator of the Russian-Swedish project “Drop-in Center.”  The proposals of these organizations call for the realization and participation of a harm reduction program for individuals with HIV-infections and Hepatitis B and C among drug users in Saint-Petersburg.  A branch and certain territorial bodies of the Saint-Petersburg administration are determined to support the realization of these projects.  The order establishes that “financing of the project will not be supported with means from the Saint-Petersburg’s budget.”  Order №149-p of the health care committee of the Saint-Petersburg administration and order №15 of the governmental sanitary epidemical supervision in Saint-Petersburg from April 27, 2000, entitled “about measures of reinforcing the struggle against the spread of HIV-infection in Saint-Petersburg” establishes that the main health care committee expert in drug addiction must “support the work of programs of harm reduction for injection drug use and safer sexual activity among drug users”.
Order №4 of the state’s head sanitary physician in the Tomsk region from March 10, 2004 attempts “to allow close interaction with nongovernmental and public organizations in the field of HIV/AIDS-infection prevention, as well as to provide such organizations, particularly harm reduction programs, with complete preventative methods and compliance with current law.”  Similar statements are in the orders of the state’s head sanitary physician of the Voronezh region (2004) and the state’s head sanitary physician of the Penza region from May 11, 2004 №4.

In spite of the encouraging development of this law, actual use of these documents should be much better.  According to information from the Penza region, nobody knew about the state’s head sanitary physician.  This includes individuals at the department of healthcare administration in Penza city.
Mass Media can help solve problems faced by individuals living with HIV/AIDS.  They should help.
According data from MHG monitoring, different categories of respondents answered with contradictory opinions.  However, they were united in one opinion – Mass Media does not provide enough consideration to the HIV/AIDS problem.  It is difficult not to agree with this.  There is much support for informing society and providing explanatory articles about the disease.  Information should also be provided about existing possibilities of preventing and treating HIV-infection, as well as about discoveries in the field that provide hope.  The articles do not arouse tremendous horror.  Such articles were made for this report and were collected for this particular section.

“Even housewives are vulnerable today”

If a HIV positive status made a person in Russia leprous some time ago, now when there are more then 1 million HIV-infected people in Russia, many of them are not hiding their faces.  A regional social organization was established last year, called “Community of people living with HIV-AIDS.” As the chairman of the board for this organization, Dmitriy Samoylov says that HIV-infected individuals, desperate because of the lack of medical treatment and discrimination, are ready to come out to the streets of Russian cities and speak out loud about their problems.

I learned about my HIV-positive status about 6 years ago. The fact is that I was a drug user. That was in the early 90s, a time of club culture and the rise of youth life.  I was in the middle of that and it was just unfashionable not to use stimulators at that time. In time, I lost everything: my job, studies, and friends.  I had only enemies because of drugs. All my power, all my money, and all my time were intended for that.  And the circumstances were such that I found myself in rehabilitation that could have saved my life. I was examined for HIV there and I received a positive answer.  They did not tell be anything.  They did not know themselves what to do with me.  I was the first HIV-positive drug user there. But they left me there and I have completed a course of rehabilitation.  Then they really politely asked me to pass the examination in the second infection hospital. 
· -How did you feel when you learned about the examination results?

· -To tell the truth, I was not really surprised. There were some HIV-positive people in my surrounding. They were covering it up, but I knew.

· -And how did you view AIDS before you learned about your own diagnose?

· -I had the same stereotypes as any other person: AIDS is the plague of the twentieth century, AIDS is death, etc. To talk about my feelings, I was not shocked when I received results.  I can say that it distressed me. And this made me to draw distant from other people…

· -To withdraw into yourself?

· -No I just was not dealing with the subject.  I was ignoring it. I was displacing it from my consciousness. But, once, when I was on my way to the AIDS Centre in order to pass some blood tests, I found a piece of paper.  It was in mud on the floor.  The paper said “A self help group for people living with AIDS.” Everything started from this paper.  At that moment the group was not very big.  I came to the group at the same time when I went to work at the rehabilitation center as a substance addiction consultant.  I met people like me often because of this work.  I have told many people that they are HIV-positive.  The way in which to say this is really important. Personally, I was treated really well.  I was brought into a doctor's consulting room.  A doctor sat in front of me and calmly told me about everything.

· Did he offer any treatment or a special regime?

· There is no treatment needed at the beginning. It is possible to live for 10-15 years without needing any treatment.  There are different stages: stage HIV, which means that a person just has a virus in his blood, but he is not sick.  HIV weakens the immune system and sooner or later will bring the individual to a stage of AIDS.  At this period of transition, a special combined medical treatment is prescribed. I did not need it then and I still do not need it now.  Thank God!  Everything is alright with my immune system. 

· But were you consulted about precautionary measures? For example, not to drink alcohol…

· This is not precautionary measures.  It is your own health care. I try to live a healthy life-style, as any other person does who takes care of himself.  And, to talk about precautionary measures against the spread of the infection, they are really elementary and well-known.  So, there is nothing to talk about. Sex without a condom and using somebody else’s syringe – these are the main ways that HIV is transmitted.  HIV is not transmitted through a handshake, a towel, dishes or insects. There are lots of stereotypes and fears because of misunderstandings.  There is nothing to be afraid of if a person knows how to take care of himself. And now the main component of the official prophylactic is fear.  This is not right. You cannot just intimidate young people. 

· And were your relatives afraid?

· I didn’t face any condemnation. My father supported me and still does. There were no problems with my mom either. There is just one thing: she wants to save me from someone all the time and places high emphasis on me.  I told my friends also, but very carefully from the begging. And I faced reactions from them.  It was not fear. They started to have sympathy for me and began to offer me things.  Well, my story is really positive…

· -Was the establishment of the regional social organization “Community of people living with HIV-AIDS” a rule for you?

· -Not only for me. This idea – to create such a Russian organization for HIV-positives - was born a long time ago.  First, there was a national meeting of people living with HIV in 1998.  The decision to establish such a Russian net was made there.  Our goals were aimed for an improvement in the quality of life, struggling against discrimination, promoting provisions for greater access to medical treatment, and providing support for each other.  We formed our assets, goals, the tasks of the organization, and started the registration process in 2000. We were registered in Moscow.  Three times we were denied everything.  The law was changed four times.  When we denied the third time, we went to the Ministry of Justice.  They had demonstrated their understanding and we are still in good relations. But the word “net” did not suit the ministry.  They probably associated it with something religious or some form of espionage.  But, the main thing was that we got registered. The word “community” reveals what we do more specifically.  We had our one year anniversary on the 27th of November. 

· Lately you have been making declarations about your organization more prominently.  You fight for access to treatment. Do you think that it is still possible to change something?

· Treatment is not accessible for most of Russians. But it exists. It can be compared with insulin for diabetics: the treatment does not help radically, but it helps.  It is possible to live pretty well for dozens of years.  Combined therapy costs about $10,000 per year in Russia. In some other countries the price is much lower.  For instance, in Brazil it is $600.  By estimates of the World’s Health Organization, there are 60,000 people in need of medical treatment in Russia.  Of these, only 2,000 receive treatment. Most of the treatment is in Moscow.  The situation here is more successful compared with other Russian regions.  And if you go outside of Moscow’s circular car road (that surrounds the city as its border), there will not be anything.  We are trying to attract government’s attention.  Our last action was conducted in Saint-Petersburg where we brought four coffins to the Smolny building.
· Why did you choose Saint-Petersburg?

· Primarily because Valentina Motveenko promised to appropriate funds for medicine for HIV-infected people and then did not do this.  Secondly, because in Saint-Petersburg they tell people that they are not socially reliable and thus cannot receive treatment.  There is a commission that decides whether a person is reliable or not. According to the law, a treatment should be provided to people in need of it, no matter who they are. There is no question about whether to give aspirin to one individual, but not to another.
· But, there is discrimination in other cities as well, isn’t there?

· Yes, there is.  This began from the common condemnation until the violation of an HIV-infected individual’s rights.  There are cases when people refuse to provide medical care if they learn about the diagnosis.  My friend in Perm had an accident which caused an open fracture. When emergency services arrived, he considered it his duty to tell them that he is HIV-positive.  The doctors consulted for forty minutes about what to do with him, while he was lying on the ground with an open fracture. And then they put on rubber gloves, put him carefully onto a stretcher, placed him into an isolation ward and fed him through a little window.
· Are there really no changes in the attitude of authorities or society towards HIV-infected individuals?

· There are changes, but they are happening very slowly.  If they continue to occur at this rate, half of our country will die.  According to the forecast, if the situation does not change, 500,000 individuals will be dead by 2010.  I am not exaggerating.  This is the official forecast.  Taking into an account that we have had this epidemic for several years, it is clear that by 2010 there will be more people who have a stage of HIV that is developing into AIDS. 

· Who is included in risk groups today? 

· No risk groups exist any longer.  Today the (most) vulnerable group is housewives.  A husband works somewhere and earns money.  He once cheated on his wife and was infected.  In this situation, his wife has no protection.  Nowadays, this is the most frequent way of HIV transmission because we do not have a culture of using condoms in family relationships and it is not even common to talk about such things.  And heterosexual HIV transmission is now becoming more common. A year ago some medical officials claimed that the epidemic was declining.  However, this is not true.

· Why did they think the epidemic was declining?
· We require that drug users are tested, but individuals who are not drug-users are not tested.  According to the statistics, there is a growing number of pregnant women infected with HIV.  But, why?  This is because pregnant women take an HIV test, while non-pregnant women do not.  Thus, there is no reason for joy: the epidemic is growing.  Thus, it is essential to provide access to treatment.  In order to make things seriously change, our government has to demonstrate a political will, primarily to recognize that AIDS is a problem, and secondly, to recognize that HIV is a threat to the national safety of Russia. In this case, Russia will be able avoid the expensive license of the foreign companies groups, which developed the current treatment, and instead produce the drugs here. As a result, treatment will become available.  In order to get around issues involving patents, the government has to recognize that the HIV epidemic is increasing.  In fact, this is happening.  According to UNO estimations, the number of HIV-infected individuals in Russia ranges from 800,000 to 1.5 million people.  But, for all that, the budget expenses for anti-HIV programs are decreasing.
There is no HIV-terrorism at all!

The protests by carriers of AIDS are not aimed against society.  The protests are only evidence that this group of citizens is trying to make the authorities pay attention to their problems.  These individuals are in desperation, facing mortal danger.  John Tedstrom, the president of the international fund “Transatlantic partners against AIDS,” is certain that if the government does not pay proper attention to HIV treatment and prophylaxis, the number of people protesting may increase soon.  Today, every sexually-active member of society risks receiving a positive test result.
· John, how do you assess the situation with HIV infection in Russia?

· The situation is severe.  The forecasts of all the experts are very pessimistic.  The increase in rates is the highest in Eastern Europe and Central Asia during the past few years.  Today, everyone who has sexual intercourse without using preventive measures is in the risk group. We call it “generalization of HIV/AIDS epidemic.”  In Russia there is a dangerous tendency now – a very fast increase in the rate of HIV-infection being transmitted sexually.  Now more than 50% of all cases of HIV-positive individuals are not among drug addicts, but among ordinary people who are infected as a result of sexual contacts.  Taking into account the fact that the risk of HIV infection is the highest among young people, as well as the fact that every year about 5,000 conscripts are declared unfit for military service as a result of a diagnosis of HIV.  There is a threat that at any particular moment the Russian army may not be able to provide an adequate level of conscription.
· Where in Russia is the most unfavorable situation?

· The situation is the worst in the regions with extractive and heavy industry. And, of course, in Moscow and Saint-Petersburg.

· What can stop the epidemic?

· First of all, the prophylaxis strategy for this disease has to be altered.  When the matter concerned drug users, we talked about one thing, such as modifying the risky practice of sharing syringes.  But, since we are talking about a large-scale epidemic, a different response is required: first of all, informing the population, especially young people, about the methods by which the virus is transmitted and preventive measures individuals can take against this and other sexually transmitted diseases.

· But many young people already know about the necessity of using condoms.  Machines that sell condoms are already found in cafes. 

· Where?  In Moscow?  Yes, this work is carried out in Moscow.  However, this is not the case in the provinces.  Recently, I was in Toliatty and other cities where propaganda regarding safe sex is progressing much worse.  In addition, we should understand that young people today begin to drink alcohol earlier and in much more quantity.  We all can see 14-15 years old guys who are drinking beer. There are boys and girls together and we know what they will do after they drink beer.  Alcohol usage promotes riskier behavior. 

· Are you overestimating the power of words, of propaganda?

· I can tell a sorrowful example from the experience in Europe and America. We started an informational company on television, radio and in newspapers in the beginning of 90s.  By the beginning of 1994, we noticed a decrease in morbidity rates.  In last years the sickness rates began to grow again. Why? Well, it is because everybody decided that the danger had passed and the work against the disease was stopped.

· -And how do you evaluate the current situation of providing medicine for HIV-positives in Russia?

· This is pretty good in Moscow.  There are appropriate medicines here. It is truly not a problem here.  However, this is only true if a person knows about his HIV-positive status.  The problem is that two-thirds of HIV-positives do not know about it!  The situation in other cities is much worse.  People die if there is no therapy. 

· -How much does the therapy cost?

· -In Moscow the therapy is provided for free. It does not cost anything for a person with Moscow registration. And for the general population it costs $8,000 to $10,000.  The necessary medicines can only be obtained in certain drugstores.  However, the number of HIV-positives is growing.  The amount of sick people is growing, so soon we will see those people. The director of the Russian Center of AIDS Prophylaxis Vadim Pokrovskiy says that within two years there will be many people in the second stage of infection.  At this stage, the individuals will need to receive medical treatment. 

-Are current medicines effective enough?

· There are already examples of people in Russia who were bedridden and were ready to pass to their eternal rest. When today’s medicines appeared, and people gained access to it, they were back on their feet. This is a supporting therapy.  The creators of the therapy received the Nobel Prize in 1996. It helped many people. Individuals in the USA stopped dieing from AIDS. Unfortunately, death still occurs from the disease in Russia. Two weeks ago, one activist of the HIV-positive’s movement died. He lived for 13 years with HIV and could not strive for the therapy. 

· Why was he refused help?

· I have told you already. If the situation in Moscow is pretty good, it is not so in other cities. First of all, there is no money for therapy. Secondly, lots of physicians do not understand how HIV-positives should be treated and what they should be treated for. This is especially true if he is a drug user. Many people do not understand the reason for spending money to help drug users.  This is the question of HIV-positives status. Besides that, many Russian physicians in regions do not know how to use the medicines of the supportive therapy properly. Protests of people who are unable to receive the therapy took place in Kaliningrad and Saint-Petersburg recently.  People will come out to the streets. They were afraid to show their faces before, but they are not afraid anymore.

· Can these actions become a threat to society from HIV-positives?  Is there any possibility of HIV-terrorism in your opinion?

· This is a totally strained subject, like a kind of cheap sensations. There is no such thing as HIV-terrorism. Nobody has encountered it anywhere. By the way, notice that I am not using such expressions as “HIV-infected.”  All over the world they try not to see people through their HIV-status.  HIV-infected is a stigma.  That is why we say “HIV-positive” or “a person living with HIV”. And if people who are living with HIV feel desperate sometimes, this does not mean that it is aimed against other citizens. The desperation is in regards to the impossibility of receiving medical treatment. 
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AIDS is coming

By year 2008 there will be 2.5 million HIV-infected people in Russia.

Yesterday, all around the world, a “Memorial Day of people who died from AIDS” was help. In Russia, demonstrations called “Memorial Bridge” were held in Moscow, Saint-Petersburg, and in 14 other cities.  People living with HIV/AIDS demanded medical treatment from the government. If free treatment is not provided by 2008, thousands of Russians will die because of AIDS and 2.5 million more will have HIV. These people will not be “prostitutes of drug addicts” – these people will be us.

There won’t be any vaccine

-If there were a vaccine, then the whole population could be vaccinated against HIV.  This would allow them to forget about us and wait until we die. But there is no vaccination. A 24 year old girl named Sasha pours tea for me and treats me with marshmallows.

It is morning. We are sitting in a kitchen in St. Petersburg. I just arrived on a train from Moscow. I took a shower because HIV is not transmitted through a shower.  I am drinking tea with marshmallows because HIV is not transmitted through marshmallows.  I am talking to Sasha. She is pretty. She will be married in five days. There will be a wedding palace, Mendelssohn’s march, champagne, and “bitter” outcries. Sasha’s father will be wishing the married couple to live happily for a long time and to love each other. Sasha will throw a bouquet of orchids over her head and five of Sasha’s HIV-positive girl-friends will try to catch the bouquet.  Sasha was infected five years ago.  People live about 10 years without treatment. 

I will not stay here for her wedding. I will return to Moscow and meet HIV-positive guys from other regions.  They will be tell me, for example, that there are 17,000 registered people living with HIV in Cheliabinsk and only 23 people are receiving treatment.  Further, only 20 of 20,000 receive treatment in Samara.  I will sit in the exact café where you may come this evening for dinner because HIV is not transmitted through dishes. And Misha, the HIV-positive activist from Cheliabinsk, will draw HIV on a napkin for me and will explain why there are still no vaccines and why there will not be any. To explain in four words, the virus mutates quickly. There is no vaccine and there will not be one.
But there is an epidemic. According to official data, there are 264,000 people registered as living with HIV in Russia.  In the last six months, the number has increased by 25,000. This means that the HIV epidemic is growing at a rate of 20% per year in Russia.  This is quicker than in Africa. 

The head of the federal AIDS Center, academician Vadim Pokrovskiy, asserts that the number of registered HIV-infected people should be multiplied by 5 or even 10 to know the true number of people living with HIV.  We are multiplying by 5. The result is that there are more than a million people living with HIV. And, if this number increases by 20% a year, then by the year 2008 there will be 2.5 million people in Russia living with HIV.

If nothing changes, the year 2008 will be an important milestone in the history of HIV in Russia. The first epidemic splash was in 1999, and by 2008 people will be in the last stage of the disease – AIDS. Academician Pokrovsky asserts that dozens of people will die. This is an optimistic statement.

Now in Russia 5% of pregnant women are HIV-positive. The World Health Organization considers that if more than 1% of pregnant women are HIV-positive, the epidemic will become a pandemic.  This means that the disease will be out of control.

In 1999 anonymous research was conducted at institutions in Saint-Petersburg.  It was revealed that 10% of students are HIV-positive. There is no Soros Fund any more. The research has been lost. It is illogical to count people living with HIV only from young people and not from the total population. The numbers are close to Africa’s: 15% of Africans live with HIV. However, the African epidemic is 20 years old.  When Russia’s epidemic is 20 years old, it will have caught up with the rates in Africa. The epidemic in Europe has stopped at the level of 0.3%.

Gennadiy Onischenko, the head sanitary physician of Russia, does not agree with academician Pokrovskiy. By his data, the epidemic growth decreases each year and is now equal to 6% per year. The academician has an objection to the head sanitary inspector: the consoling characteristics are gathered because the same group of people is examined by the Ministry of Health each year - the injection drugs users.  The epidemic exceeded the bounds of this group long ago. Anyway, all five of Sasha's girlfriends were infected sexually. And, what is more, eleven individuals were infected through blood transfusion this year, even in Moscow.

I made a request of the Ministry of Health. I requested that Minister Mikhail Zurabov and his substitute Vladimir Starodubov, as well as the main sanitary inspector Gennadiy Onischenko comment on my information about the problem of HIV in Russia. There was no answer. My request was only registered in the office under the number 2510/9179-04.

People living with HIV have lost hope while waiting for answers. I sit in the kitchen with Sasha and she tells me about her work in social organization “Svecha.” She even gets paid $150 there. They have a group of psychological support. Psychological care is needed because it is very difficult for a person who learned that he is HIV-positive to accept the diagnosis. In Botkin’s Hospital in Saint Petersburg, there are bars on the windows so the people cannot jump out of the windows. “Svecha” organizes a psychological group.
Sasha says: “Unless a person does not believe in his diagnosis, he will not change his way of life. He does not get any treatment, and he is dangerous because he can infect others. And I am not going to die. Nobody from our group is going to die. One of our couples has two children now. I will be married…

· And how do you make children? – I ask her.

· Well you take the risk. There is a couple among us in which a wife is HIV-positive and a husband is not. They took a chance and stopped using contraception. The husband did not get infected and a healthy child was born.  Everything is fine. If a pregnant woman takes pills while she is pregnant, the child will be born healthy 98% of the time. And, if both individuals are HIV-positive, then they should do sperm cleaning. This can be done in Poland for $2000, in Spain for $5,000. They say that in St. Petersburg people have this done underground. I want to have a child very much. My husband and I wanted to adopt an HIV-infected child.  But, we were not allowed to, even an HIV-infected child.
There is a child house for HIV-infected children in Saint-Petersburg on Nevsky Prospect near Kazansky cathedral. I have been there. There are 40 HIV-infected children and nobody adopts them. 

Sasha told me also that activists from “Svecha” organization visit hospitals and take care of AIDS invalids who are dying because the medical staff does not like to take care of them. She says:

- You see, people that I am taking care of should be educating, working, falling in love, getting married, and having children. Instead, they are dying.
A cure for AIDS does exist.

Actually, the medicines do not cure HIV, but they are able to delay the onset of AIDS from HIV. They are called Anti Retro Virus medicines – ARV. In addition to extending an individual’s life, these drugs make a person with HIV practically non-contagious. It is rather difficult to take ARV because of the large number of medicines that are required and the unique treatment scheme for each person. There are many pills and an individual must not fail to take one. If you fail to take one pill (for instance, if the medicine was delayed at a custom house, which happens), then the virus will develop resistance to the medicine and you will have to begin the treatment all over and choose another scheme. Sometimes a person is unable to take some medicines. This means that one medicine against AIDS is not sufficient. There should be twenty of them. However, there is only one produced in Russia, which is called AZT.
Other medicines are being imported. The patents of brand-name medicines are very expensive. On average, one year treatment of ARV therapy for one person costs between $5,000 and $10,000. According to the information of academician Pokrovskiy, the federal budget provides 118 million rubles per year for the work against HIV. Onischenko, the head sanitary physician, could object that some funds are provided from local budgets, but he remains silence. The amount of rubles converts into $4,200,000 per year, which averages out to $4 per person. Of course there will not be enough ARV therapy for all people living with HIV. However, the constitution guarantees the right to live for everyone and ARV is vitally important for people with HIV, as insulin is for diabetics. 

In America they provide ARV therapy to everyone. In Europe they wait until two main analysis CD4 (number of immune cells in blood) and “viral load” (number of virus in blood) –become critical. A CD4 test is free or costs very little in Russia.  However, a “viral load” test costs 9,000 rubles. 

· I never had a “viral load”. Where would I get 9,000 rubles from? – asks Sasha.

Whether to provide ARV treatment is determined by special medical commissions. In addition to providing medical prescriptions, this committee determines whether the patient is “socially reliable and perspective”. I tried to ask the minister of Health if a doctor should just treat a patient or if he should decide if he is perspective or not. The minister remains silence.
Miss Leen Mardajerio, the vice-president of the American charity organization “HIV-AIDS Clinton’s initiative,” says that their fund has a special program: they help developing countries buy cheep ARV treatment. Miss Leen Mardjerio says that her fund contacted the Russian Ministry of Health and offered to buy ARV treatment for the country so that the course of treatment for a year would only cost $500. The Ministry of Health did not reply to me or to Miss Leen Mardjerio.
Medicines developed in India, Brazil and Canada could also be brought to Russia. These so called “generics” are the same medicines, but they are not patented. Russia does not buy them because this will prevent the country from entering the World Trade Organization. These medicines would cost each person between $1,500 and $2,000 per year. 

Alternatively, Russia can produce generics by itself. If this occurred, a year’s therapy would cost between $100 and $200. This price includes the costs of scientific research as well.

I spoke to the head of large pharmaceutical company who asked me not to mention his name. He said that it is more profitable to sell foreign medicines than those that are produced domestically. He also said that even if the Ministry of Health did its job well and a list of vitally important medicines was published, there would still be a problem regarding the accessibility of ARV. He said that the government should pass a “national medicine doctrine,” as it has done previously with army and navy. That statistics should be fixed in order to know how much medicines are needed. The rights of people who live with HIV and the duties of physicians and pharmacists should be determined by a law of direct action. Such a system should be established. This is the responsibility of the State Duma, the Council of Federation and the government and the president. 

After I have breakfast with Sasha, an HIV-positive girl, I will go to a kindergarten, to a hospital, and then to visit Sasha’s friends. Alexander Rumiantsev, the president of the fund “Delo,” is driving me to these places. He is the only one of my new acquaintances who does not have an HIV-positive status.  This is why I have provided his last name. He says that he used to own a shop of cellular phones, but that he sold it and began to work for ARV accessibility. His fund is organizing a demonstration in Petersburg. He says:


- I thought that if I continued to earn money, like everyone else, I would stop respecting myself. We are riding in a broken car. U2 sings in the tape-recorder that we have “one blood”. Alexander continues: 


- You know, it is not about generic drugs. We are not lobbying for their production. There is no system organized, no vertical AIDS-centers, there are no laws, and no strategy. 


On December 1, the Day of the fight against AIDS, the fund “Delo” held the first demonstration for accessibility to treatment in Saint-Petersburg. Alexander says that there are rumors that as an answer to this demonstration Valentina Motveenko gave money to the AIDS-center.  However, the AIDS-center still has not received the funds. 


U2 keeps singing: “Sisters! Brothers...”  Alexander says:


- You know the story about Sasha? She caught a cold during our demonstration on December 1. Her CD4 dropped to 200, which is critical. I called Aza Rachmanova, the head physician of the AIDS-center, and asked her to help Sasha with ARV. She agreed to help, but Sasha refused to receive the treatment. She said that if it is not for everyone, then it is not for her.

People in masks 

To arrange yesterday’s demonstration, the fund “Delo” and the “Community of people living with HIV/AIDS” spent $15,000 to buy t-shirts, caps, posters, and booklets. Money was donated by a European charity organization. There were only 50 HIV-positive people. To make a greater demonstration we formed an agreement with a student trade union. Altogether, 150 people were in Moscow and 300 in Saint-Petersburg. Alexander Babayan, the head of the trade union of the St.-Petersburg University for cinema and television, told me that half of students came because t-shirts were provided and because some truancy would be written off. He also told me that it is possible to gather 2,500 people to demonstrate for free public transportation tickets for students.  For the demonstration for increasing the availability of treatment, there was a maximum of 500 people. In universities where, by some estimates, 10 % of the students have HIV, students still think that the HIV problem does not concern them.

And the HIV-positives sit in their houses and remain silent. However, more then twenty years ago activists of ACT UP, an American organization of people living with HIV, came out on to streets with the slogan, “Silence is death."
Sasha went to the demonstration in St. Petersburg with a mask on. Misha, in Moscow, also wore a mask. And this girl, with whom I talked in a Moscow café instead of drinking at Sasha’s wedding, went with a mask on too. She asked me not to name her. She is from a village. She caught the virus sexually and learned that she was infected only during a female consultation for pregnancy. She was brought to a regional city and locked in an infectious hospital where they aborted the pregnancy. Then she was to a local AIDS-Center to register. She was told there that in 98 % of cases, children are born healthy. She became pregnant again and gave birth to a healthy child. She wrote a letter to president Putin, in which she asked for his help because her child faced denied treatment at a local polyclinic and thus they had to travel two hours by bus to a city. A letter was then sent from the administration of President Putin to the administration of her region, which said that they had to help the HIV-positive girl find habitation. The administration sent a police officer after her.

They are not accepted by emergency rooms, they are denied treatment of their teeth by dentists, they are being fired, and the healthy child of an HIV-positive couple in Moscow was not accepted in a kindergarten. Fifty people that came for the Moscow demonstration were detained by the police because they had a meeting near the underground metro. That is why they are in masks.

 “Sisters! Brothers...”  This song was playing at the demonstration. During the first bars, the people released white balloons into the sky. Names of people who have died from AIDS were written on the balloons.

Valery Panyushkin

3% of Russians do not know anything about AIDS.

Results of interrogations made by the All-Russian public opinion research center (APORC) on November 20-21, 2004 

Before the World day of struggle against AIDS, the All-Russian public opinion research center (APORC) submitted information about the level of awareness of Russian people about this disease and their tolerance to HIV-infected individuals.

1555 people took part in the interrogations in 100 inhabited localities throughout 39 regions, lands, and republics of Russia.

The All-Russia interrogation shows that 47 % of respondents know a lot about HIV-infection and the illnesses connected with it. In their opinion, approximately the same number - 49 % - "heard something" about it. Only 3 % did not know anything about the disease. The younger and more-educated respondents knew about the problem related to HIV better than older and uneducated individuals. So, in the age group of 18-24, 56 % of the respondents answered that "yes, I know a lot about it." As far as the group of individuals older then 60 - only 33 % knew “a lot about it.” 57 % of Russians with higher education "know a lot" about AIDS, compared with only 32% of individuals who have an elementary and incomplete education.
Situations that are the most often perceived tolerantly are the following:

- Having a virus carrier in the neighborhood (only 26 % stated that for them it is absolutely impossible and 30 % did not find anything terrible in it); 

- Teamwork performance (29 %, against 26 %); 

- Providing care for someone close, who is sick with AIDS (32 % against 21 %).

Russians mentioned as absolutely unacceptable the following: using dishes that HIV-infected individuals have ever used (75 %), buying products from a sick seller (70 %), and taking their child to a class or group that has an HIV-infected child in it (59 %) ".

On the average, only 7-10 % of responders stated that there is nothing terrible in these situations.

Extreme positions were taken by approximately 15 % of the respondents (in the six hypothetical situations these respondent either did not state that any were absolutely unacceptable or the contrary, that all six were absolutely unacceptable). Other respondents (more than 2/3 of Russians) were in an intermediate group that believed that some interactions with a HIV-infected individuals are a problem, and others are not.

Unfortunately, "the statistical error of the given research does not exceed 3.4 %."
The key conclusions of the monitoring are the following: 

There is a discrepancy of legal acts between the international norms on a regional level and the Constitution of the Russian Federation and other federal legislation. This discrepancy will lead to gross violations of the rights of RF citizens in general and, in particular, of the rights of people living with HIV/AIDS.  Examples of such infringements are: infringement of an individual’s right to voluntary medical examinations, infringement of privacy rights regarding personal information and diagnosis, and infringements of the right to protection of health. 

Human rights violations concerning people living with HIV/AIDS were revealed. An analysis of the material collected during monitoring has demonstrated that specialized treatment is provided to a limited circle of people, the reception of general medical service is complicated, breaking the human right to protection of health and medical aid, as well as the right to the highest possible standard of life. The level of knowledge regarding HIV-infection is rather low.  Prophylactic and informational materials are not being distributed.  This violates the human right to information. A lack of firsthand information about HIV/AIDS leads to a hostile attitude towards HIV-positive people in society.  This subsequently has a negative influence on the social activity of PLWHA in regards to fighting for their rights. There is significant discrimination against people living with HIV/AIDS. Injection drug users, who are also living with HIV, face double discrimination as both HIV-positives and as drug users that are persecuted by law enforcement bodies. They are not included in the "socially perspective" group and they are refused specialized treatment. There are cases in which individuals have been refused job placements.  The acceptance of such practices at institutions breaks the right of non-discrimination (an interdiction of discrimination), the right to work, and the right to be educated. 

The revealed cases of in which an individual’s diagnosis has been disclosed by doctors, employers, or staff members of law enforcement break the right of private life immunity. 

In response to the conditions revealed above, MHG considers the following to be necessary:

· To improve the Russian legislative base in order to provide greater access to information, to prophylactic and treatment services, and to prevent discrimination of the people living with HIV/AIDS.

· To promote circulation of trustworthy information about HIV/AIDS as widely as possible among the population.

· To provide adequate protection of human rights within the limits of the national judicial system and other state institutes that are supposed to ensure the observance of these rights.
· To involve people living with HIV/AIDS in political decisions on both the regional and federal level. 

� Confirmed by RF governmental regulation (since 27.12.04 №856) “About ratification of rules of providing HIV-infected people with free medicines for out-patient treatment at particularized federal medical institutions.” 


� Approved by government’s order №681 from 30.07.1998.


� The number of the order in the scanned copy is not clearly printed.


� There is no exact data in the scanned copy.





