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OPEN-ENDED CONSULTATION

Elimination of discrimination against persons affected by leprosy 

and their family members

Geneva, 15 January 2009, Palais des Nations (Room XXIV)

SUMMARY OF DISCUSSIONS
INTRODUCTION 

1. The Office of the United Nations High Commissioner for Human Rights (OHCHR) convened an open-ended consultation on 15 January 2009, following resolution 8/13, paragraph 4, in which the Human Rights Council requested the OHCHR “to hold a meeting to exchange views [about elimination of discrimination against persons affected by leprosy and their family members] among relevant actors, including governments, observers of the United Nations, relevant United Nations bodies, specialized agencies and programmes, non-governmental organizations, scientists, medical experts as well as representatives of persons affected by leprosy and their family members, and to transmit a report to the Council and the Human Rights Council Advisory Committee”.
2. The meeting was divided into three sessions. The first session focused on the principle of non-discrimination under international human rights law and aimed at clarifying the human rights framework for the discussion. The second session focused on health-related discrimination and human rights, particularly on ways in which the health status of a person, present or past, real or perceived, is evoked as a ground for discrimination and exclusion. Linkages were also sought with experiences from persons affected by HIV/AIDS and persons with disabilities in combating discrimination. The third session, in the afternoon, concentrated on discrimination against persons affected by leprosy and their family members, and included specific experiences and personal testimonies shared by panelist and participants.
3. This informal summary does not provide a full record of the meeting but seeks to reflect some main points and key themes discussed. 

4. The programme of work of the consultation is included in annex 1 to the present summary. The list of participants is included in annex 2. 
OPENING SESSION

5. 
Mr. Ibrahim Wani, Chief, Development and Economic and Social Issues Branch, Research and Right to Development Division, OHCHR, opened the open-ended consultation by recalling the Human Rights Council resolution 8/13, entitled “Elimination of discrimination of persons affected by leprosy and their family members”, and specifically paragraph 4, which mandated OHCHR to organize a meeting among various stakeholders. Mr. Wani reminded participants that the consultation aimed at exchanging information and views among various experts, as well as testimonies from persons affected by leprosy, about the obstacles faced in the enjoyment of human rights due to discriminatory policies and practices. He stated that OHCHR welcomed the opportunity to discuss leprosy and health-related discrimination with a view to identifying concrete ways in which States and other stakeholders have made and continue to make progress in addressing discrimination. He particularly called attention to multiple discrimination, whereby a person suffered not only due to their health condition, but in addition due to their sex, race, age or socio-economic status, among others. 
6. 
Mr. Yohei Sasakawa, Japanese Government Goodwill Ambassador for human rights of persons affected by leprosy, and Chairman of the Nippon Foundation, in his introductory remarks, emphasized that leprosy, historically perceived as a curse, remained a cause of wide discrimination, although it was a disease for which there was effective cure. He described the rejection and exclusion suffered by persons affected by leprosy from the society and from their families. He called for a mass movement toward action to remove the social prejudice, based on three approaches: a) appealing to country leaders to end discrimination, b) empowering persons affected by leprosy to speak out themselves, and c) informing society about the disease. The challenge was not only to eradicate the disease, but also the prejudice and discrimination that stem from it, he concluded.
7. Ms. Maria Nazareth Farani Azevêdo, Ambassador of the Permanent Mission of Brazil to the United Nations in Geneva, expressed her Government’s commitment to the elimination of discrimination against persons affected by leprosy. Amb. Farani referred to the Government’s guarantee of full citizenship for persons affected by leprosy, as well as the rights to social security, culture, housing, education and participation.  An Inter-Ministerial Committee was created in 2007 to analyze complaints in order to offer compensation for historic discrimination. However, there was also recognition that leprosy was still a reality in Brazil and remained an important health issue in the country. Ms. Farani expressed her optimism for a constructive discussion which would contribute to strengthening all efforts to combat discrimination against persons affected by leprosy.
SESSION 1: THE PRINCIPLE OF NON-DISCRIMINATION UNDER INTERNATIONAL HUMAN RIGHTS LAW

8. This first session of the meeting was chaired by Mr. Ibrahim Wani (OHCHR) who opened the session by underlining that the prohibition of discrimination was one of the pillars of international human rights law. As defined in article 1 of CEDAW, discrimination must be understood as any distinction, exclusion or restriction which has the effect or purpose of impairing or nullifying the recognition, enjoyment or exercise by an individual of human rights and fundamental freedoms in the political, economic, social, cultural, civil or any other field.  Mr. Wani noted that although legislative measures were needed to end discrimination, and were adopted in many countries in the last decades, they did not suffice. Indeed, he noted that prejudice and social stigma, both in the private and public spheres, were still rampant in relation to health-related discrimination, such as in the case of leprosy and other neglected diseases. He emphasized the importance of universal access to a health system, mainly in areas where the poorest members of society live, and the obligation States had to ensure that the health status of a persons did not impact on the enjoyment of other rights such as the right to vote, to enjoy family life, to attend school or cultural celebrations and to work. 
9. Mr. Stefan Trömel, representing the International Disability Alliance (IDA) and the Convention on the Rights of Persons with Disabilities (CRPD) - Forum, noted the importance of the CRPD, recently in force, for some persons affected by leprosy in the protection of their rights. However, in his view, it would be controversial to speak of disability and of health-related discrimination at the same time: it would be advisable to speak of discrimination on the ground of disability solely. Mr. Trömel underscored the broader protection offered by the Convention: whereas States in the past only protected legally certified disabilities, the Convention included persons who were also perceived as having a disability. Another advantage of the Convention was that it outlawed any type of discrimination without specifying whether it was direct or indirect. Under the Convention, involuntary transfer to institutions was prohibited, requiring States to provide alternative options for persons with disabilities to stay in their communities if they so wished. 
10. Ms. Zilda Borges, of the International Association for Integration, Dignity and Economic Advancement (IDEA), spoke of the link between women and leprosy, and of the relevance human rights had for the empowerment of individuals to face discrimination. From her personal experience, Ms. Borges reflected on how persons affected by stigmatizing diseases often preferred silence to avoid exclusion, and how it required great efforts to break through silence to denounce discrimination. She highlighted that stigma and fears still prevailed today, impeding the full realization of all human rights, referring to examples of persons affected by Hansen’s disease she had met in Mozambique, Nepal, Angola, Paraguay and Indonesia. Ms. Borges reminded the audience that all individuals wanted to feel secure as a foundation for the exercise of their human rights. She underscored that if women were still not able to find employment, to sell their products at the market or to attend schools because they remained isolated due to Hansen’s disease, their human rights were denied and their essential sense of security continued to be at risk. In light of this situation, action by persons affected by Hansen’s disease, such as in Brazil, as well as their direct participation in decision-making processes would help to making the enjoyment of all their human rights a reality.
DISCUSSION

11. Japan, as main sponsor of Human Rights Council resolution 8/13, noted that treating persons affected by leprosy and their families differently, either under the law or as a matter of practice, was in opposition to the Universal Declaration of Human Rights as well as to the related international human rights treaties. In this context, Japan held noted policies of quarantine or segregation of persons affected by leprosy should be reversed and examined in a timely manner, as the Government of Japan had done in the past. Japan urged the international community and all delegations present to continue making all efforts possible to end discriminatory policies against persons affected by leprosy and their family members.
12. Mr. Sung, Parliamentarian of the National Assembly of the Republic of Korea joined the discussion to share his experience as the first person affected by leprosy who had been elected to a parliamentary position. Mr. Sung evoked his many sufferings of having been treated as a “patient” long after having been cured of the disease. He referred to historic practices by which persons affected by Hansen’s disease were used for medical experiments, were forced to undergo abortions or were segregated for life. 
13. China welcomed the convening of the meeting and mentioned multiple efforts made to eliminate the disease through economic and social development. China reaffirmed its commitment to the right to health and the right to living a dignified life as essential human rights closely related to the rights to food, housing, education and work.  China expressed the Government’s interest in fruitful cooperation among meeting participants, experts, NGOs and UN agencies to raise awareness to eliminate the disease and to end discrimination against persons affected by leprosy and their family members. 
14. Venezuela referred to its national constitution which prohibits all forms of discrimination. It was noted that in Venezuela all leprosaria had been closed down twenty years before and that health services were ambulatory and widely available. Venezuela had conducted several public information campaigns to provide information about leprosy and to combat discrimination. 
15. Other participants took the floor to highlight the need to combat more subtle forms of discrimination, such as the use of discriminatory language, or the abuse of images for fundraising purposes which might be disrespectful of the persons who are suffering a particular disease and might play an involuntary role in perpetuating or aggravating discrimination and stigma. A concern was raised to leprosy still being a public health problem in some countries, despite the existence of a cure. It was also underscored that if diagnosis was delayed, leprosy could lead to disability and the disease’s impact would be felt during a lifetime. Participants noted that leprosy continued to affect particularly and disproportionally the poorest of the poor. 
SESSION 2: HEALTH-RELATED DISCRIMINATION AND HUMAN RIGHTS
16. Ms. Mara Bustelo, Coordinator, Economic, Social and Cultural Rights Unit, Special Procedures Division (OHCHR) chaired this session of four panelists. 
17. The first panelist, Mr. Denis Daumerie of the World Health Organization, Neglected Tropical Diseases Department, clarified that leprosy was one of several “neglected diseases”. Similar problems and characteristics justified a joint approach, including a) lack of information and commitment, b) mainly the poor were affected, c) diseases were not perceived as a “western” problem as their prevalence was an issue mostly in the southern hemisphere, d) in most cases these diseases were incapacitating individuals more than taking their lives, e) these diseases had a low profile in relation to public health priorities at national and international levels; f) there was a negative image surrounding them, as well as complicated names and complex strategies to tackle them
. 
18. Mr. Daumerie highlighted the crucial role that human rights, and particularly the right to health, played in controlling the impact of neglected tropical diseases by introducing an obligation for duty bearers to protect the most vulnerable. Specifically on leprosy, Mr. Daumerie pointed out that between 1985 and 2008, more than 15 million cases of leprosy had been cured with the multi-drug treatment (MDT) offered free of charge by WHO to all those registered since 1995. The number of persons registered for treatment fell from 5.4 million in 1985 to 250 000 in 2008. Despite these important improvements in numbers, there was still a long way to go to eliminate the disease
 and the discrimination caused by it: it was estimated that 1 million people lived with very severe disabilities caused by leprosy. They remained widely isolated, in developed and developing countries, especially women and children. A right to health approach to neglected diseases should be based on community participation, as part of integrative local health systems, not solely focused on treatment and diagnosis, but also on the care of the patient and the protection of their human rights. Simultaneously, there ought to be systems to monitor and hold national and international actors accountable for compliance with their human rights obligations.
19. Ms. Susan Timberlake of UNAIDS acknowledged the valuable lessons learned from HIV/AIDS in fighting discrimination. She referred to the importance of standard-setting regarding discrimination and health status, based upon various human rights treaties as well as national jurisprudence. She presented the legal framework of accountability (based on the Declaration of Commitment on HIV/AIDS of 2001 and the Political Declaration on HIV/AIDS of 2006). Research demonstrated that stigma and discrimination, resulting in a lack of awareness and knowledge, negatively affected uptake of HIV prevention and treatment and had other significant social effects.
20. Ms. Timberlake described four principles for taking action based on UNAIDS strategies: 1) addressing the causes of stigma and discrimination and the key concerns of affected populations, 2) measuring stigma as part of “knowing your epidemic and response” and effective scale-up programmes, 3) using a multifaceted approach to reduce stigma and discrimination, and 4) evaluating efforts to reduce stigma and discrimination. It was suggested to combine approaches such as empowering people living with HIV, ensuring their fully informed participation, dialogue and interaction with the community and other key actors. The need to evaluate and monitor existing programmes to improve effectiveness was noted. In conclusion, Ms. Timberlake stated that stigma and discrimination were major barriers to universal access to HIV prevention, treatment, care and support. 
21. Prof. Yozo Yokota, former member of the United Nations Sub-Commission on the Promotion and Protection of Human Rights, acknowledged the efficiency of the free multi-drug therapy (MDT) in rendering leprosy a curable and treatable disease, and no longer a public health issue in most countries. He underlined that discrimination against persons affected by leprosy and their family members remained a reality. Prof. Yokota underscored that treatment of persons affected by leprosy by Governments and various institutions involved serious violations of human rights, including as a result of lifelong isolation. While most countries had abrogated discriminatory legislations and policies, discrimination persisted and required action by United Nations human rights mechanisms.  
22. Prof. Yokota suggested that, while human rights violations connected with all contagious diseases must be addressed, as a matter of strategy, each should be taken separately as they involved different dimensions and implications. Leprosy, even though not easily transmissible, entailed discrimination and ostracism because of lack of knowledge. Prof. Yokota suggested the following elements for future guidelines to eliminate such discrimination including: a) Governmental information campaigns, b) institutional studies and monitoring to discern the situation and conditions of leprosy patients and their family members, c) abrogation of discriminatory legislation, policies and practices, d) Governmental measures to compensate damages suffered and offer reparations for past violations, e) effective public measures to eliminate discrimination, such as punishing perpetrators, f) dissemination of accurate knowledge about the disease in schools and other institutions, g) systematic  consultation of leprosy-affected persons and their family members in the definition of all the above mentioned measures.  
23. In a statement read on her behalf, Ms. Magdalena Sepulveda, United Nations Human Rights Council Independent Expert on extreme poverty, referred to links between extreme poverty, discrimination and health status, and their relevance from a human rights perspective. The Independent Expert noted that discrimination engendered poverty and poverty engendered discrimination. Poverty was a risk factor for the deterioration of health, lack of access to services or facilities, while poor health could in turn lead to poverty. The Independent Expert underlined the importance of a holistic approach to tackle discrimination, poverty and health issues. In the case of several neglected diseases, including leprosy, the fact that treatment and cure had existed for decades had not necessarily lead to the eradication of prejudice in society. 
24. In relation to neglected diseases, Ms. Sepulveda reminded participants that State responsibilities relating to the right to health were threefold: the obligation to respect, i.e. to refrain from actions which deny individuals their right to health; the obligation to protect, meaning that States should ensure availability, accessibility and quality of health goods, services and facilities; and the obligation to fulfill, which included an obligation to promote medical research and to take positive measures in order to enable individuals and communities to enjoy their right to health. Ensuring access to information about health and promoting inclusion must be an essential dimension of any strategy. 
DISCUSSION

25. Thailand highlighted the Government’s support to all efforts to tackle leprosy-related discrimination through integration programmes and full respect for human rights. He noted that the prevalence rate has steadily declined in south East Asia, particularly since 1984 when MTD were incorporated, reaching a universal coverage in 1999. However, it was recognized that leprosy continued to cause economic and psychological consequences in the lives of those affected.  
26. The Order of Malta noted that its Leprosy Institute in Dakar, Senegal, was being integrated into the orthopedic department of the University hospital as part of its fight against discrimination and ostracism against persons affected by leprosy, an experience which should be replicated widely in other settings. 
27. Myanmar noted that since 2007 there had been several changes including the creation of a steering committee at the national level to eliminate discrimination and a task force. In 1992 with the abolition of the Leprosy Act, persons affected by the disease were not considered a public threat anymore and the provision of many services including medicines, food, water, public transportation and health care for all was ensured. Additionally, persons affected by leprosy were granted the right to live with their families and to remain in their communities. 
28. In the discussions, participants recognized that leprosy continued to cause stigma and discrimination, as an obstacle to the enjoyment of many civil, political, economic, social and cultural rights.  Several participants mentioned the importance of MDT treatment and its availability free of charge as a key factor in the control and progressive elimination of the disease. While the panel focused on how the real or perceived, present or past health condition of an individual had lead to discrimination, several participants highlighted that leprosy-related discrimination had an impact on all human rights, including the right to adequate food and housing, to education, to work, and not only on the right to the highest attainable standard of health.  
SESSION 3: DISCRIMINATION AGAINST PERSONS AFFECTED BY LEPROSY AND THEIR FAMILY MEMBERS

29. Ms. Maarit Kohonen, Coordinator, Human Rights, Economic and Social Issues Unit, Development and Economic and Social Issues Branch (OHCHR) chaired the afternoon session. Panelists in the afternoon session were persons affected by leprosy, members of their representative organizations and non-governmental organizations. 

30.  A statement was read on behalf Mr. Sang Kwon Jung of the International Association for Integration, Dignity and Economic Advancement (IDEA), Republic of Korea, who was unable to join the meeting at last minute. Mr. Jung noted that leprosy in the Republic of Korea did not pose a public health risk anymore but had been a source of discrimination since centuries. Mr. Jung’s statement included a historic account of the various policies that had existed, including isolation, institutional sterilization and abortion, forced separation of children of patients, and relocation in the country. Following a series of investigations in 2005 in relation to the impact that past policies had had on human rights, in 2007, a special law to protect the human rights of persons affected by leprosy was passed. 

31. Ms. Valdenora Da Cruz Rodrigues, from the Movimiento de Reintegraçao das Pessoas Atingidas pela Hanseiniase (MORHAN) in Brasil, referred to the prevalence of Hansen’s disease in Brazil (approximately 40,000 new cases), and to the fact that discrimination had not disappeared despite various efforts during decades. She recalled her personal experience, her isolation, the loss of employment her mother suffered and the difficulties she had faced in accessing education.  She noted than although there was free provision of MTD by the Ministry of Health, some persons were not accessing it on time to avoid permanent consequences.  She noted that there was a toll-free service, funded by the Nippon Foundation, which provided information about the disease to any person. Since it started, more than 8000 calls had been received. She called States to take measures to sensitize the population, as well as to train doctors and health professions who were also responsible for stigmatization. She urged States to ensure integration and re-integration of persons affected by Hansen’s disease into society.   
32. Mr. Leulseged Berhane Asres, Executive Director of the Ethiopia National Association of Persons Affected by Leprosy, recalled that leprosy had absurdly and highly stigmatized affected persons and their families for generations. Despite medical advances to finding a cure for the disease, its psychological, social and economic impacts had not changed. He observed that relatives and family members had been disregarded for generations, due to misconceptions and stigma. In Ethiopia, persons affected by leprosy had been denied their human rights, including through local administrations denying access to education, health and infrastructures. A social prejudice against marrying persons affected by leprosy and their family member persisted, with leprosy considered a ground for divorce until recently.  

33. Mr. Douglas Soutar from the International Federation of Anti-Leprosy Associations (ILEP) pointed out that human rights of persons affected by leprosy should not be seen solely as relating to health or disability, but should extend beyond to make use of all provisions of the International Covenant on Economic, Social and Cultural Rights, of which almost none were respected when speaking of persons affected by leprosy. Strategies must be developed to promote human rights’ obligations of States, in three particular areas: a) better use of media and language, b) promotion of more inclusive terminology, and eliminating “labels”; c) legislative reforms, including proper collection of data and monitoring, d) networking and working with other sectors that have also been marginalized and oppressed.  Mr. Soutar held that initiatives focusing only on the human rights of those affected by leprosy would risk failure and their advocates may themselves continue to be marginalized and excluded from the development process unless a more inclusive and universal rights-based approach was taken.
34. Dr. Karuppannan Gopal, of the National Forum of India/International Association for Integration, Dignity and Economic Advancement, (IDEA), remarked that leprosy was a unique disease, segregating and dividing people through rejection. India continued to have the highest leprosy prevalence in the world, hence the continued presence of about 700 leprosy colonies. The media had a role in perpetuating stigma by projecting wrong information. He informed the meeting of IDEA’s activities in India, including socio-economic empowerment workshops to support overcoming the stigma and social discrimination, investing in the affected people directly with projects aiming at education, socio-economic rehabilitation and networking. 
35. For the development of guidelines, as requested by the Human Rights Council, Dr. Gopal offered the following suggestions: a) persons affected by leprosy should be included as partners in developing policies and national programs, b) all social and economic barriers against them should be removed, c) no derogatory terminology must be used, d) Governments should design information campaigns about human rights for persons affected by leprosy, e) regulations related to hiring should be reviewed to ensure that persons affected by leprosy were not discriminated against.  
36. Dr. Arturo Cunanan Jr., of the Culion Leprosy Control & Rehabilitation Program in the Philippines, noted that despite medical advances, persons affected by leprosy were still stigmatized, experiencing exclusion or difficulty to access education, employment, housing, public transport and other activities like marriage, forcing persons affected by leprosy to hide their condition even from their family, leading to low self-esteem and morale. Persons affected by leprosy were stigmatized because of the possible physical outward appearance, its progressive deterioration over time, communicability and disabling effects, its perceived religious links, its relation to poverty, its link with isolation and segregation, and the various myths and misconceptions surrounding the disease.
37. Dr. Cunanan spoke of the case of the Philippines, where compulsory segregation and isolation of leprosy patients had taken place, notably in the Culion Leper colony, starting 1906. Discrimination existed in the areas of health care, work and employment, in access to public transportation and schools. The situation called for a human rights-based approach, which provided an explicit normative framework and corresponding legal obligations. 
DISCUSSION
38. In the discussions, some participants highlighted the importance of not containing the discussion solely to the health framework, noting that the impact of leprosy went beyond the disease, touching family members and former patients.  Other participants noted that there were advantages in a “twin track” approach. On the one hand, this would mean capitalizing on the lessons learned from the anti-discrimination work in the context of other diseases (health-related discrimination). For example, training and capacity building of health workers and professionals to combat discrimination in their own practices and to better understand the impact of stigma should be pursued. On the other hand, such activities would be accompanied by strategies addressing leprosy-specific issues, such as the ancient deeply-rooted character of discrimination and stigma attached to this disease in particular. Joining forces with organizations working on disability was also recommended by some, as, with the recent entry into force of the Convention on the Rights of Persons with Disabilities, a new powerful legal tool existed which could be of used to combat discrimination against persons affected by leprosy in some cases. 
39. Japan shared its experience, following a 2001 court ruling, based on which the Government was required to take measures, including awareness raising, compensation, the creation of a Museum, the establishment of a day of national commemoration and developing guiding principles on how to promote a resolution and redress the damage committed against persons who were affected by leprosy. 

40. The Philippines noted the importance of ensuring the implementation of equal rights for persons affected by leprosy as already contained in international human rights law, without creating a new set of specific rights or rights-holders. The Philippines welcomed the development of specific guidelines by the Advisory Committee.  Brazil welcomed the opportunity to cooperate with the Human Rights Council to identify challenges, especially those faced by developing countries in relation to Millennium Development Goal 8 on international cooperation. 
CLOSING REMARKS

41. Prof. Shigeki Sakamoto, Human Rights Council Advisory Committee member, thanked all participants for the enriching views and information shared during the meeting, and recalled the many submissions received from over 25 Government and several non-governmental organizations and individuals on the topic. These ideas and suggestions would be valuable towards the undertaking of Prof. Sakamoto’s mandate to draft principles and guidelines for persons affected by leprosy and their family members, as conferred by the Human Rights Council and the Advisory Committee. 
42. Prof. Sakamoto observed three areas in which there was a particular need for work: a) abolishing discriminatory laws and policies; b) confronting ignorance, misunderstandings and indifference, c) eradicating discriminatory practices for which human rights education and campaigns were required. In his view, health and human rights mutually reinforced each other, and that the twin track approach suggested by one of the participants was thought-provoking. He noted the need to address particularly vulnerable groups such as women and children in relation to the disease. 
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Opening statement on behalf of Office of the High Commissioner for Human Rights (OHCHR) by Mr. Ibrahim Wani, Chief, Development and Economic and Social Issues Branch

Mr. Yohei Sasakawa, Japanese Government Goodwill Ambassador for human rights of people affected by leprosy 

10:30-13:00
SESSION 1:  The principle of non-discrimination under international human rights law
Chair: Mr. Ibrahim Wani, OHCHR

· Mr. Stefan Trömel, International Disability Alliance/Convention on the Rights of Persons with Disabilities Forum 

· Ms. Zilda Borges, International Association for Integration, Dignity and Economic Advancement 
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SESSION 2: Health-related discrimination and human rights

Chair: Ms. Mara Bustelo, Coordinator, Economic, Social and Cultural Rights Unit, Special Procedures Division, OHCHR

· Mr. Denis Daumerie, World Health Organization, Neglected Tropical Diseases Department
· Ms. Susan Timberlake, UNAIDS 

· Prof. Yozo Yokota, Former member of the United Nations Sub-Commission on the Promotion and Protection of Human Rights 

· Statement of behalf of Ms. Magdalena Sepulveda, United Nations Human Rights Council Independent Expert on Extreme Poverty 

Discussion

13:00

Lunch break

15:00-17:30
SESSION 3: Discrimination against persons affected by leprosy and their family members
Chair: Ms. Maarit Kohonen, Coordinator, Human Rights, Economic and Social Issues Unit, Development and Economic and Social Issues Branch, OHCHR

Panel I: NGO representatives and delegates of persons affected by leprosy

· Statement on behalf of Mr. Sang Kwon Jung, International Association for Integration, Dignity and Economic Advancement, Republic of Korea.
· Ms. Valdenora Da Cruz Rodrigues, Movimiento de Reintegraçao das Pessoas Atingidas pela Hanseiniase, Brasil

· Mr. Leulseged Berhane Asres, Executive Director, Ethiopia National Association of Persons Affected by Leprosy, Ethiopia

Discussion

Panel II: NGO representatives and delegates of persons affected by leprosy

· Mr. Douglas Soutar, International Federation of Anti-Leprosy Associations

· Dr. Karuppannan Gopal, National Forum, India/International Association for Integration, Dignity and Economic Advancement

· Dr. Arturo Cunanan Jr., Culion Leprosy Control & Rehabilitation Program, Philippines

Discussion

17:30- 18:00 
Closing remarks by Prof. Shigeki Sakamoto, Human Rights Council Advisory Committee member

ANNEX 2

LIST OF PARTICIPANTS
Human Rights Council Advisory Committee members

Prof. Shigeki Sakamoto

Dr. Chen Shiqiu
Panelists
Mr. Leulseged Berhane Asres, Executive Director, Ethiopia National Association of Persons Affected by Leprosy; Ms. Zilda Borges, International Association for Integration, Dignity and Economic Advancement; Dr. Arturo Cunanan Jr., Culion Leprosy Control & Rehabilitation Program, Philippines; Ms. Valdenora Da Cruz Rodrigues, Movimiento de Reintegraçao das Pessoas Atingidas pela Hanseiniase, Brasil; Mr. Denis Daumerie, World Health Organization, Neglected Tropical Diseases Department; Dr. Karuppannan Gopal, National Forum, India/International Association for Integration, Dignity and Economic Advancement; Mr. Yohei Sasakawa, The Nippon Foundation and WHO/Japanese Government Goodwill Ambassador for human rights of people affected by leprosy; Mr. Douglas Soutar, International Federation of Anti-Leprosy Associations; Ms. Susan Timberlake, UNAIDS; Mr. Stefan Trömel, International Disability Alliance/Convention on the Rights of Persons with Disabilities Forum; and Prof. Yozo Yokota, Former member of the United Nations Sub-Commission on the Promotion and Protection of Human Rights 

Statements were read out on behalf of Mr. Sang Kwon Jung, International Association for Integration, Dignity and Economic Advancement, Republic of Korea and Ms. Magdalena Sepulveda, United Nations Human Rights Council Independent Expert on Extreme Poverty. 
Governments
Azerbaijan, Bahrain, Bangladesh, Bhutan, Bosnia and Herzegovina, Brazil, Chile, China, Ecuador, Ethiopia, Finland, France, Germany, Greece, India, Indonesia, Ireland, Japan, Malaysia, Myanmar, Nepal, Netherlands, Philippines, Portugal, Qatar, Republic of Korea, Serbia, Singapore, Sri Lanka, Thailand, Timor-Leste, United Kingdom of Great Britain and Northern Ireland and Venezuela.

United Nations organizations

UNAIDS and World Health Organization (WHO).

Other inter-governmental organizations

European Union (EU)

Other observers
Sovereign and Military Order of Malta
Non-governmental organizations

Ethiopian National Association of Persons Affected by Leprosy (ENAPAL), Guangdong Handa Rehabilitation and Welfare Association, Hind Kusht Nivaran Sangh India, International Disability Alliance (IDA) – Convention on the Rights of Persons with Disabilities Forum (CRPD Forum), International Federation of Anti-Leprosy Associations (ILEP), Leprosy Relief, Movement for Reintegration of People Affected by Leprosy (MORHAN), PerMaTa Organisation of People Affected by Leprosy in Indonesia, Royal Tropical Institute Netherlands, Sasakawa India Leprosy Foundation, The International Association for Integration, Dignity and Economic Advancement (IDEA), The Leprosy Mission and The Nippon Foundation.

� Neglected tropical diseases could be divided in two main groups. A first group includes: lymphatic filariasis, leprosy, onchocerciasis, schistosomiasis, helminthiasis, trachoma and yaws and would require rapid large scale interventions and improving access to medical services in order to eliminate the disease. A second group includes: human african trypanosomiasis, chagas diseases, buruli ulcer and leishmaniasis which would benefit more from case management and development of new tools, focused interventions and improving innovation.  





� According to WHO’s Guide to eliminate leprosy as a public health problem (2000), elimination means bringing the disease burden down to a very low level. This will lead to a reduction in the source of infection, so that leprosy is likely to disappear naturally as it already has in many parts of the world. WHO has defined “elimination” as a prevalence rate of less than 1 case per 10,000 inhabitants.
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