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I.
BACKGROUND 

1.
The concern regarding discrimination against leprosy affected persons and their family members was initially expressed by the Sub-Commission on the Promotion and Protection of Human Rights (the Sub-Commission) at its fifty-sixth session in 2004. In this resolution, the Sub-Commission requested one of its members, Professor Yozo Yokota, to prepare a preliminary working paper on the issue.
 

2.
A preliminary working paper was submitted by the rapporteur at the fifty-seventh session of the Sub-Commission in which he highlighted various forms of discrimination against leprosy-affected persons and their family members and emphasized that the persisting practice of discrimination against leprosy-affected persons such as discriminatory practices in terms of employment, marriage, education, use of public places, including hotels, restaurants and means of transportation should be stopped immediately.
 

3.
The work started by the Sub-Commission was, however, discontinued due to the reform of the UN human rights machinery in 2006 and it took some years before the Human Rights Council took up the issue in 2008 taking note of the previous work done by the Commission on Human Rights and its subsidiary body. In its resolution 8/13 , the Human Rights Council requested the Office of the United Nations High Commissioner  for Human Rights (OHCHR) to collect information on the measures that Governments have taken to eliminate discrimination against persons affected by leprosy and their family members, and to hold a meeting to exchange views among relevant actors, including Governments, observers of the United Nations, relevant United Nations bodies, specialized agencies and funds and programs, non-governmental organizations, scientists, medical experts as well as representatives of persons affected by leprosy and their family members. In the same resolution, the Human Rights Council requested its Advisory Committee to examine the report prepared by the OHCHR and to formulate a draft set of principles and guidelines for the elimination of discrimination against persons affected by leprosy and to submit same to the Council for its consideration by September 2009.

4.
At its third session, the Advisory Committee endorsed the draft set of principles and guidelines (hereinafter “Principles and Guidelines”) prepared by the designated rapporteur, Mr. Sakomoto, taking into account the report of the OHCHR
, and submitted the draft principles and guidelines to the Human Rights Council for consideration at its twelfth session. In its resolution 12/7, the Human Rights Council further requested the OHCHR to collect the views of relevant actors on the draft set of principles and guidelines, including Governments, observers of the United Nations, relevant United Nations bodies, specialized agencies and funds and programs, non-governmental organizations, scientists and medical experts, as well as representatives of persons affected by leprosy and their family members and to make those views available to the Advisory Committee.

5.
Accordingly, a revised draft of the principles and guidelines was adopted by the Advisory Committee at its fifth session and submitted to the Council at its fifteenth session.
  In its resolution 15/10, the Human Rights Council took note with appreciation of the Principles and Guidelines and invited the General Assembly to consider, as appropriate, the issue of discrimination against persons affected by leprosy and their family members, including possible ways to promote the Principles and Guidelines.

6.
In December 2010, the United Nations General Assembly adopted without a vote resolution 65/215, in which it noted with appreciation the principles and guidelines submitted to it by the Human Rights Council and prepared by the Advisory Committee. The General Assembly further encouraged Governments, relevant United Nations bodies, specialized agencies, funds and programs, other intergovernmental organizations and national human rights institutions to give due consideration to the principles and guidelines in the formulation and implementation of their policies and measures concerning leprosy affected persons and their family members.  The resolution also encourages all relevant actors in society, including hospitals, schools, universities, religious groups and organizations, business enterprises, newspapers, broadcasting networks and other non-governmental organization, to give due consideration, as appropriate, to the principles and guidelines in the course of their activities formulation and implementation of their policies and measures concerning leprosy affected persons and their family members.

7.
At its twenty-ninth session in June 2015, the Human Rights Council adopted resolution 29/5 on the elimination of discrimination against persons affected by leprosy and their family members. The Council noted, among others, that persons affected by leprosy and their family members still face multiple forms of prejudice and discrimination stemming from misinformation about and misunderstanding of the disease throughout the world and stressed the importance of implementing the principles and guidelines for the elimination of discrimination against persons affected by leprosy and their family members in accordance with General Assembly Resolution 65/215.
 

8.
Accordingly, the Human Rights Council requested the Advisory Committee to undertake a study which reviews the implementation of the principles and guidelines for the elimination of discrimination against persons affected by leprosy and their family members, together with obstacles thereto, and to submit a report at its thirty-fifth session, containing practical suggestions for the wider dissemination and more effective implementation of the principles and guidelines in order to eliminate discrimination and stigma associated with leprosy and to promote, protect and respect the human rights of those affected by leprosy and their family members. The resolution also encourages the Advisory Committee, when elaborating the report, to take into account the views of Member States, and as appropriate, relevant international and regional organizations, including the World Health Organization, the Office of the United Nations High Commissioner for Human Rights and relevant special procedures, national human rights institutions and non-governmental organizations, as well as the work done on the issue by relevant United Nations bodies, specialized agencies, funds and programmes within their respective mandates.
 It should also be noted that the mandate given to the Advisory Committee under resolution 29/15, is a follow-up to the previous work done by the Committee which prepared the Principles and Guidelines. The current mandate given to the Advisory Committee by the Human Rights Council is to examine and recommend what needs to be done to effectively implement the Principles and Guidelines by States and other stakeholders as provided by the UN General Assembly Resolution 65/215. 

9.
In response to its mandate pursuant to resolution 29/5, the Advisory Committee at its fifteenth session, designated a drafting group composed of eight experts, namely, Ms. Boisson de Chazournes, Ms.Carciunean, Mr. Coriolano, Mr.Obata, Mr.Soofi,  Mr. Zhang, Mr. Soh, and Mr. Yigezu. Mr. Okafor joined the drafting group subsequently. The drafting group elected Mr. Obata as Chairperson and Mr. Yigezu as its Rapporteur.
 The Advisory Committee also requested the drafting group to submit a preliminary report at its sixteenth session with a view to submitting the report to the Council at its thirty-fifth session, taking into account the replies to the questionnaires prepared during the session and  subsequently sent to States, National Human Rights Institutions, International Organizations, UN agencies, relevant Treaty Bodies and Special Procedures as well as International and National Non-Governmental Organizations

10.
As of January 2016, 45 responses to the questionnaires have been received from 8 States; 7 National Human Rights Institutions and 30 National and International Non-Governmental Organizations (NGOs).
 No responses were received from international organizations, UN agencies and relevant special procedures and treaty bodies. Due to the low responses received to date particularly from States and National Human Rights Institutions and none from international organizations, relevant special procedures and treaty bodies, there may be a need to re-send the questionnaires so as to get sufficient responses that adequately represent the views of most stakeholders when preparing the subsequent reports.


II.
Leprosy as a disease: misconceptions and reality 


A.
Misconceptions

11.
Throughout history leprosy has been feared and misunderstood. One of the major reasons for the stigma and discrimination directed against persons affected by leprosy and their family members is the deep rooted and variety of misconceptions that revolve around the understanding of leprosy as a disease both in the past and even in the present era despite being one of the least contagious human transmissible diseases. In the ancient era,  leprosy was perceived by different societies, religious beliefs and cultural practices as being highly contagious, hereditary and received as a divine punishment. Moreover, the lack of scientific knowledge of the causative organism of the disease as well as its mode of transmission and lack of effective remedy which often lead to different levels of physical disfigurement has also contributed to the stigma and discrimination against persons affected by leprosy and their family members.
  For instance, in ancient India, religious laws prohibited contact with those affected by leprosy and punished those who married into their families effectively ostracising those diagnosed with leprosy from political, social and cultural life of the society.
 This situation has been more or less similar across cultures all over the world where the disease occurred and was conceived in derogatory terms quite distinct from other diseases. 

12.
During the colonial period, the colonial powers in Asia, Africa, Latin America and the Pacific Islands advocated policies of mass segregation of persons affected by leprosy through the establishment of leprosy colonies and leprosaria mainly induced by the fear of the contagiousness of the disease and religious depictions equating the disease with ideas of sin and uncleanliness which resulted in those affected with the disease as outcasts from society.
   

13.
Even once it was established that the causative agent of the disease was an infectious bacillus, Mycobacterium Leprae, by Armauer Hansen in 1873, the policy of isolation of persons affected by leprosy was further pursued due to the assertion that the disease was highly contagious although this was challenged by some medical experts of the time. The first international conference held in Berlin in 1897 recommended that isolation is the best means of preventing the spread of the disease and laws were passed to this effect in several countries thereby fostering the stigma and discriminatory attitudes on the part of the public against persons affected by leprosy and their family members.
 For instance, in Japan several laws were issued for the compulsory segregation of persons affected by leprosy and national leprosariums were established until the 1953 revised Leprosy Prevention Law was repealed in 1996 after concerted efforts were made by concerned medical experts and associations of persons affected by leprosy and their family members. Similarly in the United States the policy of quarantine and isolation measures for people affected by leprosy was first established in Hawaii in 1865 and the first legislation was passed in 1898 allowing for the establishment of a national leprosarium for the segregation of people affected by leprosy. This was effectively ended in 1997 when a law was passed to end compulsory isolation.
  In other words, even in the post- second world war era, while scientific knowledge of the disease was at an advanced stage and an effective drug was discovered in the 1940s for the treatment of the disease,  and  decades later, multi-drug therapy (MDT) was discovered in the 1980s, clearly showing that the disease was scientifically and medically proven to be completely curable and not easily transmissible, the policy of forced isolation from society by way of quarantine, forced hospitalization and establishment of leprosaria were maintained in many countries thereby fostering the stigma and discrimination in the public mind and depriving people affected by leprosy as well as their family members of their  human rights and dignity and reintegration into society.
   Although leprosy as a disease is no longer a major public health problem in most countries today, the stigma and discrimination at the social level are still experienced by tens of millions of persons affected by the disease.


B. 
The Reality
14.
Leprosy is a curable chronic infectious disease caused by the acid-fast, rod-shaped bacillus, Mycobacterium Leprae. This organism was demonstrated to be the causative agent of the disease by G. Armauer Hansen in 1873 and is now usually called as Hansen’s disease. It mainly affects the cooler parts of the body such as the skin, respiratory mucosa and superficial nerves. The disease attacks peripheral nerves causing loss of movement and sensation in the hands, feet or face, which can lead to visible deformities and disabilities. 

15.
Leprosy is the least infectious disease of all communicable diseases and most people infected with the organism are thought not to develop clinical disease. More than 85 per cent of persons affected by leprosy are non-infectious and do not spread the disease while over 95 to 98 percent of people in the world have a natural immunity to the disease. Leprosy is not hereditary and it cannot be caught by touch. Leprosy is transmitted by air containing the leprosy bacteria. The disease progresses slowly and has an incubation period from two to twelve years. Symptoms can take as long as twenty years to appear.

16.
With the advent of multi-drug therapy (MDT) in the 1980s, there is now an effective cure for leprosy. Since 1995, WHO has supplied MDT free of cost to persons affected by leprosy in all endemic countries with a target of attaining a prevalence rate of less than 1 case per 10,000 population. Treatment with standard WHO MDT renders persons affected by leprosy non-infectious within a few days. Since the mid-1980s, prevalence of leprosy globally decreased from more than 5 million annually to less than 200,000 by 2015 and some 16 million people have been cured of the disease following the introduction of MDT. 

III.
Summary of contents and status of the principles and guidelines 

A. 
Summary of contents of the principles and guidelines
17.
The Principles and Guidelines consist of two parts: the first part entitled “Principles” recognizes the basic human rights of persons affected by leprosy and their family members which are already enshrined in the Universal Declaration of Human Rights (UDHR) and in other relevant international human rights instruments such as the International Covenant on Economic, Social and Cultural Rights; the International Covenant on Civil and Political Rights, and the Convention on the Rights of People with Disabilities. The second part entitled “Guidelines” translates the provisions set in the principles in concrete terms by providing the responsibilities of States to promote, respect, protect and ensure the full realization of all human rights for all persons affected by leprosy and their family members. The Principles and Guidelines are also modelled to meet the specific needs of persons affected by leprosy and their family members and the rights that are or may be denied them in countries globally.

18.
Principle 1 reaffirms the right of persons affected by leprosy and their family members to be treated with dignity and their entitlement to all the rights specified in international human rights instruments. Principle 2 on non-discrimination provides for the rights of persons affected by leprosy and their family members not to be discriminated against on grounds of leprosy or having had leprosy.  Principle 3 enunciates the principle that persons affected by leprosy and their family members have the same rights as everyone else with respect to marriage, family and parenthood while principles 4 and 5 stipulate the right as everyone else in relation to citizenship  and to participate in the political process (right to elect and be elected). . In relation to the right to work, principle 6 contains provisions on employment for persons affected by leprosy and their family members to have the right to work in an inclusive environment. On education, principle 7 provides the right to be admitted to schools or training programs. Principle 8 provides  for the right of persons affected by leprosy and their family members to develop their human potential to the fullest extent, and to fully realize their dignity and self-worth and Principle 9 provides that persons affected by leprosy and their family members have the right to be, and should be, actively involved in decision-making processes regarding policies and programs that directly concern their lives.  

19.
The second part, titled “Guidelines” sets about how States should implement the principles discussed above and is divided into 14 sections. Guideline 1 provides a number of obligations on States in relation to the realization and protection of the rights of persons affected by leprosy and their family members which include; implementation of legislative, administrative and other measures to modify, repeal or abolish laws, polices, customs and practices that discriminate directly or indirectly against persons affected by leprosy and their family members as well as laws that forcefully segregate such persons; ensure that institutions and authorities take steps to eliminate discrimination against persons on grounds of leprosy; take measures to ensure that persons affected by leprosy and their family members are able to realize the rights set out in the different human rights instruments and to consult with persons affected by leprosy and their family members when making decisions affecting them. Guideline 2 reiterates the provisions of equality and non-discrimination while Guideline 3 addresses the protection of the rights of women, children and other vulnerable persons affected by leprosy. Guideline 4 provides for the reunification of family members separated as a result of policies and practices on leprosy. Guideline 5 requires states to provide adequate living and housing standard to persons affected by leprosy and their family members including taking measures such as ensuring that persons affected by leprosy are reintegrated into the community, provision of social support and ensuring that they be allowed to live in leprasariums and hospitals if they so wish. 

20.
Guideline 6 is a rehash of principle 5 on right of persons affected by leprosy and their family members to participate in the political process while Guideline 7 emphasizes support for the promotion of schemes to help with employment and vocational training of persons affected by leprosy. Guideline 8 is also an elaboration of principle 7 on the right to education. Guideline 9 requires States to remove derogatory terms like lepers from government publications. Guideline 10 encourages states to create access for persons affected by leprosy and their family members to public places including transport system, places of recreation, sports and worship. Guideline 11 requires States to provide access to health care on an equal basis as others to persons affected by leprosy; institute early detection programs and treatments to prevent the development of stigmatic consequences associated with leprosy and provision of free leprosy treatment, psychological and social counselling. Guideline 12 provides for the economic social and cultural rights of persons affected by leprosy and their family members such as provision of housing, financial assistance and vocational training. Guideline 13 of the UN Principles and Guidelines on Leprosy provides for States to increase knowledge and awareness about leprosy to persons affected by, community, media and in schools.  Finally, guideline 14 provides for States to designate a committee in charge of coordinating activities of persons affected by leprosy and their family members and encourages States to include measures they have taken to end discrimination against persons affected by leprosy and their family members in reports to relevant treaty bodies.


B.
The principles and guidelines as international human rights standards
21.
The Principles and Guidelines build upon and are essentially a re-statement of the core principles of international human rights law. Adopted by the Human Rights Council and endorsed by the United Nations General Assembly, the Principles and Guidelines constitute the standard of  behaviour that have been deemed necessary for States to achieve their responsibility to prohibit all forms of discrimination against persons affected by leprosy and their family members.

22.
The goal of the Principles and Guidelines is to ensure the full respect and realization of all human rights of persons affected by leprosy and their family members. This goal is critical for every society because of the common faith enshrined in the UN Charter- “in fundamental human rights, in the dignity and worth of the human person, in the equal rights of men and women, and of nations large and small.” The global commitment to human rights cannot be achieved if the rights of any particular group of people, such as persons affected by leprosy and their family members, are not fully respected or protected. Thus, even assuming, that the Principles and Guidelines are not legal binding on States per se, they still constitute persuasive authority with regard to State practice necessary to ensure the right to non-discrimination of persons affected by leprosy and their family members. In general terms, it may be underlined that aspects of the Guidelines are also binding on States which have ratified human rights treaties with similar obligations.


IV.
Review of the Implementation of the Principles and Guidelines 

23.
This section is based mainly on the responses received to the questionnaires by States, National Human Rights Institutions (NHRIs) and National and International Non-Governmental Organizations (NGOs) regarding the implementation as well as promoting awareness and dissemination of the Principles and Guidelines. The majority of the responses to the questionnaire came from national and international NGOs, particularly from associations of persons affected by leprosy and their family members and international organizations working closely with them. 

24.
In this preliminary report, the review regarding aspects of the implementation of the Principles and Guidelines is done by taking two countries each from different regional groupings according to the UN classification of countries by region where responses are available, namely, Africa, Asia-Pacific, Latin America, Western Europe and Other States and East Europe. 

25.
A more comprehensive review of the implementation of the Principles and Guidelines by the respective countries based on the main thematic components of the Principles and Guidelines will be made in the progress report that will be prepared for the forthcoming Advisory Committee session to be held in August 2016. In order to give a more fuller picture of the situation in the countries discussed below, the responses given by some States and National Human Rights Institutions will also include the views of the NGOs in such countries where this is available.
 

A.
Asia-Pacific 



India
 
26.
The National Human Rights Commission of India (NHRC India) is aware of the Principles and Guidelines and has also endorsed the “Global Appeal Launch on Leprosy”
 in 2014. The NHRC states that it has used Information, Education and Communication (IEC) materials to disseminate the document. It states that India has made strides in the detection and treatment of leprosy and achieved the WHO elimination level of having less than 1 in 10,000 population at the national level. It further states that the Government of India consults with persons affected by leprosy and their family members while framing rules related to them. In this respect, it mentions that NHRC India organized a one-day National Conference on Leprosy in September 2012 in New Delhi to discuss issues related to people affected by leprosy which came up with various recommendations including the need for wide circulation and dissemination of the principles and guidelines. The NHRC also designed a program in partnership with the Sasakawa India Leprosy Foundation to sensitize school children on the issue of leprosy. Furthermore, the NHRC organized a one-day national conference on leprosy in April 2015 in order to discuss the status of actions taken by the concerned Ministries and Departments at the various State and local levels which has come up with a number of recommendations for follow-up actions to address issues of concerns related to persons affected by leprosy and suggest appropriate strategies to deal with them. 

27.
In addition to this the National Leprosy Eradication Program (NLEP) under the Ministry of Health and Family Welfare has also prepared a “Guideline on reduction of stigma and discrimination against persons affected by leprosy” and another document in 2007-2008 on the need and use of IEC materials for raising awareness on discrimination and stigma against persons affected by leprosy. However, it is noted that little is known of the implementation and success of these measures. 
28.
On the other hand, all the NGOs based in India have noted that little or nothing has been done by the Government of India to disseminate the Principles and Guidelines document and that it is not available in text or web-link either at the national or state level and that it is mostly the NGOs themselves who have made various efforts to disseminate the Principles and Guidelines to the Government of India and other stakeholders through various forums. All of the NGOs in India have also stated that except for some consultations made with leprosy affected people organizations by invitation in several workshops organized by WHO, ILEP, the NHRC etc, and, more importantly, in Disabled People’s Organizations existing in India, the general participation level of persons affected by leprosy with government agencies remains low on issues affecting them.

29.
One of the serious gaps in India mentioned by both the NHRC and all the NGOs, is the existence of several laws that have discriminatory provisions concerning persons affected leprosy and their family members. In this respect, all have made reference to a very important recent step taken by the Law Commission of India which has produced a detailed report (Report No. 256) entitled “Eliminating Discrimination Against Persons Affected by Leprosy” in April 2015 which identifies several discriminatory laws against persons affected by leprosy and their family members which should either be repealed or amended. In its report, the Indian Law Commission has also prepared a model draft legislation titled “Eliminating Discrimination Against Persons Affected by Leprosy (EDPAL), which it has suggested be approved by the Government of India. According to the information provided in the responses received, the Indian Law Commission Report has been submitted to the Parliament and is awaiting adoption by the Government. All respondents believe that if the recommendation made by the Law Commission of India is approved by the Government of India and implemented nationally, it would amount to implementing the Principles and Guidelines in most respects since most of the provisions recommended are in line with the Principles and Guidelines. It therefore remains to be seen what shape the proposed Bill will take if passed into law and how it will be implemented. 

30.
Regarding guaranteeing civil, political, economic, social and cultural rights of persons affected by leprosy and their family members, the NHRC India states that all these rights are guaranteed under the Indian Constitution and other laws. However, most of the NGOs who have responded point out that although the current legal system in India provides for such rights including in part the Persons with Disabilities Act issued in 1995, there are some laws and subtle ways of discrimination that still persist preventing persons affected by leprosy and their family members from fully exercising their civil, political, economic, social and cultural rights. For instance, the right to stand for elections are curtailed under six Municipal laws in some States of India and there is no specific mechanism to ensure people affected by leprosy and their family member not to face discrimination on their choice of residence because of a host of attitudinal and structural barriers mixed with the silenced acceptance of age-old norms and practices of segregation and exclusion in society which significantly contribute to the violation of such rights. 

31.
To date, no national action plan or a national committee has been established to implement the Principles and Guidelines. Among the major obstacles towards the implementation of the Principles and Guidelines mentioned in the responses are: existing discriminatory laws against persons affected by leprosy and their family members; minimal or no action by the Government to implement the Principles and Guidelines; lack of awareness among government officials and other duty bearers of the Principles and Guidelines and existence of de facto attitudinal and structural barriers for reintegration of leprosy affected persons and their family members in the community they live in.

32.
Several cases of discrimination experienced by persons affected by leprosy have been mentioned in some of the responses by NGOs in India such as: a local hotel in Uttar Pradesh refused to give its premises for organizing a workshop for persons affected by leprosy; several cases of discrimination in the health sector for persons affected by leprosy have been cited which in one case resulted in the death of a woman because of the refusal of a government hospital to admit the patient; discrimination also continues for children from leprosy affected backgrounds who are reluctantly admitted to schools or are admitted on condition that their participation in school activities should be limited.

33.
The main recommended follow-up actions at the national level towards the effective implementation of the Principles and Guidelines are: repeal or amend the various existing discriminatory laws as recommended by the Law Commission of India; adopt the bill on the “Elimination of Discrimination on the Elimination of Discrimination Against Persons affected by leprosy” as proposed by the Law Commission of India; launch a nation-wide awareness generation campaign on leprosy including information on the disease, treatment, discrimination and stigma faced by persons affected by leprosy and their family members as well as on the Principles and Guidelines. At the international level it is recommended that a mechanism be established under the United Nations Human Rights Council for Governments to submit periodic reports for the purpose of monitoring the effective implementation of the Principles and Guidelines or to any other relevant treaty body such as the Committee on Persons with Disabilities.



Japan 

34.
The Government of Japan, in cooperation with the Nippon Foundation, has led the initiative in putting to the attention of the Human Rights Council the need to address the issue of discrimination against persons affected by leprosy and their family members which eventually led to the unanimous adoption of the Principles and Guidelines by the Human Rights Council in 2008 and subsequently by the United Nations General Assembly in 2010. Japan also played an instrumental role in proposing the recently adopted HRC resolution 29/5 on behalf of a cross-regional group. As such, the Government is playing an important role in ensuring the effective implementation of the Principles and Guidelines by States and other stakeholders at the national level.  

35.
Key points of the Principles and Guidelines have been translated into Japanese and are posted in the Ministry of Foreign Affairs web-site. The human rights section of the Ministry of Justice undertakes public awareness activities on the Principles and Guidelines by holding “Parent-Child Symposium” on Hansen’s disease with the participation of high school students as panellists and distributing brochures of the Principles and Guidelines in Japanese prepared by the Centre for Human Rights Education and Training (a non-profit organization) also posted on its web-site. The Ministry of Health, Labour and Social Welfare also organizes various symposia on the issue of leprosy and distributes awareness raising brochures entitled “the other side of Hansen’s disease” for junior high school students and children which provides facts about leprosy and Japan’s history of forcible isolation in the past. The Ministry of Education, Culture, Sports, Science and Technology also calls on medical schools across Japan to provide accurate medical knowledge on leprosy. The National Hansen’s Disease Sanatoria Resident’s Association (Zen-Ryo-Kyo) also believes that the Japanese Government is making its utmost efforts in raising awareness of the issue at both the national and local levels. There is also an annual Conference in June on measures for Hansen’s disease issues organized by the Ministry of Health, Labour and Social Welfare where representatives of persons affected by leprosy and their family members give advice and suggestions to the Government on matters related to them giving them an opportunity to demand improvements in current policies. 

36.
The 1953 revised Leprosy Prevention Law, which included forcible segregation of those diagnosed with leprosy was repealed in 1996 and put an end to the policy of isolation of persons affected by leprosy. Persons affected by leprosy have since the freedom to choose where to live. In 2001, the government issued a law to compensate interned persons in the leprosia. Subsequently, the Act on Promotion of Resolution of Issues Related to Hansen’s Disease, which came into force in 2009, was issued by the Government. This Act obliges the central and local governments to implement measures for the promotion of welfare, restoration of honour and other issues in order to realize a society free from discrimination including of women, children and other vulnerable groups. The Act also provides that no person shall act in a manner that discriminates against or infringes on any rights or interests of, persons affected by leprosy. Although the government has not formulated a national action plan or established a national committee to implement the Principles and Guidelines, it is believed that the full implementation of the 2009 Act will amount to the implementation of the Principles and Guidelines. 

37.
Zen-Ryo-kyo points out that despite current government efforts, it believes that there is a need to fully implement the 2009 Act citing in particular measures that need to be taken in the field of medical services due to shortage of doctors. It also points out that the basic societal structure which enables discrimination of those affected by leprosy still persists citing as examples that the quality and standard of medical services is not the same as provided to others; difficulties encountered when looking for somewhere to live; instances of marriage breakups due to the disease; bullying in schools and excessive background checks for employment that leads to discrimination. Finally, the association also underlined that it has learned the importance of establishing a united front with other groups that are also subject to discrimination such as patient groups for TB and HIV/AIDs to regain their human rights and dignity.

38.
Among the recommended actions for the effective implementation of the Principles and Guidelines at the national level are: full implementation of the 2009 Act on Promotion of Resolution of Issues Related to Hansen’s Disease; preservation of the memories as well as facilities that were built to isolate persons affected by leprosy and their family members since leprosy is fast disappearing as a disease in most countries of the world. At the international level, the main recommendations are: establishment of an appropriate mechanism under the UN Human Rights Council to follow-up and monitor the effective implementation of the Principles and Guidelines at the national level; continue raising awareness of the Principles and Guidelines through Global Appeals and international, regional symposia on leprosy and human rights currently being undertaken by the Nippon Foundation and other organizations.


B.
Africa 



Rwanda 

39.
The National Commission for Human Rights of Rwanda is aware of the Principles and Guidelines which came to its attention from the Ministry of Health and the WHO. It disseminates the Principles and Guidelines and messages promoting non-discrimination against persons affected by leprosy in local languages via the media, local radio stations and the written press. Moreover, it also disseminates these messages through education sessions on leprosy integrated in the training on health by community health workers. The Commission also states that policies and action plans are regularly elaborated to promote awareness-raising activities on the issue of discrimination against persons affected by leprosy and their family members in order to reinforce the quality of services for combating leprosy and to build the capacity of caregivers and community health workers and to increase promote efforts of sensitization through information and communication mechanisms in order to reduce the stigmatization and discrimination of persons affected by leprosy and their family members.

40.
The Commission also mentions that persons affected by leprosy are an integral part of the society and participate actively in the life of the community, be it communal work for those who do not suffer from any disability or those that suffer from the after-effects of the disease in the decisions that affect them. With respect to measures taken to modify, repeal or abolish discriminatory laws, policies and practices including abolition of forced segregation of those affected by leprosy and their family members, it states that persons affected by leprosy have the same rights as the rest of the population such as the right to health care and health insurance; the right to child education, right to live in decent places and in agglomerations (e.g. villages); the freedom to choose where they live; the right to work and found a family. It further states that the Constitution prohibits all forms of discrimination; and all civil, political, economic, social and cultural rights are guaranteed by the Constitution including for persons affected by leprosy. It also states that the Commission participates in the review of all laws at the level of the House of Representatives (Parliament) in order to ensure that no legislation is adopted that violates human rights including those pertaining to persons affected by leprosy and their family members. At the level of the Ministry for local administration, there is also a policy of social protection in which every category of vulnerable persons affected by leprosy including women, children and the elderly are ensured that their rights are respected.

41.
The Commission states that the Principles and Guidelines are integrated into the national strategic plan and annual action plans and that such plans are implemented by the Ministry of Health throughout its institutions. It however notes that there is still no national committee established to this effect.

42.
Follow-up mechanisms for the effective implementation of the Principles and Guidelines recommended by the Commission are; reinforcing awareness of the Principles and Guidelines at the national level to combat stigmatization and discrimination against persons affected by leprosy and their family members and, at the international level, elaborate standard messages and disseminate good practices of countries by way of implementing the Principles and Guidelines so that other countries can be inspired to join the fight against the stigma and discrimination of persons affected by leprosy and their family members.



Tanzania 

43.
The Commission for Human Rights and Good Governance of Tanzania is aware of the Principles and Guidelines. It states that the Government of Tanzania has disseminated the Principles and Guidelines to its citizens through the mass media, website, e-government and social media to sensitize the public regarding the instrument. It further notes that the Government has formulated a health related policy on tuberculosis and leprosy to eliminate both diseases as a public health problem and to provide high quality and effective intervention with focus on gender mainstreaming, equity, accessibility particularly with those most at risk of the diseases. Although it is not aware of any particular actions taken by the Government to modify, repeal or abolish discriminatory laws, policies and practices to eliminate discrimination against persons affected by leprosy and their family members, it says that persons affected by leprosy and their family members have the right to choose where they live and that the previous policy of isolation in camps to control the disease are presently abolished. Persons affected by leprosy and their family members are guaranteed all civil, political, economic, social and cultural rights but acknowledges that the main barrier for those affected to exercise such rights is related to rampant poverty and fear of being ostracised by society. In regard to follow-up mechanisms that should be placed at the international level, it proposes establishment of a reporting mechanism and concluding observations on what measures have been taken to implement the Principles and Guidelines; establish a special committee for follow-up and conducting research and documentation on the issue.

C.
Latin America and the Caribbean 



Brazil 

44.
Two non-governmental organization, namely, the Movement for Reintegration of Persons Affected by Hansen’s Disease (MORHAN) and Netherlands Leprosy Relief-Brazil (NLR-Brazil), have responded to the questionnaire. Both are aware of the Principle and Guidelines and are working to see its effective implementation in Brazil. It is stated that issues related to Principles and Guidelines fall within the Secretariat for Human Rights of the President of the Republic of Brazil and that the original document has been translated into Portuguese and is available on the website of the Secretariat. A 2007 law issued by the Government provides reparatory actions for persons isolated in leprosy colonies which includes a lifetime public pension and access to quality leprosy services at all levels. Currently, legislation is being considered in the Brazilian Congress and Senate to provide similar support to children forcibly separated from their parents at birth in these colonies. Since there are a broad range of laws that apply to persons affected by leprosy and their family members, the independent Public Prosecutor’s Office is often called upon in cases where these rights have been abused. MORHAN and ILEP members have created partnerships with the Public Prosecutor Office to not only review individual cases of rights abuses but also to ensure that public policy related to Hansen’s disease is upheld. This may be used in cases where no training is provided to primary health care professionals or when specific leprosy funding has been used for other ends. It is also noted that MORHAN is a strong force at the national level and often has a seat at the National Health Council and participates strongly in the national/state/municipal conferences. 

45.
In Brazil, “Hansen’s Disease” has been used officially since a law was passed in March 1995 in order to reduce the stigma related to the term “lepra”. Several studies have shown that the change in terminology initially helped to increase acceptance of the disease as just another disease. However, as people make the association between the two terms, there still can be a lingering prejudice. It is also mentioned that although discriminatory laws are abolished in Brazil, discriminatory practices still exist and an example is given that in one State (State of Maranhao), the civil service examination request a test as to whether a person has Hansen’s disease.

46.
To date, the Brazilian Government has not adopted a specific national action plan or designate a national committee to implement the Principles and Guidelines. It is pointed out that there are no major obstacles in implementing the Principles and Guidelines in Brazil and what is required is Government commitment for this. 

47.
It was also mentioned that there are many cases of workers being dismissed from work on grounds of having leprosy but few cases are publicized or documented. Specific cases of discrimination that were cited was a recent case of a public school that was abandoned by teachers and students not willing to have persons affected by leprosy in the school. Another case cited was an illiterate person who was refused a voting card because the issuing authority was not willing to hold his hands for signature.

48.
With respect to follow-up mechanisms for the effective implementation of the Principles and Guidelines, at the national level it is proposed that since the Principles and Guidelines cover many areas for the protection of the rights of persons affected by leprosy and their family members, the Secretariat for Human Rights of the President of the Republic of Brazil, which already has representatives from 19 different ministries, can be designated as a focal point to follow-up and monitor the effective implementation of the Principles and Guidelines. At the international level, that a follow-up mechanism be established under the UN Human Rights Council to see to it that the Principles and Guidelines are effectively implemented by the countries that have adopted the instrument and that this should include parallel reports from the civil society.  



Nicaragua
 

49.
A non-government organization, Fontilles-Nicaragua said that it is aware of the Principles and Guidelines through the internet and that there has been no dissemination of the Principles and Guidelines by the Government. It states that there are no national laws in force to date on non-discrimination against persons affected by leprosy but that they have the freedom to choose where they wish to live. People affected by leprosy and their family members as well as those in the immediate community are educated with regarding to treatment of the disease and are active in the decision-making process and there are no limitations of civil, political, economic, social and cultural rights of those affected. It points out that currently a national draft exists for the implementation of the Principles and Guidelines but has not yet been passed into law. It also mentions that more attention is needed to carry out national awareness programs regarding issues related to leprosy and assisting local governments to this effect.  


D.
Western Europe and Other States 



United Kingdom

50.
The Leprosy Mission of England and Wales is aware of the Principles and Guidelines and has played a role in the formulation of the instrument through the ILEP network. As far as it is aware, the UK Government has done almost nothing to date to make its citizens aware of the Principles and Guidelines apart from a brief reference to the Principles and Guidelines in the revised UK Health Protection Agency Memorandum on Leprosy issued in 2012 aimed at the medical profession (may be cite source).  A motion was also raised in Parliament in November 2011 calling upon the UK Government to take measures against leprosy related discrimination. However, there has been  no action yet in this respect except that the updated Memorandum on Leprosy includes a reference to the Principles and Guidelines. 

51.
Although there are a dozen new cases of leprosy each year, those consulted by the Mission have mentioned that they are concerned about telling people about their condition for fear of discrimination. Following lobbying by the Leprosy Mission, the Home Office has changed its immigration guidelines so that leprosy is now no longer listed as a reason for denial of entry to the UK. The Leprosy Mission has been lobbying for a change of the use of the term “leper” in its campaign. It has also requested the BBC not to use this terminology and has received a positive response although the term is still frequently used by the UK media. The Leprosy Mission believes that, in principle, people affected by leprosy should be involved in the decision-making process about matters that affect them. During its advocacy with the UK government on the development of the Memorandum on Leprosy, the Mission ensured that people affected by leprosy were involved in the stakeholder meeting to give input into the content of the Memorandum.

52.
As far as the Leprosy Mission is aware people affected by leprosy enjoy equal rights with others regarding civil, political, economic, social and cultural rights. However, it observed that there is a need for action in regard to discriminatory labelling and offensive language directed at persons affected by leprosy in the UK and to this effect the media must be advised by the Government that the term “leper” is offensive and should not be used in the media nor should it be used by public officials. Although there are no formal cases of discrimination in the UK, it has referred to a recent article that came out in “the Sun” newspaper in the UK that highlights the stigma in society that prevents people from being open about their condition because of the fear that they will face stigma and discrimination.

53.
With respect to follow-up actions for the effective implementation of the Principles and Guidelines, the Mission suggests that all governments be required to produce a national plan of action in consultation with people affected by leprosy and to submit this plan to the UN Human Rights Council and to report on progress against it annually to a national committee where people affected by leprosy are represented and to the UN Human Rights Council.



The Netherlands

54.
The Leprosy Mission in the Netherlands is aware of the Principles and Guidelines but states that there are hardly any cases of leprosy in the Netherlands and that there are no discriminatory laws, policies or practices in the Netherlands that relate to leprosy. Some persons affected by leprosy have disability and the Leprosy Mission actively supports a more inclusive society. It notes, however, that persons with disability enjoy full civil rights but encounter many barriers in society. 

55.
On the issue of whether there are identified cases of discrimination experienced by persons affected by leprosy and their family members, there is a reference made to a recent study entitled “Social implications of leprosy in the Netherlands-stigma among ex-leprosy patients in a non-endemic setting.” The results of this study shows that although the Netherlands is a non-endemic leprosy area and unlike what is believed by many experts, stigma, exclusion and restricted participation is experienced by ex-leprosy patients in the Netherlands. In addition to this, substantial delay often occurs in diagnosing people affected by leprosy which is likely due to the concealment of their affliction and the fear of social isolation on the part of those persons affected by leprosy.


E.
Eastern Europe



Estonia

56.
The Government of Estonia mentioned that leprosy is an extremely rare disease in Estonia and there have been no identified cases of the disease during the last decade. Although the Government is aware of the Principles and Guidelines there has not exist a practical necessity for taking particular actions towards elimination of discrimination against leprosy affected persons and their family members due to the leprosy epidemiological situation in the country. It further stated that there are no exceptions in terms of constitutional and human rights for leprosy affected persons and their family members and that they can enjoy all rights fully and equally with other persons in Estonia.


V.
Best practices (to be included in the subsequent report)

VI.
Obstacles and gaps towards implementation of the principles and guidelines 
57.
Although certain steps seem to have been taken by some States towards the implementation of the Principles and Guidelines, these steps are usually fragmented and limited to certain government bodies such as the Health Ministries or national human rights institutions and are not done in a coordinated manner involving all stakeholders particularly those persons affected by leprosy and their family members.
58.
In most countries, there is no designated body to coordinate all relevant stakeholders in particular those persons affected by leprosy and their family members. There is also no national committee to follow-up, monitor and report on what actions have been taken to implement the Principles and Guidelines.

59.
Discriminatory laws and practices still exist in many countries we are aware of. This situation may not only be limited to leprosy endemic countries but may be manifested in non-endemic countries where leprosy is considered very rare and a “forgotten” disease. 

60.
In most countries, it is persons affected by leprosy and their family members represented by their associations and those international organizations working closely with them who are actively working to influence their own Governments to effectively implement the Principles and Guidelines while the response by Governments to take actions to eliminate discrimination against persons affected by leprosy and their family members is minimal or does not exist.

61.
Awareness of the Principles and Guidelines on the part of the respective Governments seems to be low or is limited to certain sectors of the Government while most stakeholders in the society do not have awareness of the instrument and dissemination of the Principles and Guidelines is also not sufficiently disseminated.

62.
At the international level, there is a clear absence of a specific and dedicated follow-up and monitoring mechanism within the Human Rights machinery for the effective implementation of the Principles and Guidelines. 


VII.
Preliminary findings and recommendations 
63.
The overwhelming response to the questionnaire sent to various stakeholders has been from non-governmental organizations, more specifically from associations of persons affected by leprosy and their family members or international NGOs closely working with them. This gives an indication that the main role being played in promoting awareness and seeking the effective implementation of the Principles and Guidelines is essentially being undertaken by the main stakeholders themselves while actions on the part of the Government is at best lukewarm.

64.
Participation of persons affected by leprosy and their family members in the decision-making process made by Governments on matters concerning them, particularly in following up the effective implementation of the Principles and Guidelines seems to be lacking in most countries.

65.
In almost all countries, there is no designated Government institution and no national committee is established to follow up and monitor the implementation of the Principles and Guidelines although in some countries one or more Government institution such as the Health Ministries or National Human Rights Institutions have taken fragmented actions to create awareness of and follow-up of some aspects of the Principles and Guidelines. Thus, it can be concluded that little or no coordination exists at the national level to follow-up and monitor the implementation of the Principles and Guidelines.

66.
Discriminatory laws, policies and practices still exist in some countries and although some countries have not specifically mentioned the existence of such laws, policies or practices, there may be a need to review these in order to ensure that such laws, policies and practices are abolished. In addition to this, policies and laws that specifically address measures to eliminate stigma and discrimination against persons affected by leprosy and their family members in line with what is required by the Principles and Guidelines are lacking in most countries.

67.
Although awareness of the Principles and Guidelines seems to exist at some level in almost all the countries, such awareness does not seem to have been sufficiently disseminated to all relevant Government sector or to the general population at large in the respective countries.

68.
Finally, and most importantly, almost all of the responses received point out that there is a need to establish a follow-up mechanism at the international level, preferably within the Human Rights mechanism to monitor actions that have been taken at the national level for the effective and full implementation of the Principles and Guidelines

69.
Based on the above findings, the following preliminary recommendations are proposed:

(a)
Governments should strengthen and promote awareness raising campaigns regarding the Principles and Guidelines in collaboration with representatives of persons affected by leprosy and their family members, religious leaders, public figures and the media and all other relevant stakeholders.

(b)
Governments should review and identify national policies, laws and discriminatory practices that may engender stigma and discrimination against persons affected by leprosy and their family members and amend or repeal such discriminatory laws. In addition to this, Governments should consider issuing policies and laws that prohibit any acts of discrimination against persons affected by leprosy and their family members in line with what is provided in the Principles and Guidelines.

(c)
Governments need to designate an appropriate body and establish a national committee that comprises of all stakeholders and that includes persons affected by leprosy and their family members in order to follow-up and monitor effective implementation of the Principles and Guidelines.

(d)
At the international level, a specific and dedicated mechanism should be established within the existing United Nations human rights machinery to follow-up, monitor and report on progress made at the national level towards the effective implementation of the Principles and Guidelines. 
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