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Leprosy has long been regarded as a disease most feared and hated.  Many old books and writings of ethical, religious or philosophical teachings, including the Christian Bible, refer to leprosy and leprosy patients.  Because there has long been no effective treatment or medication to cure the disease, and because the disease was believed to be easily transmitted through physical contact, and because the patients often develop deformities in their faces or limbs as the disease progresses, the patients were often ostracized from the community.  In the past centuries, many Governments that were sensitive to public health and hygiene took a policy of forced hospitalization of leprosy patients.

In 1940s, a drug called Promin was found to be effective against leprosy.  After various studies and testing over the next forty years, the World Health Organization (WHO), in April 1982, recommended the so-called Multi-Drug Therapy (MDT), simultaneous combined use of several known anti-leprosy drugs, particularly Dapson, Clofazmine and Rifampcin, as an effective medication for leprosy.  Since this announcement, many leprosy experts became convinced that the disease could be controlled globally, and WHO initiated a move towards the elimination of leprosy as a public health problem, with a target of attaining a prevalence of less than 1 case per 10,000 population, by providing MDT drugs to all patients free-of-charge.  As a consequence, new cases of leprosy dropped dramatically.  For instance, in mid-80s, there were 122 countries with leprosy epidemic rate of more than 1 case per 10,000, but at the beginning of 2004, this figure went down to 9, and as of now, only 3 countries (Brazil, Nepal and Timor-Leste) belong  to this category.  In view of the serious efforts by these Governments, it is foreseen that these countries will soon reach the target of less than 1 case per 10,000.  Some experts believe that soon WHO will be in a position to declare that the world has eliminated leprosy and that no country will be considered as having a leprosy epidemic.

As described above, leprosy is no more a public health issue.  It is curable and manageable.  Effective medication is available free of charge anywhere in the world thanks to the efforts of WHO and the Nippon Foundation which has been providing generous funding for this campaign.  Nevertheless, in the long history of humankind, leprosy was wrongly conceived as highly contagious and incurable.  The patients often develop deformities, another cause for fear and discrimination.  Consequently, leprosy patients were despised, isolated, abandoned and feared.  In the modern times, they were forcefully hospitalized and often treated in an inhumane manner and under sub-human conditions.  Discrimination was applied not only to the patients but often also to their family members.  The cured patients and their family members were discriminated against in the employment and marriage.  In some known cases, the family members abandon the patients for fear of discrimination and despise by the other community members.

The way leprosy patients and their family members have been treated by Governments, communities, schools companies, hospitals and other organizations, including religious institutions, involves serious violations of human rights.  Forced lifelong hospitalization in isolated leprosy facilities, abandonment and rejection of close contact, neglect, lack of adequate healthcare and social welfare, discrimination in family, social and public life and discrimination in employment and marriage, which existed in almost all countries, are clear violations of human rights.  In some cases, leprosy patients and their family members have been the targets of physical abuse and attack.  While most countries have abrogated discriminatory legislations and policies regarding the treatment of leprosy patients, discrimination still pervade almost all parts of the world.  One recalls that as recent as the summer of 2008, China openly announced that it will not admit any person affected by leprosy to enter the country in connection with the Olympic games.  Having met with strong criticism from all over the world, China had to change this policy.

As stated, while leprosy as a disease is no more a public health threat, the legislations, policies and practices of discrimination against leprosy affected persons and their family members still continue.  Reliable estimate shows that tens of millions of persons suffer from various kinds of discrimination today.  It is therefore understandable that the United Nations human rights mechanism has addressed this issue, first by the Sub-Commission on the Promotion and Protection of Human Rights in 2004, and more recently, by the Human Rights Council and its Advisory Committee.  I welcome the initiative demonstrated by these UN human rights bodies and the efforts of the Office of the High Commissioner for Human Rights to organize this consultation meeting in accordance with the Council resolution adopted in June of 2008.

In the course of discussion on this topic, an important point was raised.  The question is why take up the case of leprosy while there are serious human rights issues are reported in relation to other contagious diseases such as HIV/AIDS and TB.  I agree with the view that the UN human rights mechanism should address serious human rights violations connected with such contagious diseases.  However, I think that as a matter of strategy, we should take up each case separately because the nature of the human rights violations involved have different dimensions and implications.  For instance, in the case of leprosy, it is scientifically and medically proven that it does not transmit easily and the disease is curable by available medication.  There is no need to worry about the transmission of this disease but other contagious diseases have not yet reached this stage.  Nevertheless, in the case of leprosy, because of lack of knowledge about the disease and deep-rooted misconception that it is incurable and easily transmittable, discrimination, ostracism and excommunication against leprosy affected persons and their family members are still pervasive.

In the case of Japan, which is one of the most advanced countries in terms of health care and medical science, and education in general and human rights education in particular are widely practiced, still in as recent as 2003, a hotel in Kumamoto refused to allow a group of cured leprosy patients to stay, by stating that other customers would not feel safe and secure.  In this case, the local Kumamoto Prefectural Government and Central Government of Japan took a strong position against the decision of the hotel and the hotel had to change its policy.  The Government of Japan even sued the hotel and its General-Manager for violation of Hotel Act.  This is of course welcome.  However, after this case was widely reported, many letters, emails, and telephone calls came to the hotel, local Government and Central Government.  Many of them were in support of the Governmental action and critical of the hotel.  Yet, a substantial number of such opinions were in support of the original hotel decision by stating for instance that “I support the hotel decision not to allow the cured leprosy patients to stay because I do not like to dip in the same hot spring bath together with such people even they are said to be cured.”

I have given just one case of Japan to illustrate the point, but I have been advised by many former patients from different countries that similar or even more serious human rights abuses are experienced.  When, we try to organize a meeting of leprosy affected persons, we from time to time encounter reluctance by the hotel managers to accept leprosy affected persons, or allow a meeting of this kind to be held in the hotel.

Because of the nature of discrimination against leprosy affected persons and their family members, it is justifiable, in my view, to treat the issue separately from other equally serious cases of contagious diseases.

I know should like to discuss how to eliminate discrimination against persons affected by leprosy and their family members.

First, all Governments should openly state that: (a) leprosy is curable, (b) its medicines are available free-of-charge, (c) it is not easily transmittable, and (d) any form of discrimination against leprosy affected persons and their family members will not be tolerated.

Second, all Governments should study the situations and conditions of the leprosy patients or cured persons and their family members in their own respective countries and publish such information.  In doing so, the Governments should fully respect the privacy of such persons.

Third, all Governments should abrogate all legislation, policies and practices negatively affecting the full enjoyment of human rights and fundamental freedoms by the leprosy affected persons and their family members.

Fourth, all Governments should take effective measures to compensate damages suffered by the leprosy affected persons and their family members as a result of wrong policy or legislation.  In this connection, I should like to point out that the Government of Japan has recently passed a Law to Promote the Settlement of Issues Related to Hansen’s Disease” which provides for further measures to encourage a smooth reintegration of leprosy affected persons into community life including welfare projects and restoration of dignity activity.

Fifth, all Governments should take effective measures to eliminate discrimination against leprosy affected persons and their family members by prohibiting any act of such discrimination and punishing the perpetrators who violate such prohibition.

Sixth, since discrimination against leprosy affected persons and their family members is deep-rooted in social customs and traditions, as well as personal convictions and beliefs, education and enlightenment of the public to acquire correct knowledge about leprosy is essential.  All children in primary schools should receive adequate education about leprosy.  All public officials should be instructed not to discriminate against leprosy affected persons and their family members in the performance of their public duties.  Doctors and nurses should play an active role in educating and enlightening the public about the disease and the fact that discrimination against leprosy affected persons and their family members is wrong and should stop immediately.  Companies should be encouraged to employ leprosy affected persons and their family members.

Seventh and last, all new policies, legislations, or development projects affecting directly or indirectly the life of the leprosy affected persons and their family members should be formulated and implemented in full consultation with such persons.

In conclusion, let me stress the importance of the draft principles and guidelines to eliminate discrimination against leprosy affected persons and their family members.  In the course of conducting study about the current situations and conditions of life of leprosy affected persons and their family members, I heard so many times that they should like to have some authoritative documents specifying their rights.  When, they negotiate with Governments or other organizations, they always lose because there is no legal basis for them to rely on.  In response to this request, I have endevoured to come up with the draft principles and guidelines, which are not perfect at this stage, but it may serve a good basis for making progress forward.  In fact, the Council resolution also requests the Human Rights Council Advisory Committee to examine the report referred to in paragraph 4, and formulate a draft set of principles and guidelines to eliminate discrimination against persons affected by leprosy and their family members, and submit them to the Human Rights Council for its consideration by September 2009.  I welcome this Council’s initiative and look forward to a fruitful and constructive discussions during this consultation meeting where representatives of Governments and organizations of leprosy affected persons participate.
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