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Summary
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Introduction

1. At its fifty-sixth session, in resolution 2004/12, the Sub-Commission on the Promotion and Protection of Human Rights expressed its concern in particular “that tens of millions of people suffer not only from leprosy as a disease, which is scientifically and medically proven to be curable and manageable, but also from political, legal, economic, or social discrimination and isolation as a result of misunderstanding and indifference, and lack of legislative or administrative measures to prohibit such discrimination and to protect and remedy the victims,” and requested Yozo Yokota to prepare, without financial implications, a preliminary working paper on discrimination against leprosy victims and their families, to be submitted to the fifty-seventh session of the Sub-Commission under the agenda item entitled “Prevention of discrimination and protection of minorities.”

2. This preliminary working paper is prepared in response to the above request.

I.  General Description of the Issue
The nature of the disease

3. Leprosy is caused by a bacterium that belongs to a family of mycobacteria.  This family includes the bacteria that cause tuberculosis and Buruli ulcer.  The leprosy bacterium is known to be the slowest growing, taking 10 to 14 days to multiply.  This can be compared to the bacterium causing acute infections like pneumonia, which can multiply every few seconds.  The bacterium that causes leprosy was discovered in 1873 by a Norwegian doctor, Armaur Hansen.  For this reason, “leprosy”, which often has negative connotations, is sometimes called Hansen’s Disease.

4. Leprosy is transmitted by air containing leprosy bacteria, like tuberculosis and the ordinary cold.  However, 95 to 98 per cent of persons in any population in the world today possess strong enough natural resistance, which is inherited.  For this reason, leprosy tends to appear among the same family members who lack such resistance.  Most people have inherited resistance against leprosy and will not be infected even if leprosy bacteria are inhaled.

5. Leprosy bacteria are known to survive outside the human body in the surrounding area, such as bedding and floors, if the conditions are favourable, for up to two weeks or so.  There is no known evidence that such leprosy bacteria outside the human body actually become the source of infection.

6. Because leprosy bacteria grow very slowly, the development of the disease takes a long time, on average five years; but, in exceptional cases it could be as short as three months or as long as 40 years.

7. The disease attacks skin all over the body, causing discoloured patches, and nodules that may become ulcerated.  It also attacks peripheral nerves, but not the central nervous system such as the brain, causing loss of movement and sensation in the hands, feet or face, resulting in visible deformities and disabilities.

The efforts to control and eliminate leprosy

8. Leprosy has long been regarded as an incurable disease.  However, in the 1940s, a drug called Promin, made from Dapson used to treat tuberculosis patients, was found to be effective against leprosy.  After various research and testing over the next 40 years, the World Health Organization (WHO), in April 1982, reached a point where it could recommend the so-called Multi-Drug Therapy (MDT), simultaneous combined use of several known anti-leprosy drugs, particularly Dapson, Clofazmine and Rifampcin, to treat leprosy patients.

9. After 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 free-of-charge MDT drugs.

Leprosy cases in the world

10. It is difficult to estimate the numbers of leprosy patients worldwide.  It is however generally assumed that from after the Second World War up to 1980, there was an almost constant figure of 10-12 million leprosy cases in the world.  According to WHO, the registered cases in 1976 numbered 3.6 million and in 1985, 5.4 million.  The increase of registered leprosy cases between 1976 and 1985 is a reflection of an improved registration system as a result of increased leprosy control activities worldwide, and does not represent a real increase in leprosy cases.

11. WHO defined a leprosy epidemic as more than 1 case in 10,000 population.  In mid-1980s, there were 122 countries with leprosy epidemics.  At the beginning of 2004, this figure went down dramatically, to 9 countries.  In fact, some experts believe that within a couple of years, 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.

Types of discrimination

12. As described above, leprosy is today curable and manageable.  The chances of transmission are rare in normal lifestyles and environments.  However, in the long history of humankind, leprosy has been regarded as highly contagious and incurable.  Leprosy patients consequently were despised, isolated, abandoned and even feared.  The associated deformities to varying degrees in some leprosy patients added to people’s psychologically negative attitudes towards leprosy patients.  Furthermore, discrimination existed not only against leprosy patients but also against their families.  Even after the discovery of MDT in the 1980s, when it had become scientifically and medically clear that leprosy was completely curable and not easily transmitted, many patients were forcibly quarantined, often under the law, in isolated hospitals, sanatoria or colonies.  Once they were put in such facilities, in most cases, they were never released.  Former patients who have been treated and who recovered completely have also been discriminated against because of leprosy’s history.

The human rights dimension of the issue

13. The way leprosy patients and their families have been treated by Governments, communities, schools, companies, hospitals and other organizations, including religious institutions, involves serious human rights violations.  Forced lifelong hospitalization in isolated leprosy facilities, abandonment and rejection of close contact, neglect, lack of adequate health care and social welfare, discrimination in family, social and public life and discrimination in employment are some features of human rights violations against leprosy patients commonly found in almost any country or any community.  In some cases, leprosy-affected persons have been the targets of abuse or even physical attack.  For a long time, leprosy patients and their families have been discriminated against in marriage and social life.  This kind of discrimination still exists today in many parts of the world.

14. If one tries to list human rights that are denied to leprosy-affected persons, almost all categories would apply.  Article 1 of the Universal Declaration of Human Rights states that:  “All human beings are born free and equal in dignity and rights.”  The leprosy patients, and often their families, do not enjoy this fundamental provision.  Article 2 provides that “[e]veryone is entitled to all the rights and freedoms set forth in this Declaration, without distinction of any kind”, but people affected by leprosy do not enjoy many rights and freedoms stipulated in the Universal Declaration.  For example, most leprosy patients have been rejected:  “the right to life, liberty and security of person” (art. 3); the right not to “be subjected to … cruel, inhuman or degrading treatment” (art. 5); “the right to recognition everywhere as a person before the law” (art. 6); “the right to an effective remedy by the competent national tribunals for acts violating the fundamental rights granted him by the constitution or by law” (art. 8); the right not to “be subjected to arbitrary arrest, detention or exile” (art. 9); the right not to “be subjected to arbitrary interference with his privacy, family, home or correspondence, nor to attacks upon his honour and reputation” (art. 12); “the right to freedom of movement and residence within the borders of each State” (art. 13, para. 1); “the right to marry and to found a family” (art. 16, para. 1); “the right to own property” (art. 17, para. 1); “the right to social security” (art. 22); “the right to work” (art. 23, para. 1); “the right to a standard of living adequate for the health and well-being” (art. 25, para. 1); and “the right to education” (art. 26).

15. Furthermore, article 7 of the Universal Declaration provides: “All are equal before the law and are entitled without any discrimination to equal protection of the law.  All are entitled to equal protection against any discrimination in violation of this Declaration and against any incitement to such discrimination.”  It is a well-known fact that many leprosy-affected persons are subjected to various types of discrimination without effective protection.

Use of the word

16. As is often true in many discrimination cases, certain expressions or words are intentionally used to discriminate against certain groups of people and therefore are considered to be inappropriate.  The English word “leprosy”, which comes from a Latin word lepra, is widely used as medical and legal terminology.  However, some consider this expression inappropriate because the word is often used to describe the disease as “incurable”, “easily transmitted” and even “dangerous”.  For this reason, in Japan, rai or raibyo, a direct translation of “leprosy”, is now discouraged and “Hansen’s Disease” is the common usage.  In Brazil, “Hanseniase” is widely used.  The author uses both “leprosy” and “Hansen’s Disease” interchangeably in this paper because he recognizes, on the one hand, that “Hansen’s Disease” is better in that it has not been used politically, legally or socially in a discriminatory manner, but, on the other hand, “leprosy” is more widely used medically and scientifically as a neutral word.  The author also shares the view expressed by one former patient he interviewed that, in order to overcome discrimination related to this disease, we should continue to use “leprosy” because misunderstanding and stigma associated with the word “leprosy” cannot be eradicated by simply changing the expression from “leprosy” to “Hansen’s Disease”.

17. The author is informed, however, that almost all the persons affected by leprosy regard the word “leper” as discriminatory, degrading, despicable and unacceptable.  The author therefore recommends that one should not use this expression to refer to a “leprosy patient”.  

II. Selected Cases

18. This chapter intended to refer to cases of countries where discrimination against leprosy-affected persons was once prevalent but, through legislative, judicial or administrative actions as well as efforts and campaigns by dedicated doctors, nurses, religious groups, human rights activists and journalists, improvement has been made in treating leprosy patients and overcoming leprosy-related discrimination.  However, due to lack of information and time constraints, the author was only able to include Japan.  The author intends to include information on other countries in his future study on this subject.

Japan

19. According to one study, there were 100,000-150,0000 leprosy patients in Japan during the Meiji Period (1868-1912).  As the disease was known to be incurable and highly contagious, the patients were despised and shunned, with no government protection or support.  The patients suffered not only from the disease itself but also from discrimination, isolation, fear, neglect and poverty.  However, some Christian missionaries established institutions to take care of these  patients.  While the number of patients helped in those institutions was limited, we should commend the dedication and self-sacrifice of those missionaries.

20. In 1900, the Government of Japan conducted the first nationwide leprosy survey.  The survey revealed that there were 30,359 leprosy patients in Japan.  In 1907, the Diet passed Law No. 11 (“The Matter Relating to the Prevention of Leprosy”).  This law and Legal Ordinance 19 to implement the law were intended to: (a) require prefectural authorities to establish sanatoria for vagrant leprosy patients; (b) require doctors to report to the authorities diagnosed cases of  leprosy; and (c) authorize designated doctors to force diagnosed and suspected patients to undergo medial examinations.

21. Since the number of beds available under Law No. 11 was limited and most leprosy patients were largely outside of the system, thus posing a public health problem, the Government revised the law in 1931.  This revised law was called the (Old) Leprosy Prevention Law.  This law aimed to achieve the following:

(a) All leprosy patients were to be institutionalized in a central or prefectural Government- 

run sanatorium.  The expenses would be borne by the central or prefectural Government;

(b) Leprosy patients were prohibited from work if the job was likely to facilitate the spread 

of the disease;

(c) The sale or re-use of bedding, clothing or any other personal possessions of leprosy 

patients which were suspected of contamination was restricted;

(d) The confidentiality of personal information of the patients was to be strictly respected by 

the doctors and civil servants.

22. Under the (Old) Leprosy Prevention Law, most leprosy patients were forcibly sent to sanatoria.  Because of budgetary limitations and public neglect, the conditions of sanatoria were mostly subhuman and intolerable.  The sanatoria were overcrowded and lacked adequate food and heating fuel.  During the Second World War, the conditions of the sanatoria became even worse.  In May 1943, there were 12 Government-operated sanatoria and 3 privately run ones.  For a total capacity of 9,530 patients in those institutions, there were in fact 11,383.

23. In 1953, the (New) Leprosy Prevention Law was enacted.  The law had some innovative elements as follows:

(a) In article 1, in addition to the purpose of the prevention of leprosy, medical treatment 

and plans for the well-being of the patients were stipulated;

(b) In article 2, the central and local Governments were obliged to disseminate correct 

knowledge regarding leprosy;

(c) In article 3, discrimination towards leprosy patients and their families was prohibited;

(d) In articles 12, 13 and 14, the importance of providing opportunities for education and job 

training to hospitalized leprosy patients was stressed.

24. However, the following elements concerning forced institutionalization of leprosy patients, which had been found in Law No. 11 of 1907 and the (Old) Leprosy Prevention Law of 1931, were generally retained, and in some sense strengthened:

(a) Under article 5, doctors must instruct leprosy patients to take disinfection or other 

preventive measures;

(b) Under article 6, leprosy patients must be admitted into State-operated sanatoria;

(c) Under article 7, leprosy patients were prohibited from working where there was a danger 

of transmission of leprosy;

(d) Under article 8, contaminated areas must be disinfected;

(e) Under article 9, contaminated articles must be disinfected or disposed of;

(f) Under article 15, hospitalized patients cannot leave the sanatoria;

(g) Under article 16, hospitalized patients must concentrate on their medical care and should 

not violate the order of the sanatoria.

25. The (New) Leprosy Prevention Law of 1953 was still based on the mistaken premise   that leprosy was readily communicable; that leprosy was a threat to public welfare; and that leprosy patients must be isolated and forcibly institutionalized.  For this reason, efforts were made by leprosy patients and dedicated groups of people to repeal the law.  In 1996, the (New) Leprosy Prevention Law of 1953 was repealed.

26. In 2001, an epoch-making judgement was delivered by the Kumamoto District Court.  In response to claims by some institutionalized former leprosy patients, the Court declared that, at the latest by 1960, leprosy had become curable and controllable, and that it had become unnecessary to apply the forcible institutionalization policy.  On the basis of this finding, the Court ordered the Government to pay compensation for the sufferings of the former leprosy patients in accordance with the length of forced hospitalization.  The Government decided not to appeal to the High Court and the judgement became final.  The Diet, which was criticized in the judgement for not having repealed the (Old) Leprosy Prevention Law of 1953 sooner, adopted a resolution to apologize to the former patients and to promise to act quickly to make up for their sufferings.  In 2002, the Minister for Health and Welfare made a public apology to the former patients and requested the general public to understand the difficulties experienced by the former patients and to assist their reintegration into local life.

27. In January 2005, a Government-commissioned inquiry panel on Hansen’s Disease patients released an important final report.  It criticized the Ministry of Health and Welfare for delaying the abolition of the Leprosy Prevention Law of 1953, which was not based on scientific grounds.  It also criticized medical doctors, lawyers and the mass media for not carrying out their proper role to avoid serious violations of the human rights of leprosy patients.  The report proposed new legislation to ensure the rights of leprosy patients and to prevent discrimination.  In response to this report, the Minister for Health and Welfare promised to respect the recommendations of the report.

III. Seminars on the Issue of Leprosy-related Discrimination 

28. In the past six months, the author attended three important international conferences on leprosy-related discrimination.  In each conference, many important presentations were made by participants.  The author was able to take advantage of the opportunities to interview some former (cured) patients.

African Leprosy Congress in South Africa

29. From 31 January and 3 February 2005, the African Leprosy Congress was held in Johannesburg, South Africa.  The conference was organized by the Leprosy Mission Southern Africa, the International Leprosy Association and the University of the Witwatersrand.  It covered a wide range of issues related to leprosy including medical and scientific workshops, but a special focus was placed on the human rights dimension of leprosy.

30. During the conference, the author interviewed many former patients from various countries about their experiences as leprosy patients.  A man of 40 from Ethiopia explained that he developed leprosy when he was 6 years old.  Because of family difficulties, including divorce of the parents and adoption by his aunt who did not take good care of him, the disease became worse.  The traditional medication that his aunt gave him did not work.  He finally went to the All Africa Leprosy Rehabilitation, Research and Training Centre where he was treated and cured.  However, deformity is visible in his hands and feet.  He is married to a former leprosy patient and lives on sewing and knitting in a community where cured patients live together.  A lady of 44 from Angola stated that she had been affected by leprosy when she was 23.  The company where she worked decided to send her to Lisbon for better treatment.  She then went back to Angola and continued treatment in a hospital for more than two years.  After she was cured, she stayed at home doing light work such as knitting bedspreads, towels, table mats, etc.  She got married, but was not able to have children.  However, she was lucky that the company where she had earlier worked had taken her back.

International Seminar on Leprosy and Human Rights in Brazil

31. On 27 and 28 February 2005, an International Seminar on Leprosy and Human Rights was held in Rio de Janeiro, Brazil.  It was organized by the Nippon Foundation in cooperation with the Center of the Study of Violence of the University of Sao Paulo and the Movement for Reintegration of Individuals with Leprosy.  Four members of the Sub-Commission on the Promotion and Protection of Human Rights, i.e. the author, José Bengoa, El-Hadji Guissé and Iulia-Antoanella Motoc, attended and made important contributions.

32. At the outset, Yohei Sasakawa of the Nippon Foundation stressed that, even though the disease itself was curable and as many as 14 million individuals had been cured since the 1980s, discrimination against persons affected by leprosy was persisting.  He said that close to 100 million people, including former patients and their family members, suffered from discrimination of one kind or another.

33. Rosa Castalia of the Ministry of Health of Brazil stated that leprosy had become a major issue of public health in Brazil and that the problems associated with leprosy were closely related to poverty.  She expressed serious concern that the number of children who had been affected by leprosy was quite high in Brazil and that it would pose a grave human rights problem if the development of deformities among these children could not be effectively prevented.  She confirmed that the Government of Brazil was firmly committed to taking this issue seriously and would work together with non-governmental organizations and others to better the situation of the persons affected by leprosy.

34. The seminar participants heard several testimonies from former (cured) patients.  A man of 65 stated that he had lived in a colony for 48 years.  Then he was told that the colony had been turned into a residential community.  Although he was not longer restricted to the colony, he was worried about his right to continue to live in the new community.  Another former patient complained that, in a certain state of Brazil, the public identity card clearly shows his leprosy history.

35. In concluding, the seminar participants agreed on several important points, such as: (a) “Hansen’s Disease” should be used in place of “leprosy”; (b) an effective vaccine against leprosy was needed; (c) side-effects of medication such as Tharidomide should be eliminated; (d) more seminars should be organized by the United Nations and a fund should be created for that purpose; (e) the use of negative images of leprosy should not be permitted; (f) education about leprosy should be included in school curricula; (g) a list of hospitals that can provide effective and speedy treatment and reconstructive surgery should be established; and (h) more attention should be given to the issue of leprosy-related discrimination by national human rights institutions.

Workshop on Human Rights and Discrimination in Leprosy in India

36. On 18 and 19 March 2005, a Workshop on Human Rights and Discrimination in Leprosy was held in Pune, India.  It was co-sponsored by the Nippon Foundation, the Sasakawa Memorial Health Foundation and the International Association for Integration, Dignity and Economic Advancement.  The workshop addressed various issues related to leprosy and human rights including: (a) a conceptual legal analysis of the issue of leprosy and human rights; (b) findings of the research conducted in four Indian states, i.e. Bihar, Uttar Pradesh, Orissa and Maharashtra; (c) leprosy and the right to health, education and housing; (d) the issue of isolation, exclusion and stigma; (e) the rights of the child and leprosy; (f) leprosy and the issues related to family, marriage and inheritance; (g) prevention of disability, training and rehabilitation; and (h) the role of media.

37. During the workshop, the author conducted several interviews with former patients.  A lady of 57 stated that she had noticed signs of deformity in her hand when she was 16 years old.  She was treated and recovered.  She graduated from college and taught mathematics for six years.  In 1977, she married a man who had been cured of leprosy but with no visible deformity.  She did not have a child but adopted a baby girl who now goes to college.  The family members and friends treated her and her husband warmly.  However, she had experienced discrimination such as rejection by a bus driver.  A man of 48 testified that he had noticed signs of a skin disease when he was in early 20s.  He went to a leprosy hospital and received treatment as an out-patient.  After MDT for one year, he was cured.  He married a woman with a leprosy history.  She was from a very poor family and her parents also had a leprosy history.  He and his wife have a son who has not developed leprosy.  He became successful in the business of producing automobile parts.  His family and relatives know of his leprosy history but the community does not.  He is afraid of possible negative reactions.  He still suffers from stigma associated with leprosy.

IV. Conclusions and Recommendation

Conclusions

38. On the basis of the initial study and findings on leprosy and human rights, we may conclude the following salient points:

(a) Today, leprosy is curable and medicines for treatment are available free of charge;

(b) Modern medical science has proven that leprosy is not transmitted to most people in 

ordinary human contact;

(c) The forced institutionalization of leprosy patients often adopted by many countries is a 

serious violation of basic human rights and fundamental freedoms as well as the dignity and security of the person.  This policy is based on the mistaken premise that leprosy is incurable and readily transmitted and that treatment in an isolated sanatorium, colony, hospital or community is the best solution in order to avoid a public health risk;

(d) Because of a lack of knowledge and mistaken ideas about leprosy and leprosy patients, 

discrimination persists.  The discrimination is directed towards the patients and former patients as well as their families;

(e) While in most countries leprosy has been eradicated, a few countries remain leprosy 

epidemic.  The situation will dramatically improve if the Governments concerned address this issue seriously and adequately in cooperation with WHO and other competent international organizations and agencies, including NGOs;

(f) Leprosy-related discrimination is based on ignorance, indifference and irresponsible 

attitudes of people.  In this sense, it is important to educate people about leprosy.

Recommendations

39. The author of this working paper recommends the following:

(a) All Governments should abolish legislation that requires forced institutionalization of 

leprosy patients.  They should instead provide effective, prompt and free treatment to leprosy patients on an out-patient basis if they so wish;

(b) All Governments should provide appropriate remedies to former patients forcibly 

hospitalized in a sanatorium, colony, hospital or community;

(c) All Governments should immediately prohibit discrimination of any type against leprosy 

victims and their families;

(d) All Governments should make every effort to include leprosy education in school 

curricula so as to give correct information about leprosy and leprosy patients and prevent discrimination against them;

(e) In view of the need for urgent actions to be taken by Governments and other entities 

involved for the eradication of human rights violations related to leprosy, the Sub-Commission should consider the possibility of requesting the Commission on Human Rights to appoint as soon as possible a Special Rapporteur on leprosy and human rights.  This would facilitate the gathering of information from Governments, United Nations organs and agencies and NGOs through questionnaires;

(f) Regional seminars should be organized to hear the views and experiences directly from 

the former patients and their families as well as doctors, social workers, experts, NGOs and Government officials;

(g) As education is a key for the elimination of discrimination against persons affected by 
leprosy, the United Nations organs and agencies, particularly the High Commissioner for Human Rights, the United Nations Children’s Fund, the United Nations Educational, Scientific and Cultural Organization and the World Health Organization, should try to include an element of effective leprosy education in the formulation and implementation of the first phase of the World Programme for Human Rights Education, which will place emphasis on elementary and secondary education.
-----
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