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HUMAN RIGHTS VIOLATIONS AND DISCRIMINATORY PRACTICES

What is it?

Leprosy, also known as Hansen’s disease, is a neglect-
ed chronic infectious disease caused by Mycobacte-
rium Leprae. Leprosy has a long incubation period
and symptoms may appear between 2 and 20 years
after infection. Leprosy can occur from early infancy
to very old age. The disease mainly affects the skin,
the peripheral nerves, the mucosal surfaces of the up-
per respiratory tract and the eyes.

See more details in:
www.who.int/en/news-room/fact-sheets/detail/lep-
rosy

Does it still exists?

In 2016, 214, 783 new cases were reported to the World Health Organi-
zation (WHO) by 145 countries.

Despite the impressive decrease in the number of cases since the intro-
duction of multidrug therapy three decades ago (from over 5 million
cases in the mid-1980s to approx. 200,000 cases at the end of 2016),
there are still: (a) considerable and conceming rates of incidence and
transmission; (b) a high proportion of late diagnosis which explains why
in 2016, 12,437 new cases were reported with already advanced visible
impairments; (¢) underreporting which means that the reported cases
are not exact, especially among women; (d) a shamefully high figure
of new cases among children; and e) emerging new challenges, such as
reported and possibly many underreported foreign bom cases, in coun-
tries that no longer have the expertise to diagnose and treat leprosy,
resulting in increasing transmission.

Most recently, an increase in new cases from 2015 to 2016 has been re-
ported. The global elimination of leprosy as a public health problem in
2000 may hide the fact that there are still endemic countries, as well as
highly endemic pockets within countries, and that there is still
ongoing transmission. There is still worrying prevalence in 22 countries
that have been identified by WHO as global priority countries for
leprosy control.

The countries with more than 1,000 new cases in 2016 were: Bangladesh,
Brazil, Democratic Republic of the Congo, Ethiopia, India, Indonesia,
Madagascar, Mozambique, Myanmar, Nepal, Nigeria and Philippines.
In endemic countries, leprosy mainly affects poorer communities and re-
gions.

What kind of human rights violations
have been impacting persons
affected by leprosy and their family
members?

Persons affected by leprosy have historically been
deprived of their civic, political, economic,
social and cultural rights.

Women, men and children affected by leprosy, but
also their family members up to the second
and third generation have been consistently
subjected to: stigmatizing language; segregation;

Are there still discriminatory practices
and legislation in force?

Laws that discriminate against persons affected by
leprosy still exist in more than 20 countries in the
world, covering segregation, immigration,
marriage, vote, public transportation, employment
and housing.

These laws disregard and disrespect intemational
human rights standards, in particular the principle
of non-discrimination as stipulated in the Univer-
sal Declaration of Human Rights, the Intemational
Covenants and subsequent human rights instru-
ments. In addition to law, jurisprudence and public

What kind of human rights should be
protected and implemented by $tates
in defence of persons affected by lep-~
rosy and their family members?

In 2010, the United Nations General Assembly ad-
opted resolution 65/215 and took note of the prin-
ciples and guidelines on the elimination of discrimi-
nation against persons affected by leprosy and their
family members. In so doing, it established leprosy
as a human rights issue and stressed that persons af-
fected by leprosy and their family members should
be treated as individuals with dignity and entitled
to all human rights and fundamental freedoms un-
der customary international law, the relevant con-
ventions and national constitutions and laws.

separation from their families and within the
household; sepa-ration from their children; denial
of care; denial of the means of subsistence; denial
of a place to live; denial of education; denial of
the right to own prop-erty; impediments to marry;
impediments to have children; restrictions on their
freedom of movement; denial of their right to
participate in community, public and political
life; physical and psychological abuse and
violence;  compulsory  internment;  forced
sterilization; institutionalized silencing and invisibili-
ty; and removal from history.

policies, discrimination is also a reality in the admin-
istration of the State, particularly in health services,
education, State benefits and reaches extra-institu-
tional settings, such as work, employment opportu-
nities, marriage, community and family life.

Given the generalized vulnerability of persons af-
fected by leprosy, the gap between law in books
and law in action is severely exacerbated trapping
persons affected by leprosy in a spiralling chain
of disadvantage. But not only are persons
affected by leprosy discriminated against, their
families are equally impacted by stigma. In
many social and cultural contexts, entire families
are discriminated against.

Given the cross-cutting nature of leprosy related
discrimination, relevant conventions, such as the In-
ternational Covenant on Economic, Social and Cul-
tural Rights (CESCR); International Convention on
the Elimination of All Forms of Racial Discrimination
(CERD); International Convention on the Elimina-
tion of All Forms of Discrimination against Women
(CEDAW) ; International Convention on the Rights
of the Child (CRC); International Convention on the
Rights of Persons with Disabilities (CRPD) Intema-
tional Convention on the Protection of the Rights
of All Migrant Workers and Members of their Fam-
ilies (CMW) protect persons affected by leprosy and
their family members.
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PROMOTING THE HUMAN RIGHTS OF PERSONS AFFECTED BY LEPROSY

AND THEIR FAMILY MEMBERS

What are the $pecial Rapporteur’s main strategies?

o Make leprosy a positive symbol of the Sustainable Development Goals agenda ensuring that persons
affected by leprosy and their family members are not left behind

e Harmonize domestic laws and practices with international law, as well as guarantee effective access to
rights, in order to tackle the structural disadvantage of persons affected by leprosy and theirfamily
mem-bers and empowerthem

o Eliminate stigmatization and prejudice through strengthened awareness-raising

e Promote the social and public participation of persons affected by leprosy and their family members and

empower them to become the leading protagonists in the elimination of leprosy related stigma and
discrimination and ensure its sustainability in the long-term

What does the $pecial Rapporteur intend to achieve?

e Approach leprosy related human rights violations in their multiple dimensions

o Defend the strategic role of affirmative action for tackling stigmatization and discrimination

o Address the multiple vulnerabilities that impact the lives of persons affected by leprosy and their family
members through a multi-sectoral approach based upon the implementation of the Sustainable Devel-
opment Goals

e Acknowledge the lay expertise of persons affected by leprosy and their family members and to foster
their participation in society at large and at all levels of decision-making

THE REPORT

In the report, the Special Rapporteur outlines her vision, priorities and working methods for the next three
THE MANDATE : oSy

What is the report about?

In June 2017, the Council adopted resolution 35/9, establishing the
mandate of the Special Rapporteur on the elimination of discrimination
against per-sons affected by leprosy and their family members. The Human
Rights Council appointed Alice Cruz to lead the mandate and she
assumed her duties on 1 November 2017.

Where can | find the report?

The report (A/HRC/38/42) and the translated versions will be available on the following link: https://www.ohchr.
org/EN/HRBodies/HRC/RegularSessions/Session38/Pages/ListReports.aspx
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