
This is the first edition of the biannual newsletter of the United Nations Mandate of
the Special Rapporteur on the Elimination of Discrimination Against Persons
Affected by Leprosy and their Family Members. With this newsletter I, Alice Cruz,
aim at sharing information about my public activities as Special Rapporteur since
the transition period from my first term to my second term (October/November
2020) until the end of the first semester of 2021 (more exactly mid-June of 2021).
This newsletter is a part of a continuous effort undertaken by my team and I, as
well as many other stakeholders in the field, to enable access to human rights
related information to persons affected by leprosy and their family members. I
encourage you to share this newsletter – and future ones - with people and
organizations who might have an interest in this topic.

2021 Thematic Reports: From the Disproportionate Impact
of the COVID-19 Pandemic to Discrimination in Law
I am thankful for all the contributions received for my 2021 thematic reports, and which will be presented to the

Human Rights Council and the United Nations General Assembly later this year.

Since March 2020, I have been monitoring the impact of the COVID-19 pandemic on persons affected by leprosy and

their family members in collaboration with the global community formed by national and international organizations

working in the field. The findings of such work are presented in my thematic report to the Human Rights Council,

which is already public and accessible on this link. In this report, I present concrete and constructive

recommendations for an inclusive recovery from the health and socioeconomic crisis brought on by the COVID-19

pandemic. Its central argument is that: there is no building back better if States fail to put those who have been

systematically pushed further behind at the centre of recovery efforts. I will present this report on 1  of July 2021,

during the 47th Ordinary Session of the Human Rights Council that you may watch it via the link

http://webtv.un.org/.

But first, a word on terminology: a discussion among persons with the personal experience of leprosy and their
representative organizations about terminology regarding the disease and the people who experience it is ongoing,
with some segments of the community preferring the terms “Hansen’s disease” and “persons who have experienced
Hansen’s disease”. I deeply appreciate such a discussion, but as Special Rapporteur it is not up to me to favor a
particular term. Any change in terminology needs to result from a collective agreement between people with the
personal experience of leprosy/Hansen´s disease and their representative organizations. while I look forward to receive
further guidance from them on this matter, I will employ in this first newsletter the terminology used by the Human
Rights Council in its resolution 44/6.
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The COVID-19 pandemic and its adverse effects: the disproportionate
impact on persons affected by leprosy and their family members

Soon, I will release a factsheet presenting the main findings and recommendations from my report in a more accessible
format. Stay tuned to the posts on my mandate’s official website and social media pages.

Currently, I am preparing a report to be presented at the 75th session of the United Nations General Assembly. This
report addresses discrimination in law. My objective is to recommend comprehensive measures to combat existent
formal discrimination on the grounds of leprosy. Although the World Health Organization (WHO) Global Leprosy
Programme set the elimination of discriminatory laws as one of its goals, we have not seen much progress in this
direction, implying that more and better strategies are needed and that their formulation and implementation are
urgent. I am thankful to the organizations that collaborated in gathering up-to-date information on the subject and to
the persons affected by leprosy who have generously shared their testimonies with me.

My second newsletter will bring more updates on this report further this year.

In addition to my report “Disproportionate impact of the coronavirus disease (COVID-19) pandemic on persons
affected by leprosy and their family members: root causes, consequences and the way to recovery” (A/HRC/47/29),
I have been undertaking many other activities related to the COVID-19 pandemic. For example, I have issued an
open letter on leprosy and COVID-19 to the UN member states in 2020, providing States with five key principles to
guide responses to the consequences of the crisis for the medium and long term.

In 2020, together with Amar Timalsina, Global Network Coordinator for IDEA International, I co-chaired a Working
Group of the Global Partnership for Zero Leprosy (GPZL) - a coalition that includes the WHO, the Novartis Foundation,
the International Federation of Anti-Leprosy Associations (ILEP), the Sasakawa Health Foundation and the
International Association for Integration, Dignity and Economic Advancement (IDEA). This group conducted seven
consultation calls with about 100 people from over 25 organizations in 22 countries to assess the needs of
communities of persons affected by leprosy during the pandemic humanitarian crisis. We aimed at guiding Non-

Governmental Organizations (NGOs) and government leaders to meet these needs (see the Working Group 2:
Emergency Advocacy for Persons Affected report). Working Group Two also produced a video where women
affected by leprosy called attention to the adverse effects of the COVID-19 pandemic.

On World Leprosy Day, celebrated last January (2021), I have released a public statement to the international press,
titled: “From leprosy to COVID-19, we must eliminate double standards and put those furthest behind at centre of
recovery”. “These double standards in the response to the COVID-19 crisis, together with the multiple menace
of mutually exacerbating problems, have been threatening the right to life of persons affected by leprosy”, I
wrote then, and sadly, could still write now. The double standards manifested in the 2020-21 crisis regarding the
delivery and access to essential medicines, namely to multidrug therapy (MDT), has impacted for several months
persons affected by leprosy in different countries, one of which is Brazil - the country with the highest infection rates
per 100,000 inhabitants (about 28,000 new cases a year).

In my statement, I also argue that there are many lessons to be drawn from the history of leprosy, like the cost of
discrimination and inequalities to patients, family members, and society. Violations and intersections– society’s fear,
stigmatisation, isolation and its impact on mental health, segregation, gender-based violence, racism, xenophobia,
among others – which have been uncovered by the current pandemic, but that are well known to persons affected
by leprosy.
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Around the time of World Leprosy Day 2021, the WHO Goodwill Ambassador for Leprosy Elimination,Yohei
Sasakawa, together with the Nippon Foundation held the yearly Global Appeal to End Stigma and Discrimination
Against Persons Affected by Leprosy. With the Right To Work as its central theme, I had the privilege to contribute
to this important event alongside personalities such as Sharan Burrow, ITUC General Secretary; Dr. Tedros Adhanom
Ghebreyesus, WHO Director-General; Lucrecia Vásquez Acevedo, Legal Representative of Felehansen, Colombia;

Kefyalew Bekele, President, Ethiopian National Association of Persons Affected by Leprosy (ENAPAL), Ethiopia;

Vagavathali Narsappa, President, Association of People Affected by Leprosy (APAL), India; Francisco Faustino Pinto,
Vice Coordinator, Movement for the Reintegration of Persons Affected by Hansen’s Disease (MORHAN), Brazil;
among many other relevant partners.

Special Rapporteur Alice Cruz at the Global Appeal 2021
Watch the video here

The High Commissioner for Human Rights, Michelle Bachelet, recorded a video for the Global Appeal and released
the statement: "As the COVID-19 pandemic demonstrates clearly, access to universal health coverage protects
everyone from harm. It is among the most powerful investments we can make in the economic, social and political
well-being of our entire society. Every country needs to take immediate and long-term steps to advance access to
quality health-care for everyone – including people affected by leprosy".

Like the Global Appeal, World Leprosy Day was a great opportunity to engage leaders from all over the world in a
joint commitment to support persons affected by leprosy, especially in the context of the COVID-19 pandemic. One of
such leaders was His Holiness Pope Francis who, during Sunday Angelus, called for joint efforts on the fight against
leprosy: “I hope that the leaders of nations will join efforts to treat those suffering from Hansen's disease and for their
social inclusion". I welcome this important statement, which followed an encouraging communication between His
Holiness and my mandate about the need for an approach to leprosy that takes into consideration the human rights
of persons affected by leprosy. His voice is a precious one in the struggle for the recognition of the human rights of
persons affected by leprosy. 

I had the opportunity to participate in a side event to the Global
Appeal 2021, the webinar Zero Leprosy for Whom in the Post-
COVID World? organized by the Sasakawa Leprosy (Hansen's
Disease) Initiative. It gathered representatives from several
organizations of persons affected by leprosy to discuss
Discrimination and the Right to Work, Issues of Women and
Children, Advocacy, Awareness-raising and Elimination of Stigma,
Mental Health and Disabilities. These were four days of enriching
exchange, during which the specifities of each context were
signalled together with the common challenges faced by persons
affected by leprosy worldwide, with each organization being
offered the opportunity of presenting its strategies. 
The entire event is available on YouTube.

Additional notes on World Leprosy Day in the context of the COVID-19 pandemic 

Zero Leprosy for Whom in the Post-COVID World?
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On 3rd of June, I had a meeting with IDEA Nepal
and representatives from its seven provinces. It
was a huge privilege to learn from the grassroots
and particularly from women leaders. 
A video with the highlights of the meeting is also
available on my mandate’s YouTube channel.

On the 16th of May, the Brazilian journalist Everaldo Leite
held a live broadcast with people from Minas Gerais State,
Brazil, separated from their parents as children due to the
compulsory isolation policy that segregated thousands in
the country until the 1980s. I participated as a special
guest listening to the stories from these people, as well as
human rights activists from the Movement for the
Reintegration of Persons Affected by Hansen's Disease
(MORHAN). They presented the current situation of a law
created in 2018 by the state of Minas Gerais to provide
reparation to these individuals but that is being
applicated in a discriminatory manner. 

One of the central pillars of my mandate is the continuous work to consult the organizations and groups of persons
affected by leprosy and their family members who are true experts with regard to leprosy related discrimination and
advocacy. Doing so by private meetings, which remain private for sensitive reasons, or in public sessions. This
approach is shown throughout this newsletter, but I would like to highlight two examples of this continuous dialogue:

Permanent dialogue with the organizations of persons affected by leprosy

Cooperation with other human rights mechanisms:
mainstreaming leprosy into the human rights system
In my second term, I continue to work to mainstream leprosy into the overall human rights system. In order to ensure the
inclusion of leprosy in the forthcoming General Comment of the Committee on the Rights of Persons with Disabilities
(CRPD) on article 27 (Work and Employment) of the Convention of the Rights of Persons with Disabilities, I shared some
facts and recommendations based on the multiple challenges faced by persons affected by leprosy to enjoy the right
to work and rights at work. The 24th Session of the CRPD enunciated diverse approaches to the right to work of
persons with disabilities, and I presented a brief statement within this context - you can watch my speech here. 

I felt highly encouraged by the excellent submissions to the General Comment from civil society organizations working
in the field of leprosy, seeing with great hope the increasing engagement of the CRPD in the defense of the rights of
persons affected by leprosy! 

Cooperation with intergovernmental agencies
On my speech for the Neglected Tropical Diseases Launch of new road map for 2021-2030 by WHO, I said: "The
human body always tells us a story about society. Too often such story speaks of endemic social injustice” – marking
my greetings at the opening of the event on 28th of January 2021. 

In 2019, I had already contributed to the elaboration of this new roadmap at the 12th Meeting of the WHO Strategic
and Technical Advisory Group for Neglected Tropical Diseases, recommending the adoption of the Principles and
Guidelines for the Elimination of Discrimination Against Persons Affected by Leprosy and Their Family Members as a
roadmap for research and actions in the field of Neglected Tropical Diseases (NTDs).
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Raising States’ awareness

Engagement with the academia for producing
knowledge that is empowering 

Evidently, raising the awareness of the States on the human rights agenda for persons affected by leprosy is a
fundamental part of my work. Overall, this work is done throughout private and public meetings such as the
72nd anniversary of the Universal Declaration of Human Rights, on the 10th of December 2020, with
Ecuador’s Ministry of Foreign Affairs.

Special Rapporteur Alice Cruz at the 72nd
anniversary of the Universal Declaration of Human Rights

As a researcher, I believe in mutual learning between persons affected by leprosy and scholars and I also believe in the
universities’ social responsibility to produce a citizen-science. Therefore, I have made continued efforts to raise leprosy
awareness among universities. In March, the Federal University of Alagoas and other organizations in Brazil organized
the I International Online Seminar on Vulnerabilities and Neglected Infectious Diseases. I had the opportunity and
honour to open the seminar presenting the conference “The Human Rights of Persons Affected by Leprosy”.

More recently, on the 12th of May, I gave a speech at the Liverpool Hope University with the theme Health-related
stigma and discrimination: from leprosy to COVID-19. Persons affected by leprosy were able to raise issues side by side
with the university students in an integration that I believe being fundamental to face the challenges to eliminate
leprosy related discrimination. 

Collaboration with key stakeholders
In October of 2020, I participated at the WHO Global Consultation with Leprosy National Programme managers,
partners, and persons affected by leprosy. At that occasion, I emphasized that without the full implementation of the
fourth pillar “combat stigma and ensure respect for human rights," we will not be able to reach the other goals in the
Global Leprosy Strategy. Systemic change is only possible when we enable persons who have experienced leprosy
and their representative organizations to have a voice and a choice, thus ensuring that governments, NGOs, and
intergovernmental agencies are held accountable. Click here to read my full statement.

In December of 2020, the WHO Global Leprosy Programme and the Global Partnership for Zero Leprosy organized a
webinar in order to discuss the fundamental role that organizations of persons affected by leprosy play to
successfully implement SDR-PEP. I participated in the discussion, highlighting the need for a human rights
approach to the implementation of SDR-PEP that fully respects the rights to access to information and informed
consent.
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In the Republic of Korea, families of persons affected by leprosy requested compensation from the Japanese government
due the discrimination suffered under the segregation policy during colonial times. In my report about my official visit to
Japan (A/HRC/44/46/Add.1), I noted how the struggle of those affected by leprosy in Japan has inspired other countries.
The process of 2001, along with the activism from Japanese lawyers, extending across national boundaries, led individuals
affected by leprosy in the Republic of Korea and in the Taiwan Province of China to demand compensation for their
suffering under Japanese colonial rule. The ensuing transnational legal battle pressured Japan to revise the 2001 law, and
in 2006, to provide compensation for the Korean and the Taiwanese persons affected by leprosy. In 2019, Japan’s
government approved the law to compensate the family members of persons affected by leprosy, and now families living in
the Republic of Korea seek reparation based on this same law.

In the past few months, many equally important issues concerning the human rights of persons affected by leprosy
and their family members and key action taken by different stakeholders have been reported globally, which were
also shared in my mandate’s social media channels. Some of them are recalled bellow:

A gender approach to understand the intersecting
violations faced by women affected by leprosy
As reflected upon my 2019 thematic report to the Human Rights Council, titled Stigmatization as dehumanization:
wrongful stereotyping and structural violence against women and children affected by leprosy (A/HRC/41/47), I have
always tried to look at leprosy-based discrimination from a perspective that recognizes its multiple intersections with
gender and other historically oppressed social categories.  

Together with women leaders, I participated in the webinar The intersecting human rights challenges facing women
who have experienced leprosy, organized by the Disabled People's International (DPI) and The Leprosy Mission
International, with support from the Sasakawa Health Foundation, in December 2020. 

The event took place during the 13th session of the Conference of States Parties to the Convention on the Rights of
Persons with Disabilities. At that occasion, I emphasized that "women are not vulnerable. Women may live in situations
of vulnerability and those are created by unequal power relations". I had the honour of exchange ideas with women like
Lilibeth Evarestus, Jayashree Kunju and Maya Ranaware.

During the discussion we all agreed on the intersectional nature of multiple discrimination against women affected by
leprosy; and the need for governments and international organizations to develop and implement gender-inclusive
policies. As I stated at the event, such policies should draw inspiration from the work of women affected by leprosy
who, in the face of lack of equal opportunities, as well as lack of State’s policies that can promote access to work and
training opportunities, have developed entrepreneurship strategies and organized cooperatives, leading the efforts
towards the socioeconomic empowerment of their communities. 
Check out the statement highlights here.

Issues related to the human rights of persons affected by leprosy:  
check out some highlights from different countries

In Brazil, people living in a former colony received an eviction notice. These people include persons affected by leprosy who
were compulsory segregated and hospitalized, their family members and formers workers of the colony located in Mogi das
Cruzes, São Paulo State. Forced eviction violates the International Covenant on Economic, Social, and Cultural Rights, and
this case will be presented to the Human Rights Council in my report.

In the Philippines, an open letter from Francisco D. Onde and Abelaine Venida-Tablizo addressed an issue that is
unfortunately still recurrent: the inappropriate use of leprosy as a metaphor for harmful stereotypes made by politicians and
other public figures. I wrote an article approaching this topic in 2018. The use of leprosy as a derogative metaphor comes
from long-lasting stigmatizing connotations produced by different cultural traditions, social rules, and legal frameworks. It
stimulates public stigma, everyday discrimination and compromises the enjoyment of human rights and fundamental
freedoms of people affected by leprosy and their family members.

Again, in Brazil, in early May, the Federal Court recognized the right for persons who are entitled to a reparation benefit due
to having been forcibly segregated on the grounds of leprosy to the emergency benefit put in place by the government to
mitigate the adverse effects of the pandemic on people living in vulnerable situations. The government was denying their
access to this benefit and the lawyers that support MORHAN on a voluntary basis won in court a decision that stops the
government from excluding them.

An initiative that is related to my forthcoming report to the General Assembly and which addresses the issue of discrimination
in law was the launch of The Leprosy Mission International (TLMI) petition, 130 to go, that is still collecting signatures
against the more than 130 discriminatory laws that are still in place in nearly 30 countries. 
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I close this first newsletter reminding you that mine is a people-centred mandate and that I am always available to
receive suggestions and guidance from persons affected by leprosy and their representative organizations. I invite
you to read, if it has not yet been possible, the factsheet that I launched at the beginning of the second term of my
mandate. In this factsheet, you will be able to learn more about what a thematic mandate is, how to address
complaints to my mandate, what actions and reports were produced during my first term and what lies ahead. I leave
a final word in recognition of the extraordinary work that organizations of persons affected by leprosy have been
doing in the context of the COVID-19 pandemic. But also, of the increase of their direct interaction with the human
rights system, which shows their power in claiming their rights and defending their peers. This fact should encourage
everyone to stand up and demand respect, protection, promotion and fulfilment of fundamental rights and freedom
for persons affected by leprosy and their families. 

So, let’s stand up for the rights of persons affected by leprosy and their family members!

Alice Cruz
UN SPECIAL RAPPORTEUR ON THE ELIMINATION OF DISCRIMINATION AGAINST PERSONS AFFECTED BY LEPROSY AND THEIR FAMILY MEMBERS

With great joy, my team and will be releasing a webdocumentary called Principles and Guidelines for the elimination of
discrimination against persons affected by leprosy and their family members - From the draft to law in action. The audio-
visual project tells a bit of the story behind the elaboration of the Draft set of principles and guidelines for the
elimination of discrimination against persons affected by leprosy and their family members, endorsed by a resolution
unanimously approved by the United Nations General Assembly in December 2010.

The video brings together testimonies from persons affected by leprosy and their family members from different parts
of the world, talking about the challenges they faced and still face in order to have their human rights respected but
also explaining what this instrument means in the context of international human rights.

The premiere will be on June 28th on the mandate's youtube channel. 
On this link you can activate a notification so you don't miss out!
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At the 13th session of the Conference of States Parties to the Convention on the Rights of Persons with Disabilities in
December 2020, U Soe Win, from Myanmar, shared his experience as an older person affected by leprosy and leprosy
related disabilities.

Many other important actions have been taken by both organizations of persons affected by leprosy and other key
stakeholders. In order to learn more check out the newsletters recently released by the WHO Goodwill Ambassador for
Leprosy Elimination, APAL-India, MORHAN/Brazil, ILEP, TLMI and GPZL.

Principles and Guidelines: From the draft to law in action

Final Notes
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