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Abstract

Twenty neglected tropical diseases (NTDs) are currently recognized by the World Health Organization.
They affect over one billion people globally and are responsible for significant morbidity, mortality,
poverty, and social stigmatization. In May 2013, the World Health Assembly adopted a resolution calling
on member states to intensify efforts to address NTDs, with the goal of reaching previously established
targets for the elimination or eradication of 11 NTDs. The resolution also called for the integration of NTD
efforts into primary health services. NTDs were subsequently included in Sustainable Development Goal
(SDGQ) 3, which calls for an end to the “epidemics of AIDS, tuberculosis, malaria and NTDs” by 2030.
While both the World Health Assembly resolution and SDG 3 provide a strong framework for action,
neither explicitly references the human right to the highest attainable standard of health or describes a
rights-based approach to NTDs’ elimination. This article identifies key human rights relevant to NTD
control and elimination efforts and describes rights-based interventions that address (1) inequity in
access to preventive chemotherapy and morbidity management; (2) stigma and discrimination; and (3)
patients’ rights and non-discrimination in health care settings. In addition, the article describes how
human rights mechanisms at the global, regional, and national levels can help accelerate the response to

NTDs and promote accountability for access to universal health care.
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Introduction

The World Health Organization (WHO) recogniz-
es 20 “neglected tropical diseases” (NTDs).! These
diseases share key common features, including
disproportionately affecting poor communities
and individuals with little social or political capital
(see Box 1).

While all 20 NTDs are preventable—and
to varying degrees, treatable—they nonetheless
affect over one billion people worldwide living in
149 countries and territories.> At least 100 coun-
tries are endemic for two or more diseases, and 30
countries are endemic for six or more.* NTDs also
predominately affect those who are most disadvan-
taged—individuals living in low-income countries
are most burdened with NTDs, and within those
countries, the burden of NTDs is higher among
poorer households. The people in these communi-
ties often live in inadequate housing, lack access to
clean water and sanitation, and have little protec-
tion from insects and other disease vectors.’

NTDs are both a cause and a consequence of
poverty, causing physical and intellectual impair-
ments, preventing children from attending school,

Box 1. WHO-recognized NTDs and common features’

and reducing economic productivity.® They can
also be severely stigmatizing: for example, lym-
phatic filariasis causes swelling (lymphedema) in
40 million people and, as with the deformations re-
sulting from Buruli ulcer and yaws, can be socially
exclusionary, often affecting individuals’ ability to
work, to marry, and to care for and live with their
families.® Fear of the disfiguring eftects of leprosy
and a centuries-long ignorance of the disease have
resulted in individuals being shunned or exiled by
their communities.

Recognition of the underinvestment in the re-
sponse to NTDs, relative to their significant health,
economic, and social impacts, has led to increased
global attention and commitment to their control
and elimination. In May 2013, the World Health
Assembly adopted a resolution calling on WHO
member states to intensify efforts to address NTDs,
with the goal of reaching previously established tar-
gets for the elimination or eradication of 11 NTDs.
The resolution also called for the integration of NTD
efforts into primary health services and universal
access to preventive chemotherapy and treatment.
NTDs were subsequently included in Sustainable
Development Goal (SDG) 3, adopted in September

WHO Recognized NTDs

Common features of these diseases

o Buruli ulcer

o Chagas disease

o Dengue and chikungunya

o Dracunculiasis (guinea-worm disease)
o Echinococcosis

« Foodborne trematodiases

o Human African trypanosomiasis

o Leishmaniasis

o Leprosy (Hansen’s disease)

o Lympbhatic filariasis

e Mycetoma

o Onchocerciasis (river blindness)

o Rabies

o Schistosomiasis

o Soil-transmitted helminthiases

« Taeniasis/cysticercosis

o Trachoma and yaws

o Chromoblastomycosis and other deep mycoses
o Scabies (and other ectoparasites)

o Snakebite envenoming

« Being a proxy for poverty and disadvantage

o Affecting populations with low visibility and little
political voice

« Having a relatively stable endemic foci

o Often overlapping geographically

« Causing stigma and discrimination, especially for girls
and women

« Having an important impact on morbidity and
mortality

« Being relatively neglected by research

« Can be controlled, prevented, and possibly eliminated
using simple, effective, and feasible solutions
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2015, which calls for an end to the “epidemics of
AIDS, tuberculosis, malaria and NTDs” by 2030.

Beyond setting disease-specific targets, the
SDGs more generally seek to end health inequities
and increase access to health care. Target 3.8, for
example, calls on countries to “achieve universal
health coverage, including financial risk protec-
tion, access to quality essential health-care services
and access to safe, effective, quality and affordable
essential medicines and vaccines for all.” Goal 1,
ending poverty in all its forms everywhere, high-
lights the importance of social protection systems
for the most impoverished and marginalized. Re-
ducing inequalities (goal 10) and ensuring access to
clean water and sanitation (goal 6) are also priori-
tized. Action across all of these goals will facilitate
the control and elimination of NTDs.

Identifying and addressing health inequities
requires strong links to human rights. The WHO
Constitution recognizes this, identifying the enjoy-
ment of the highest attainable standard of health as
a fundamental right of every human being.”
However, health practitioners and policymakers
often have little understanding of how to translate
support for a right to health into rights-based in-
terventions, and examinations of the links between
human rights and NTDs have been limited to date.

Public health practitioners working for NTD
control and elimination can benefit from under-
standing how to integrate human rights principles
into their programs and how engagement with
human rights mechanisms, such as special rappor-
teurs and expert committees related to international
human rights treaties, can complement the medical
and clinical aspects of their interventions. Therefore,
this paper seeks to (1) briefly describe the relation-
ship between NTDs and human rights and human
rights-based approaches to NTDs; and (2) examine
how NTD advocacy, emphasizing the human rights
consequences of NTDs, before human rights mech-
anisms and beyond, can support elimination efforts.

Human rights and NTDs

While the impact of NTDs on human rights may be
interconnected with various rights (for example, the

right to life with dignity, the right to enjoy the benefits
of scientific progress, etc.), at its core, this relationship
can best be understood through an examination of
the rights to health and non-discrimination.

Right to health

The right to enjoy the highest attainable standard of
physical and mental health (commonly referred to
as the right to health) is enshrined in several inter-
national human rights treaties, as well as regional
agreements and national constitutions and laws."
While there are several sources of this right, the
main global treaties that enshrine this right are the
International Covenant on Economic, Social and
Cultural Rights (ICESCR),> the Convention on the
Elimination of All Forms of Discrimination against
Women,* the International Convention on Protection
of the Rights of All Migrant Workers and Members
of Their Families, the International Convention on
the Elimination of Racial Discrimination,® and the
Convention on the Rights of the Child.*

In addition to these treaties, the meaning of
the right to health has been furthered defined by
the Committee on Economic, Social and Cultural
Rights, which monitors the implementation of state
obligations under the ICESCR.” The committee out-
lines four important aspects of assessing the right to
health: availability, accessibility (including non-dis-
crimination and affordability), acceptability, and
quality (also known as the AAAQ framework). It is
important to note that the right to health does not
guarantee the right to be healthy; instead, this right
stands for an individual’s claim to the “enjoyment of
a variety of goods, facilities, services and conditions
necessary for its realization.”

Identifying a relationship between NTDs and
human rights does not automatically lead to action:
given that states have different levels of resources,
international law does not mandate the kind of
health services to be provided, instead demanding
their “progressive realization.” However, states are
recognized as having to fulfill certain minimum
“core” obligations irrespective of resources, which
includes ensuring access to health facilities and
resources on a nondiscriminatory basis, especially
for vulnerable and marginalized groups; the equi-
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table distribution of all health facilities, goods, and
services; and the adoption and implementation of a
national public health strategy and plan of action,
on the basis of epidemiological evidence, address-
ing the health concerns of the whole population. In
addition, states should provide essential drugs, as
defined by WHO.>

Non-discrimination

The right to equality and non-discrimination
is essential to the international human rights
framework generally and, as described above, to
the fulfillment of the right to health.> The Human
Rights Committee and the Committee on Econom-
ic, Social and Cultural Rights define discrimination
as any distinction, exclusion, restriction, prefer-
ence, or other differential treatment that is based
on prohibited grounds and which has the intention
or effect of nullifying or impairing the recognition,
enjoyment, or exercise of all fundamental rights
and freedoms.> Prohibited grounds of discrimina-
tion include “race, colour, sex, language, religion,
political or other opinion, national or social origin,
property, birth or other status.™ Non-discrimina-
tion and other rights of indigenous populations
have also been specifically recognized both by the
creation of specialist bodies on indigenous peoples
in UN and regional human rights bodies, and

through specific reference to indigenous peoples
in human rights treaties, such as the Convention
on the Rights of the Child. Relevant to NTDs, dis-
crimination based on disability and health status
are also generally prohibited.

The right to non-discrimination does not mean
identical treatment for everyone in every situa-
tion. In some cases, differential treatment may not
amount to discrimination if the criteria for different
treatment are objective and reasonable and aim to
advance progress toward a right or freedom.>

Human rights-based programming

Applying human rights principles to NTDs

Public health programs based on human rights
have been shown to improve service delivery and
enhance equality, equity, inclusiveness, and ac-
countability.¢ These programs, which traditionally
include civil society engagement, high-level politi-
cal leadership, and attention to equitable access to
care, can also strengthen health systems and sup-
port successful NTD programs (see Box 2).7

WHO has described a rights-based approach
to NTDs, emphasizing the human rights prin-
ciples of participation, non-discrimination, and
accountability.® Participation—and specifically the
engagement of individuals and communities di-

Box 2. Strengthening health systems and the importance of the rights-based approach

government and its legitimacy are tested.

A rights-based approach to NTDs should support strong and effective health systems, be responsive to national and local
priorities, and be accessible to all.>* In many countries, NTD control and elimination programs operate as stand-alone
or vertical structures with poor integration into ministries of health. As NTD elimination goals are met, and as donor
funding recedes, greater integration of NTDs into health systems is critical, both to ensure attention to post-elimination

areas of endemic foci and for NTDs targeted for control that will require ongoing attention.

Rights-based NTD programs should ensure that NTD capacity building or health system strengthening efforts promote
the integration of human rights principles into all of the WHO health system “building blocks,” which include the
following: health services (medical and public health); health workforce; health information systems; medical products,
vaccines, and technologies; health financing; and leadership, governance, and stewardship. Specific components of
these—such as planning, resource allocation, monitoring and evaluation, and human resource management—represent

concrete areas where participation, non-discrimination, and equity are implemented and where the performance of the
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rectly affected by NTDs— has been long recognized
as critical to effective NTD programs.» Two exam-
ples, highlighted by Paul Hunt, the United Nations
(UN) Special Rapporteur on the right to health
from 2002 to 2008, include the engagement of pa-
tients” associations for the control of leishmaniasis
in Peru and community-directed treatment for
onchocerciasis.* In the former case, individuals
afflicted with leishmaniasis formed associations
to advocate for and to promote and distribute
treatment; these associations eventually evolved
into a state-funded, regional control program. In
the latter case, community-directed treatment
for onchocerciasis supplanted more top-down ap-
proaches, empowering communities and providing
greater flexibility for the distribution of preventive
chemotherapy to interrupt onchocerciasis trans-
mission. Community-chosen drug distributors in
the program often subsequently became involved
in other health activities, including immunization,
water and sanitation-related activities, and devel-
opment projects.

Similarly, a core component of the NTD
response has been to increase transparency and
accountability by mapping the distribution of dis-
ease, improving reporting of disease burden, and
advocating for explicit objectives and goals to which
governments can be held to account. A dramatic
example is the change in the reported incidence of
Guinea worm (dracunculiasis) before and after the
initiation of eradication campaigns. For example,
Nigeria and Ghana each officially reported about
3,000-5,000 cases of the disease to WHO annually
in the 1980s. When the two countries conducted na-
tionwide village-by-village searches for the disease
in 1989, they enumerated over 650,000 and almost
180,000 cases, respectively. The surveillance effort
also identified communities previously unknown
to government officials.»

More rigorous measures of accountability—in-
cluding formal assessments of whether governments,
donors, and private actors are respecting, protecting,
and fulfilling their obligations under human rights
law—have been rare. Hunt addressed issues related
to NTDs on country visits and in several reports to
the Commission on Human Rights.®* In his reports,

he highlighted the obligations for governments,
international organizations, and the private sector
(including pharmaceutical companies) to prevent,
control, and eliminate NTDs. He also noted the
importance of community participation and was
a strong advocate for addressing NTDs through a
human rights framework.»

As global efforts to control or eliminate NTDs
continue, three specific areas for rights-based
approaches can be highlighted: inequity and pop-
ulations at risk of being “left behind”; combatting
stigma and discrimination and ensuring attention
to mental health needs among people living with
NTDs; and promoting patients’ rights and non-dis-
crimination in health care settings.

Analyzing and addressing inequity
In 2017, WHO released a working paper entitled
Towards Universal Coverage for Preventive Chemo-
therapy for NTDs: Guidance for Assessing “Who Is
Being Left Behind and Why.»+ The paper seeks to
provide guidance to NTD program managers and
partners on how to better monitor “differences in
access to and impact of preventive chemotherapy”
according to demographic and geographic charac-
teristics that could reveal inequity, “identify barriers
driving inequities and facilitators for coverage,” and
“catalyze integration of a focus on ‘who is being
left behind and why’ into on-going country level
monitoring and evaluation of PC [preventive chemo-
therapy] to trigger remedial action as appropriate.”
In order to achieve more effective PC cov-
erage, the working paper suggests that program
managers and partners look at both quantitative
and qualitative data, using the right to health’s
AAAQ framework, to explore barriers and facili-
tating factors for effective PC coverage. Regarding
availability, the paper explores various dimensions,
including the availability of suitable drugs (for
example, dosages and formulations available for
children), the availability of resources to allow
medicines to reach all districts and communities
(for example, transport for medicines), and re-
sources to support community drug distributors in
effectively reaching all communities (for example,
transport for personnel). With regard to accessibil-
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ity, it looks at geographic (for example, distances
required to receive treatment), financial (for exam-
ple, direct and indirect costs), and organizational
and informational accessibility (for example, at-
tention to opening times for treatment provision;
information delivered in appropriate formats about
the medicines). In terms of acceptability, the guid-
ance looks at various dimensions, including the
selection process for health service providers (for
example, whether they come from inside or outside
the communities), gender norms and relations, and
the age-appropriateness of services. Finally, with
regard to quality, it calls for program managers
and partners to ensure that medicines are safe
and of high quality.» The paper’s emphasis on the
AAAQ framework as applied to PC coverage seeks
to analyze the perceptions of different groups,
communities, and health service providers and to
address health inequity and gender inequality.

The need to address inequities has been high-
lighted in studies that have found differential rates
of disease burden within NTD-endemic coun-
tries according to socioeconomic status, with the
lowest socioeconomic groups disproportionately
affected by NTDs.¢ For example, in Bihar, India,
more than 80% of households in communities with
high attack rates of visceral leishmaniasis belong
to the two lowest quintiles (the poorest 40%) of
the wealth distribution.” Indigenous communi-
ties like individuals in low socioeconomic groups
unsurprisingly also face disproportionate burden
of disease and often catastrophic consequence of
NTD infection, including long-term indebtedness,

Box 3. Indigenous populations and inequalities in Oceania

even when diagnosis and medicines are provided
free of charge (see Box 3).**

Global progress on NTDs also reflects ineq-
uities: A recent analysis by Wilma A. Stolk et al.
estimated the change in NTD-related burden of
disease using disability-adjusted life-years (DALYs)
between 1990 and 2010. In upper-income countries,
DALYs attributed to NTDs decreased by 56%, com-
pared to 16% in lower middle-income countries
and 7% in low-income countries.* In addition,
Cameron Seider et al. analyzed data from the 2013
demographic and health survey in Nigeria and
found that access to child deworming increased
linearly with level of maternal education (9.4% for
children whose mothers had no formal education,
compared to 42.5% for children whose mothers had
more than secondary education) and wealth quin-
tile (7.9% for the lowest wealth quintile, compared
to 39.1% for the highest). It was also higher in urban
(28.4%) than in rural (15.2%) areas.

In addition to looking at socioeconomic and
geographic disparities, greater attention should be
paid to access to prevention and treatment for spe-
cific populations—including women (see Box 4),
migrant or mobile populations, and ethnic minori-
ties. Each of these populations may be at increased
risk of NTD infection or may be less able to access
prevention and treatment. While the focus of NTD
elimination programs is on achieving universal
coverage, more effort is needed on understanding
who is left out and why, as well as on increasing
funding and support to communities struggling to
reach elimination targets and on ensuring continued

In the Oceania region, an area encompassing Australia, New Zealand, Melanesia, and the Polynesian and Micronesian
islands, NTDs disproportionately affect impoverished and indigenous communities, reflecting transnational and na-
tional inequities. For example, in Papua New Guinea, where the population is nearly entirely of indigenous descent, over
one-third of residents live below the World Bank’s poverty line. In addition, high rates of hookworm infection, yaws,
and trachoma are found in many parts of the country. In other countries, such as Australia, health inequalities are con-
centrated in aboriginal communities, who are burdened with disproportionately high rates of soil-transmitted helminth

infections, including strongyloidiasis and hookworm, as well as trachoma and scabies*
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post-elimination interventions for individuals and
communities, given that NTD goals for elimination
as a public health problem explicitly allow for elim-
ination to be certified despite low levels of disease
transmission. The risk is that this will concentrate
the remaining disease burden in the most vulnerable
while simultaneously ending funding and outreach.
Assuming that those not yet reached can be integrat-
ed into ongoing primary care efforts overlooks the
reason why they have not been reached to date.

Looking beyond mass drug administration to

address stigma, social isolation, and mental
health

Stigma and discrimination, exclusion from full
participation in society, and an inability to access
care or seek educational opportunities or employ-
ment can result in poor mental health, including
depression and suicide. While access to general
health care is often limited in communities with
high rates of NTD burden, access to mental health
care can be even less available.

Drawing on studies of the prevalence of depres-
sion among lymphatic filariasis patients in India,
Togo, Haiti, and Sri Lanka (which ranged from 8% in
Sri Lanka to 97% in India), a recent paper estimated
that the global burden of mental illness associated
with lymphatic filariasis was more than five million
DALYs—nearly twice as high as the DALYs directly
attributed to the disease itself.# A similar range of
depression prevalence was found among individuals
with leprosy (from 12.5% to 76%), and infection with

Box 4. Women and girls

cutaneous leishmaniasis has been found to be a sig-
nificant predictor of poor mental health and higher
rates of depression and anxiety.*

Interventions to address NTD-related stigma
and social isolation are not new. Programs work-
ing with individuals with leprosy have long sought
to reduce stigma by educating communities and
alleviating irrational fears. A project funded by
the UNICEF/UNDP/World Bank/WHO Special
Programme for Research and Training in Tropi-
cal Diseases from 1998 to 2001 developed support
groups in Haiti for individuals with lymphatic
filariasis. These support groups integrated social
support with treatment and financial assistance in
order to help affected persons obtain appropriate
footwear. An evaluation of the project found in-
creased self-esteem, social relations, and quality of
life among participants.+

Human rights-based approaches should recog-
nize the comprehensive health and social needs of
affected individuals and seek to expand both social
support and access to effective treatment for mental
health concerns.#* The development of elimination
criteria for lymphatic filariasis, developed by WHO,
explicitly acknowledges the mental health burdens
associated with the disease as part of the reason for
the requirement for states to report on morbidity in-
dicators in addition to evidence of the interruption of
transmission.® Rights-based NTD programs should
also recognize the potential need for mental health
support for caregivers, who may suffer stigma from
being associated with someone affected by NTDs

must design programs that address these factors.

Women and girls face differential—and in some cases, disproportionate—impacts from infection with NTDs due to
biological and socio-cultural reasons.* For example, because of their traditional roles collecting water and acting as care-
givers, women may be at higher risk of trachoma infection and more likely than men to develop trichiasis.** In addition,
women with helminth infections who become pregnant are at increased risk of anemia, and women with schistosomiasis
may experience ulcerative genital lesions.* Women may also be more likely to experience negative social and economic
consequences, such as loss of income and educational opportunities, as a result of caring for others suffering with NTDs.

Rights-based approaches, in order to promote equity, must recognize gender-related causes of vulnerability to NTDs and
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or suffer other mental health concerns as a result of
providing care to affected individuals.

Promote patients’ rights and non-discrimination
in health care settings

Stigma and discrimination arise not only in com-
munity settings but also in health settings and
among health care providers, which can result in
the denial of care, poor-quality treatment, and
abuse. Health care providers may be inadequately
trained to care for certain NTDs or may feel over-
whelmed by the care required. Alternatively, they
may stigmatize or discriminate against individuals
with NTDs because of perceptions of who is most
at risk of disease or how it is acquired.

A qualitative study that looked at knowl-
edge and health-seeking behaviors related to
schistosomiasis in Kenya found that stigma and
discrimination among health providers affected
individuals” willingness to seek care. The article
quotes a female participant in a focus group discus-
sion as saying, “The fear that maybe if they go to the
hospital the doctor how will he see me or how will
he take me. So because of stigma they may not go.™®

Another study, which examined knowledge of
and attitudes toward podoconiosis among health
professionals in public and private health institu-
tions in Ethiopia, found that nearly all (98%) health
professionals held at least one significant miscon-
ception about the cause of podoconiosis. Around
half (54%) incorrectly considered podoconiosis to
be an infectious disease and were afraid of acquir-
ing podoconiosis while providing care. All care
providers surveyed held one or more stigmatizing
attitudes toward people with podoconiosis.

Few quantitative studies have directly ad-
dressed the consequences of stigmatizing attitudes
or discrimination in health settings for individu-
als with NTDs. However, studies on stigma and
discrimination related to health-seeking behavior
among people living with HIV found that peo-
ple living with HIV who perceive high levels of
HIV-related stigma are 2.4 times more likely to
delay enrollment in care until they are very ill.s>
More research on attitudes toward NTDs among
health care providers is needed, and where stigma

and discrimination in health settings are identified
as a barrier to care, interventions to educate health
providers and empower individuals living with
NTDs on their right to care are needed.

Human rights mechanisms and NTDs

In addition to implementing rights-based pro-
grams, addressing NTDs through human rights
bodies provides a means to promote political will
among, and accountability of, government leaders.
Advocacy before specific human rights mechanisms
may also lead to a greater global commitment to
the NTD response while also ensuring that rights-
based principles are strengthened.

UN human rights mechanisms

At the global level, the UN Human Rights Council
is tasked with protecting, promoting, and strength-
ening human rights. It is an intergovernmental
mechanism comprising 47 countries that are elected
by the UN General Assembly. As a subsidiary body
of the General Assembly, the Human Rights Council
has the ability to make recommendations directly
to the General Assembly for further development
and discussion.s* It also has two human rights
mechanisms linked to it: (1) the Special Procedures
and (2) the Universal Periodic Review. The Special
Procedures are independent experts with country
or thematic mandates to report and advise on hu-
man rights. Hunt’s aforementioned work related to
NTDs and human rights under the mandate of the
Special Rapporteur on the right to health falls under
this mechanism. The Universal Periodic Review is a
state-driven process that reviews the human rights
record of all UN member states.

To date, attention to NTDs within the Human
Rights Council and its mechanisms has focused
mainly on leprosy. In 2009, the Council held a
consultation on the elimination of discrimination
against persons affected by leprosy and their family
members. As a result, the following year the General
Assembly issued a resolution on this topic.® Since
then, the Council has issued several resolutions and
reports highlighting the problem of leprosy-related
discrimination and ways to address it. In 2015, for
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example, the Council commissioned a study on the
elimination of discrimination against persons affect-
ed by leprosy, which was presented to the Council in
June 2017 and included a set of recommendations.>
Also in June 2017, the Council established a mandate
of the Special Procedures devoted to the elimination
of discrimination against persons affected by leprosy
and their family members.”

Another important human rights mechanism
within the UN consists of treaty monitoring bodies,
which are charged with monitoring and reviewing
countries’ progress on their obligations under the
core international human rights treaties. These bod-
ies consist of independent experts who are elected
for four-year terms. They issue general comments
on treaty provisions, review states’ compliance
with the treaties, hear individual complaints, and
conduct country inquiries. When treaty bodies
consider a state party’s compliance, they examine
the state’s practices and issue concluding observa-
tions, which are recommendations on how the state
can better fulfill its treaty obligations.**

These treaty bodies have issued many con-
cluding observations on health-related rights. For
example, the Human Rights Committee, which
monitors states’ compliance with the International
Covenant on Civil and Political Rights, has made
several recommendations regarding access to sexu-
al and reproductive health services, including safe
abortion.® In addition, the Committee on the Rights
of the Child has made health-related recommenda-
tions on child development, such as by highlighting
the importance of ensuring access to health care for
impoverished communities in Nepal and increasing
access to clean water and sanitation services in Paki-
stan.® NTD advocacy could encourage these treaty
bodies to raise awareness of and hold countries ac-
countable to their commitments to the control and
elimination of NTDs (see Box 5).

Courts

Courts, both regional and national, also provide an
avenue for human rights and NTD accountabili-
ty. Cases may be brought to court to seek redress

Box 5. NTD advocacy before human rights mechanisms and beyond

marginalized and states’ responses to this issue

or the country’s response to these diseases

under review about their national-level NTD response

There are multiple ways in which the NTD response can interact with human rights mechanisms, including the following:

« Inviting the Special Rapporteur on the right to health to draft a report focused on NTDs and human rights, building on

Hunt’s previous work, or to do a country visit focused on NTDs

« Requesting Special Procedures with a country mandate to focus parts of their reports on the impact of NTDs on the most

o Submitting shadow reports to UN treaty bodies for countries where it may be strategic to highlight the impact of NTDs

+ Encouraging countries involved in the Universal Periodic Review process to engage in dialogue with member states

In addition to interacting with the global human rights mechanisms, it may be strategic to raise awareness of the relation-
ship between NTDs and human rights among a broader audience such as health care professionals, donor agencies, and
the general public. These stakeholders could consider campaigns to highlight the human rights impact of NTDs in highly
endemic communities and how NTDs disproportionately affect the poorest and most marginalized. Such campaigns may
coincide with commemorative days, such as Zero Discrimination Day (March 1), International Women’s Day (March 8),
and Human Rights Day (December 10), or coincide with attention to health and human rights issues at the World Health

Assembly or meetings of regional bodies such as the African Union Summit.
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for individual rights violations. They may also be
brought to defend an issue of broad public interest
(this is known as strategic litigation). In such cases,
petitioners may challenge the validity of a law or
the way that it is applied. The outcome of the case
can have a broad impact on society, beyond the
lives of the litigants.® Courts can be transforma-
tive in supporting the realization of human rights,
and specifically the right to health. Indeed, several
courts have already issued groundbreaking prece-
dents on health issues, such as reproductive rights
and HIV.»

Nonetheless, few cases related to NTDs have
been brought to the courts. In one case, the In-
ter-American Court of Human Rights found that
Paraguay had violated an indigenous community’s
rights to life and non-discrimination when it forced
the community to live on uninhabitable land where
community members were exposed to Chagas dis-
ease (among other hardships).® The court ordered
the government of Paraguay to improve medical fa-
cilities; to implement water, sanitation, and hygiene
programs (specifically parasitic disease control
programs) in the community; and to report back
on its efforts. It also directed the government to
provide nearly USs1 million for a “community de-
velopment fund” and for compensation for families
of individuals who had died from the poor living
conditions. In Argentina, the Supreme Court of
Justice came to a similar conclusion—and issued
protection orders—in a case in which the Human
Rights Ombudsman alleged that the national and
provincial governments had failed to ensure an
indigenous community’s fundamental rights, in-

cluding the rights to life and health.s

National human rights institutes

National human rights institutes (NHRIs) are
another mechanism that can strengthen account-
ability related to NTD elimination. NHRIs are
independent public agencies with a constitutional
or legislative mandate to protect and promote hu-
man rights. They monitor and review a country’s
human rights record and can make recommenda-
tions to governments, hear individual complaints,
and provide public information on human rights.*

NHRIs come in various forms: they can be commis-
sions or ombudspersons, for instance, and they can
have integrated mandates (for example, addressing
human rights along with corruption and other mat-
ters).®> Currently, there are 117 accredited NHRIs
globally.” Several have already worked in some
capacity on the right to health—for example, the
Canadian Human Rights Commission has adopted
a policy that explicitly states that the prohibition
against disability-based discrimination includes
discrimination based on HIV status.®* Moreover,
the National Human Rights Commission of India
has issued recommendations on maternal anemia,
HIV, and access to health care.®

Given that NHRIs can review a country’s gen-
eral human rights record, they are well placed to
monitor general health and NTD concerns, such as
in the context of progress toward achievement of
the SDGs, particularly concerning NTD elimina-
tion (goal 3), gender inequality (goal 5), and clean
water and sanitation (goal 6).

Looking forward

A frequent concern about engaging in health and
human rights advocacy is the opportunity cost
and uncertainty about the potential impact from
such efforts. Engaging human rights mechanisms
is not always easy or timely, and the consequences
of a UN treaty body resolution, an NHRI review,
or even a court case may not always be clear. How-
ever, the benefits from increased engagement on
NTDs within human rights mechanisms can be
significant—and within the context of global NTD
elimination efforts, the costs of advocacy are small.

The benefit of human rights advocacy on
health issues can be clearly seen for other, previ-
ously neglected (and stigmatized) diseases, such
as HIV, and increasingly for issues such as drug
dependency and palliative care.> Similarly, human
rights advocacy on NTDs can bring attention to
the devastating effects of NTDs and the ongoing
resource gap for disease prevention and treatment.
Greater political commitment to NTDs, as well
as more visibility in the general population, can
result in prioritization in addressing NTDs at the
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national level and increased resource mobilization
for the development of vaccines and treatments and
for disease control programs. It will also encourage
uptake of existing research, as well as more funding
to build on the current evidence base. From a pro-
grammatic perspective, rights-based advocacy and
engagement with human rights mechanisms could
support more comprehensive structural responses
that can lead to sustainable NTD control and elimi-
nation results. Increasing NTD-related work within
human rights mechanisms can also address the
social determinants of these diseases, contributing
to a stronger overall system that benefits other is-
sues, such as access to clean water and sanitation,
extreme poverty, and inequality. Working with
human rights mechanisms is thus a holistic way to
address NTDs, calling for integration and account-
ability beyond mainstreaming NTD indicators.

Given the multisectoral nature of the goals
and work under the SDGs, partnerships will be
more important than ever. Innovative partner-
ships, such as Uniting to Combat NTDs, which
has produced critical information on NTDs and
NTD-related advocacy, will be essential for moving
forward the response.”” Establishing and strength-
ening links between NTD advocacy groups and
social justice organizations can leverage and ex-
pand these partnerships. Increased linkages also
promote cross-sector accountability within the
partners, between sectors, and across human rights
mechanisms.

Of course, human rights advocacy on NTDs
is not a panacea. While recommendations from
human rights mechanisms are useful, more work
needs to be done to guarantee stronger follow-up

and accountability by governments. It may also be
worthwhile to consider linking the recommenda-
tions to indicators that countries already have to
monitor, such as the SDG monitoring and evalua-
tion framework.” This can be mutually beneficial to
both the human rights system and the SDGs, as it
addresses accountability issues at the country level.

Conclusion

Countries’ recognition of their obligation to ful-
fill the right to the highest attainable standard of
health and to ensure that NTD programs incorpo-
rate human rights principles such as participation,
non-discrimination, equity, and accountability
may seem like a jargon-filled or complicated way of
describing effective public health programs. How-
ever, public health interventions often privilege
expediency over participation and equity and fail to
guarantee non-discrimination. Accountability for
government health systems, and for donor-funded
efforts, is often lacking.

In the past 100 years, three out of every six dis-
ease eradication programs have failed. A common
factor among those programs that failed was inad-
equate attention to social and political contexts’?
Scaling up the linkages between NTDs and human
rights, and securing greater investments in rights-
based approaches within the NTDs response, can
help ensure that local social and political actors
support the global prioritization of NTD elimi-
nation and that NTD elimination programs are
effective. A variety of institutions exist to advance
human rights and can be used for NTD-related
advocacy at the sub-national, national, and global

Box 6. Summary of potential impact of rights-based NTD programs and engagement with human rights mechanisms

+ Rights-based programs that emphasize community participation, attention to equity, and the elimination of stigma and

discrimination can promote higher coverage for NTD prevention and morbidity management interventions.

» Rights-based advocacy and engagement with human rights mechanisms can encourage greater political commitment
and support more comprehensive structural responses that can lead to sustainable NTD control and elimination results.
Broader attention to issues such as equitable access to care and non-discrimination in health settings will have benefits

across public health interventions and campaigns more generally.
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levels. Increased engagement with human rights
mechanisms can enhance accountability, promote
non-discrimination, and support the participa-
tion of the most affected and marginalized in the
development, implementation, and monitoring
of NTD-related policies and programs. Such ap-
proaches are also consistent with and supportive of
the cross-sectoral approach promoted by the SDGs.
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