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INTRODUCTION

HEALTH AND
HUMAN RIGHTS

[The right to health is] an inclusive right extending not only to timely and
appropriate health care but also to the underlying determinants of health,
such as access to safe and potable water and adequate sanitation, an
adequate supply of safe food, nutrition and housing, healthy occupational
and environmental conditions, and access to health-related education and

information ...

— Committee on Economic, Social and Cultural Rights, General Comment No. 14
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The FXB Center for Health and Human Rights at Harvard University (FXB Center) is honored by the invita-
tion from Open Society Foundations (OSF) to update the Health and Human Rights Resource Guide. The
Center appreciates this opportunity to advance the global discussion on health and human rights by work-
ing on the new edition of the Resource Guide with OSF, a leader in civil society. This work aligns with the
FXB Center’s mission to promote knowledge, develop networks, and make positive change in the health
and wellbeing of people worldwide.

As an academic center, FXB has launched a number of research and policy initiatives that have helped
improve the health and well-being of people trapped in grave poverty, conflict, disease, and social mar-
ginalization. By engaging with major international institutions and non-governmental organizations, the
Center expanded the understanding of rights, and contributed to removing legal and social barriers to
human rights enforcement worldwide.

This Resource Guide is intended to promote knowledge of rights by bridging the gap between theory and
practice. We hope that ongoing and future collaboration between and among the FXB Center, OSF and
our local partners will increase our collective effectiveness in protecting the most vulnerable and assisting
them to fulfill their rights. On behalf of all the contributors to this updated Resource Guide, | extend the
hope that those working to defend and secure human rights will find the new Guide a useful addition to
their advocacy tools.

Sincerely,

Jennifer Leaning

Director

FXB Center for Health and Human Rights
Harvard University
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ABOUT THIS GUIDE

Objective

This Resource Guide is a practical reference tool intended to serve as an introduction to the issue areas
covered in each chapter. It has been designed for a wide array of users: health workers, trainers, program
designers, litigators, and policymakers. Readers are encouraged to refer to other authoritative sources
when conducting in-depth research on a specific topic.

The Resource Guide has been designed to be a user-friendly, multi-purpose tool in advocating for health
and human rights. To ensure easy and widespread access, the Guide is available online in both HTML and
PDF formats. This allows both a web-friendly version, as well as a print-friendly version, for use in any con-
text. The Resource Guide has also been translated into multiple languages, all of which are available online.

Purpose
The Resource Guide can be used for many different purposes. These include:
« Collaborating with colleagues on strategy development

« The Resource Guide provides many examples of human rights violations and different strate-
gies for advancing health and human rights. These can serve as an inspiration for an organi-
zation’s strategy development. The Resource Guide also provides many examples of collabo-
ration between law-focused and public health staff to advance health and human rights.

o Developing regional or thematic courses and trainings
e Educating other funders
e Identifying human rights claims

« The Resource Guide provides many examples of human rights violations as well as legal stan-
dards and precedents that can be used to redress those violations. These tools can assist in
framing common health or legal issues as human rights issues, and in approaching them with
new intervention strategies.

e Adapting the case examples in your country

« The case examples can serve as a model for others who work on those related issues. Case
examples can also be shared with partners or funders to encourage new projects or programs
on health and human rights issues.

e Conduct further research

« The resources provided are intended to help guide readers to authoritative sources on specific
topics. These lists can be helpful when writing an article or news press, preparing a presenta-
tion, or drafting a proposal.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide 3



Organization

The Resource Guide covers basic concepts in health and human rights. This Introduction provides a prim-
er on the right to health and human rights, an introduction to human rights-based approaches to policy
and programming, an introduction to human rights mechanisms, and general resources on health and
human rights. The other nine chapters each focus on a different health issue or marginalized or vulnera-
ble population. The nine chapters do not reflect an exhaustive list of health and human rights issue areas.
Rather they highlight priority program areas of the FXB Center and Open Society Foundations.

Each chapter is organized into six sections. These sections are listed below, together with a description of
their purpose and how they can be used:
1. How is this topic a human rights issue?

« This section provides an introduction to the issue area and a description of why it is a human
rights issue. Some chapters also include a description of common human rights-based
approaches to the issue.

2. What is a human rights-based approach to advocacy, litigation, and programming?

« This section, common to each chapter, describes the key elements of a human rights-based
approach. It also describes the different methods available for using a rights-based approach
and the benefits that ensue.

3. What are the most relevant international and regional human rights standards related to

this issue?

« This section provides two sets of tables. The first set (Tables A and B) provides a quick refer-
ence to the relevant articles in international and regional human rights instruments referred
to in the text. The second set of tables are numerically labeled (Table 1 and on) and each is
dedicated to an individual human right. Each individual table lists examples of human rights
violations as well as international and regional treaty body interpretation and case law interpret-
ing the human right. For example, Table 3 in the patient care chapter is “Patient care and the
right to information.”

« These tables are helpful for constructing human rights arguments, identifying opportunities
for using human rights mechanisms, or doing human rights legal research.

4. What are some examples of effective human rights programming on this issue?

« This section provides examples of effective litigation and advocacy activities. They are intend-
ed as suggestive precedents to be applied as needed in the particular context at hand.

5. Where can | find additional resources on this issue?

« The resources section provides a list of human rights instruments, topical resources, training
materials and websites on specific human rights issue. Most of the resources are available on-
line (websites are provided) and are open source. In some cases, the resources are available
in multiple languages.

6. What are key terms related to this issue?
« The glossary provides generally accepted definitions of key terms utilized within the chapter or

commonly used within the field.

4 Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



INTRODUCTION TO HEALTH
AND HUMAN RIGHTS

The Right to Health
Legal Basis for the Right to Health

The right to health is widely recognized in international human rights law. Below is a chart of the interna-
tional and regional human rights instruments expressly recognizing the right to health:

Human Rights Instrument Right to Health Provision
Universal Declaration of Human Rights Article 25
International Covenant on Economic and Social Rights Article 12

International Convention on the Elimination of All Forms of

Racial Discrimination Article 5 (d) (iv)

Convention on the Elimination of All Forms of Discrimination

Against Women Article 11.1(f) and 12

Convention on the Rights of the Child Article 24
Convention on the Rights of Persons with Disabilities Article 25
African Charter on Human and Peoples’ Rights Article 16
European Social Charter Article 11
American Declaration of the Rights and Duties of Man Article XI

Additional Protocol to the American Convention on Human

Articl
Rights in the Area of Economic, Social and Cultural Rights rticie 10

The mostly widely used and comprehensive articulation of the right to health is set out in the International
Covenant on Economic, Social, and Cultural Rights (ICESCR). ICESCR Article 12 provides that “The States
Parties to the present Covenant recognize the right of everyone to the enjoyment of the highest attainable
standard of physical and mental health.”

The Committee on Economic, Social and Cultural Rights (CESCR) is the UN body authorized to monitor
compliance with the ICESCR and has issued a general comment on the right to health — General Comment
14.2 General comments provide authoritative guidance on how States Parties to a treaty are expected to
implement their treaty obligations. However General Comments are not binding on States Parties. This
means that States are not legally obligated to comply with the General Comments. (For more information
on this distinction, please see page XX of the Introduction.)

1 UN General Assembly, International Covenant on Economic, Social, and Cultural Rights (ICESCR) (Dec 16, 1966, entered into force Jan 3, 1976). http://
www.refworld.org/cgi-bin/texis /vtx/rwmain?docid=3ae6b36co.

2 Committee on Economic, Social and Cultural Rights (CESCR), General Comment No. 14, U.N. Doc. E/C.12/2000/4 (Aug. 11, 2000). http://www2.ohchr.
org/english/bodies/cescr/comments.htm.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide 5
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CESCR General Comment 14 on the Right to Health

6

Normative Content

The right to health is short-form for the right to the highest attainable standard of physical and mental
health. The right to health is not the right to be healthy or the right to health care, but a more complex and
nuanced understanding of the right to health. CESCR explains that “the right to health must be under-
stood as a right to the enjoyment of a variety of facilities, goods, services and conditions necessary for the
realization of the highest attainable standard of health. This section focuses on how CESCR has defined
and explained what the right to health is (the normative content), States Parties’ obligations, and recom-
mendations for national implementation of the right to health.

Underlying Determinants of Health

CESCR General Comment 14 explains that the “right to health embraces a wide range of socio-economic
factors that promote conditions in which people can lead a healthy life, and extends to the underlying de-
terminants of health.” In other words, the underlying determinants of health can be thought of as “a wide
range of socio-economic factors that promote conditions in which people can lead a healthy life.” CESCR
explains that the underlying determinants of health include, but are not limited to:

« Adequate supply of safe food and nutrition

+ Housing

« Access to safe and potable water and adequate sanitation
« Safe and healthy working conditions

« Healthy occupational and environmental conditions

« Access to health-related education and information including on sexual and reproductive health.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



Essential Elements of the Right to Health

The following is a list of essential elements applicable to all aspects of the right to health, includ-
ing the underlying determinants, and to all countries, “the precise application of which will de-
pend on the conditions prevailing in a particular” country.

A) Availability
«  Public health and health care facilities, goods, services and programs are available in sufficient
quantity and include 1) the underlying determinants of health including drinking water and
sanitation facilities, 2) hospitals, clinics or other health-related buildings, 3) trained medical
and professional personnel, and 4) essential drugs.

B) Accessibility
1. Non-discrimination

« Health facilities, goods and services accessible to all, especially marginalized and vulnerable
populations.

« Discrimination is prohibited on the grounds of race, color, sex, language, religion, political or
other opinion, national or social origin, property, birth, physical or mental disability, health
status (including HIV/AIDS), sexual orientation and civil, political, social or other status.

2. Physical accessibility

« Health facilities, goods and services, medical services, and the underlying determinants of
health are all provided within safe physical reach for all sections of the population.
3. Economic accessibility (affordability)
« Health facilities, goods and services are affordable for all.

« Health care services and services related to the underlying determinants of health must be
based on equity, meaning affordable for all and not disproportionately burdensome for the
poor .

4. Information accessibility

« Information is accessible and includes the right to seek, receive and impart information and
ideas on health issues, while respecting the right to confidential personal health data.

C) Acceptability
« Health facilities, goods and services are respectful of medical ethics and culturally appropriate
including sensitive to gender and life-cycle requirements.
D) Quality
« Health facilities, goods and services are scientifically and medically appropriate and of good

quality. This includes skilled medical personnel, scientifically approved drugs and hospital
equipment, safe and potable water, and adequate sanitation.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide 7



States Parties’ Obligations

States have several different obligations and different levels of obligations under the right to health.

Immediate Obligation: Non-discrimination

States are immediately obligated, upon ratifying the ICESCR, to ensure non-discrimination in access to
health care and the underlying determinants of health. This is an immediate obligation for all states,
regardless of resources because CESCR “stresses that many measures, such as most strategies and
programmes designed to eliminate health-related discrimination, can be pursued with minimum resource
implications through the adoption, modification or abrogation of legislation or the dissemination of infor-
mation.”

States must prohibit discrimination in access to health care and the underlying determinants of health, as
well as the means and entitlements to their procurement. CESCR also emphasizes the need for equality
of access to health care and health care services. CESCR explains that discrimination is prohibited on the
basis of race, colour, sex, language, religion, political or other opinion, national or social origin, property,
birth, physical or mental disability, health status (including HIV/AIDS), sexual orientation and civil, politi-
cal, social or other status.

Progressive Realization

States also have an immediate obligation to take steps towards the realization of the right to health, re-
ferred to as progressive realization. Progressive realization means that “States parties have a specific and
continuing obligation to move as expeditiously and effectively as possible” towards full realization of the
right to health. CESCR recognizes that the right to health cannot be immediately achieved by many States
Parties. For example, some States may have to develop health care infrastructure, train health profession-
als, or implement health care legal reforms. The obligation for States to progressively realize the right to
health requires them to make continuing efforts to implement this right, recognizing that this is a process
achieved over time.

Presumption against Retrogressive Measures

Along with the obligation of progressive realization is a presumption that States should not take any
retrogressive measures. This means that once a State has taken a measure to realize the right to health, it
should only expand on that measure and not take away or reduce the availability of that measure.

3 UN Committee on Economic, Social and Cultural Rights (CESCR), General Comment No. 3: The Nature of States Parties’ Obligations (Art. 2, Para. 1, of the
Covenant), E[1991/23 (December 14, 1990). http://wwwz2.ohchr.org/english/bodies/cescr/comments.htm.
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Minimum Core

The right to health contains a minimum essential core of elements that all States are obligated to imple-
ment. Therefore, while States must progressively realize the right to health, they must at the same time
begin by at least providing and realizing the minimum essentials. CESCR General Comment 14 provides a
list of 6 core obligations States must realize:

a) Non-discriminatory access to health facilities, goods and services

b) Access to the minimum, nutritionally adequate and safe food

c) Access to basic shelter, housing and sanitation, and safe and potable water
d) Provision of essential drugs (as defined by the WHO)

e) Equitable distribution of all health facilities, goods and services

f) Adoption and implementation of a national public health strategy and plan of action.

Maximum Available Resources

ICESCR Article 2(1) also requires each State Party to realize the Covenant rights by taking steps “to the
maximum of its available resources.” If a State fails to meet the minimum core obligations and attributes
this to a lack of available resources, the State Party must demonstrate that it made every effort to use all
available resources in an effort to satisfy the minimum core obligations.#

Priority Obligations

CESCR General Comment 14 provides a list of five priority obligations for States parties. CESCR considers
these priorities, in addition to the minimum core obligations, as essential to realizing the right to health.
The five priority obligations are:

a) Ensure reproductive, maternal and child health care

b) Provide immunization against major infectious diseases in the community
c) Take measures to prevent, treat and control epidemic and endemic diseases
Provide education and access to information on the main health problems

)
e) Provide appropriate training for health personnel, including education on health and
human rights.

Respect, Protect, Fulfil

The right to health, “like all human rights, imposes three levels of obligations on States parties: the obli-
gations to respect, protect and fulfil.” CESCR provides detailed explanations of these levels of obligations
and with specific examples of State obligations in CESCR General Comment. The three levels are:

Respect:  States must refrain from interfering with the enjoyment of the right to health.

Protect: ~ States must take measures to prevent third parties from interfering with the enjoyment
of the right to health.

Fulfil: States must adopt legislative, administrative, budgetary, judicial, promotional and
other measures towards the full realization of the right to health.

UN Committee on Economic, Social and Cultural Rights (CESCR), General Comment No. 3: The Nature of States Parties’ Obligations (Art. 2, Para. 1, of the
Covenant), E/1991/23 (December 14, 1990); UN Committee on Economic, Social and Cultural Rights (CESCR), General Comment No. 14: The Right to the
Highest Attainable Standard of Health (Art. 12 of the Covenant), U.N. Doc. E/C.12/2000/4 (Aug. 11, 2000). http://www2.ohchr.org/english/bodies/cescr/
comments.htm.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide
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Implementation at the National Level
CESCR General Comment 14 also provides guidance on how States parties should implement the right to
health at the national level.

Framework Legislation

It is recommended that States develop and adopt a national health strategy based upon the right to health
which lays out a clear plan for how the State will implement the right to health. The national strategy
should include the formulation of policies, identification of resources, and corresponding indicators and
benchmarks.

Indicators and Benchmarks

CESCR also recommends that States utilize right to health indicators and benchmarks. Indicators are
used to monitor the implementation of the right to health and compliance with the State’s obligations
under ICESCR Article 12. This is achieved through data collection and statistical analysis.> Benchmarks are
usually developed in relation to each indicator and provide the State with specific targets that it seeks to
achieve. An example is provided below:

Indicator Proportion of births attended by a skilled health professional.

Benchmark 80% of births attended by a skilled health professional by 2015.

5

10

For more information on indicators, please see: UN Office of the High Commissioner for Human Rights, Human Rights Indicators: A Guide to Measure-
ment and Implementation (2012). http://www.ohchr.org/EN/Issues/Indicators/Pages/HRIndicatorsindex.aspx.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



Health and Human Rights

The Resource Guide also explores the intersection between health and other human rights, beyond the right
to health. Human rights are interdependent and interrelated. As CESCR General Comment 14 states:

The right to health is closely related to and dependent upon the realization of other human rights

.... including the rights to food, housing, work, education, human dignity, life, non-discrimination,
equality, the prohibition against torture, privacy, access to information, and the freedoms of associa-
tion, assembly and movement. These and other rights and freedoms address integral components of
the right to health.

CESCR highlights the interdependence and interrelatedness of the right to health and other human rights.
However, the field of health and human rights extends beyond the interrelatedness of human rights. From
the outset, the health and human rights field sought to explore the intersection of the field of health and
the field of human rights. As Jonathan Mann and colleagues explained:

[H]ealth and human rights are both powerful, modern approaches to defining and advancing
human well-being. Attention to the intersection of health and human rights may provide practical
benefits to those engaged in health or human rights work, may help reorient thinking about major
global health challenges, and may contribute to broadening human rights thinking and practice.®

Many international declarations and principles based on the linkage of health and human rights are rele-
vant to practitioners. For example, the Alma-Ata Declaration underscored the need to protect health and
identified primary health care as a key to achieving health for all.” The Siracusa Principles state that when
there is a conflict between human rights and public health needs, governments may infringe rights if their
actions are necessary to achieve legitimate objectives, provided that those actions are the least intrusive
possible, and non-discriminatory in application.® These connections between health and human rights will
be explored throughout each chapter.

6 Mann ) et al, “Health and Human Rights,” Health and Human Rights 1, no. 1(Fall 1997): 8. http://www.hhrjournal.org/archives-pdf/4065260.pdf.
bannered.pdf.

7  International Conference on Primary Health Care, Declaration of Alma-Ata (Alma-Ata, USSR, Sept 6-12, 1978). http://www.who.int/publications /almaa-
ta_declaration_en.pdf.

8  United Nations, Economic and Social Council,Siracusa Principles on the Limitation and Derogation Provisions in the International Covenant on Civil and Po-
litical Rights, E/CN.4/1985/4, Annex (1985). wwwi.umn.edu/humanrts/instree/siracusaprinciples.html. See also, WHO, Guidelines for social mobilization;
WHO, “WHO Guidance on human rights and involuntary detention for xdr-tb control”, www.who.int/tb/features_archive/involuntary_treatment/en/
index.html.
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WHAT IS A HUMAN RIGHTS-BASED
APPROACH TO ADVOCACY, LITIGATION,
AND PROGRAMMING?

What is a human rights-based approach?

“Human rights are conceived as tools that allow people to live lives of dignity, to be free and equal
citizens, to exercise meaningful choices, and to pursue their life plans.”

A human rights-based approach (HRBA) is a conceptual framework that can be applied to advocacy,
litigation, and programming and is explicitly shaped by international human rights law. This approach can
be integrated into a broad range of program areas, including health, education, law, governance, employ-
ment, and social and economic security. While there is no one definition or model of a HRBA, the United
Nations has articulated several common principles to guide the mainstreaming of human rights into
program and advocacy work:

« The integration of human rights law and principles should be visible in all work, and the aim of
all programs and activities should be to contribute directly to the realization of one or more
human rights.

« Human rights principles include: “universality and inalienability; indivisibility; interdependence and
interrelatedness; non-discrimination and equality; participation and inclusion; accountability and the
rule of law.”*® They should inform all stages of programming and advocacy work, including assess-
ment, design and planning, implementation, monitoring and evaluation.

« Human rights principles should also be embodied in the processes of work to strengthen rights-relat-
ed outcomes. Participation and transparency should be incorporated at all stages and all actors must
be accountable for their participation.

A HRBA specifically calls for human rights to guide relationships between rights-holders (individuals and
groups with rights) and the duty-bearers (actors with an obligation to fulfill those rights, such as States)."
With respect to programming, this requires “[a]ssessment and analysis in order to identify the human
rights claims of rights-holders and the corresponding human rights obligations of duty-bearers as well as
the immediate, underlying, and structural causes of the non-realization of rights.”"

A HRBA is intended to strengthen the capacities of rights-holders to claims their entitlements and to
enable duty-bearers to meet their obligations, as defined by international human rights law. A HRBA also
draws attention to marginalized, disadvantaged and excluded populations, ensuring that they are consid-
ered both rights-holders and duty-bearers, and endowing all populations with the ability to participate in
the process and outcomes.

12

Yamin AE, “Will we take suffering seriously? Reflections on what applying a human rights framework to health means and why we should care,” Health
and Human Rights 10, no. 1 (2008).

For a brief explanation of these principles, see UN Development Group (UNDG), The Human Rights Based Approach to Development Cooperation Towards
a Common Understanding Among UN Agencies (May 2003), available at: www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_
Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf.
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What are key elements of a human rights-based approach?
Human rights standards and principles derived from international human rights instrument should guide
the process and outcomes of advocacy and programming. The list below contains several principles and
questions that may guide you in considering the strength and efficacy of human rights within your own
programs or advocacy work. Together these principles form the acronym PANELS.

e Participation: Does the activity include participation by all stakeholders, including affected com-
munities, civil society, and marginalized, disadvantaged or excluded groups? Is it situated in close
proximity to its intended beneficiaries? Is participation both a means and a goal of the program?

e Accountability: Does the activity identify both the entitlements of claim-holders and the obligations of
duty-bearers? Does it create mechanisms of accountability for violations of rights? Are all actors in-
volved held accountable for their actions? Are both outcomes and processes monitored and evaluated?

e Non-discrimination: Does the activity identify who is most vulnerable, marginalized and excluded?
Does it pay particular attention to the needs of vulnerable groups such as women, minorities, indig-
enous peoples, disabled persons and prisoners?

e Empowerment: Does the activity give its rights-holders the power, capacity, and access to bring
about a change in their own lives? Does it place them at the center of the process rather than treat-
ing them as objects of charity?

o Linkage to rights: Does the activity define its objectives in terms of legally enforceable rights, with
links to international, regional, and national laws? Does it address the full range of civil, political,
economic, social, and cultural rights?

e Sustainability: Is the development process of the activity locally owned? Does it aim to reduce
disparity? Does it include both top-down and bottom-up approaches? Does it identify immediate,
underlying and root causes of problems? Does it include measurable goals and targets? Does it
develop and strengthen strategic partnerships among stakeholders?

Why use a human rights-based approach?
There are many benefits to using a human rights-based approach to programming, litigation and advocacy.
It lends legitimacy to the activity because a HRBA is based upon international law and accepted globally. A
HRBA highlights marginalized and vulnerable populations. A HRBA is effective in reinforcing both human
rights and public health objectives, particularly with respect to highly stigmatizing health issues.” Other
benefits to implementing a human rights-based approach include:

e Participation: Increases and strengthens the participation of the local community.
e Accountability: Improves transparency and accountability.

e Non-discrimination: Reduces vulnerabilities by focusing on the most marginalized and excluded
in society.

e Empowerment: Capacity building.
o Linkage to rights: Promotes the realization of human rights and greater impact on policy and practice.

e Sustainability: Promotes sustainable results and sustained change.

13 Gauri V & Gloppen S, Human Rights Based Approaches to Development: Concepts, Evidence, and Policy, World Bank Policy Research Working Paper 5938
(Jan. 2012). http://elibrary.worldbank.org/content/workingpaper/10.1596/1813-9450-5938.
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How can a human rights-based approach be used?
A variety of human rights standards at the international and regional levels applies to patient care. These
standards can be used for many purposes including to:

14

Document violations of the rights of patients and advocate for the cessation of these violations.
Name and shame governments into addressing issues.

Sue governments for violations of national human rights laws.

File complaints with national, regional and international human rights bodies.

Use human rights for strategic organizational development and situational analysis.

Obtain recognition of the issue from non-governmental organizations, governments or international
audiences. Recognition by the UN can offer credibility to an issue and move a government to take
that issue more seriously.

Form alliances with other activists and groups and develop networks.

Organize and mobilize communities.

Develop media campaigns.

Push for law reform.

Develop guidelines and standards.

Conduct human rights training and capacity building

Integrate legal services into health care to increase access to justice and to provide holistic care.

Integrate a human rights approach in health services delivery.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



USING HUMAN RIGHTS MECHANISMS
FOR LITIGATION AND ADVOCACY

In addition to the human rights-based approaches listed above, health and human rights advocates may
lodge complaints or file reports with regional or international human rights bodies (technically known as
mechanisms). In this section we highlight two types of international human rights mechanisms: courts
and human rights bodies.

Courts: act in a judicial capacity and issue rulings that are binding on governments.

Human rights bodies: examine reports submitted by governments to determine compliance with
human rights obligations. In some cases they have the authority to examine individual complaints of
human rights violations.

Introductory International Law Concepts
States are only legally bound by a treaty if they are a party to that treaty. The State must have ratified or
acceded to the treaty to be become a party to the treaty and legally obligated to implement it. Ratification
occurs when a State signs the treaty and then follows its own national requirements to become legally
bound by the treaty. Signing the treaty does not oblige the State to ratify the treaty nor does it make the
treaty legally binding upon the State. Accession has the same legal effect as ratification. Accession occurs
without signing of the treaty but when the State follows its own national requirements to become legally
bound by the treaty. Both accession and ratification create a legally binding obligation to the treaty. This
section highlights how treaties are legally enforced against States who are parties to the treaty so it is im-
portant to determine whether the country you are seeking to hold accountable is a party to the treaty you
are seeking to use.™*

It is also important to recognize the difference between ‘hard’ and ‘soft’ law. Hard law consists of treaties
that are legally binding and enforceable against a state. This includes all international or regional treaties
that a State has ratified or acceded to. It also includes national law. Soft law consists of international, re-
gional or domestic instruments that are not legally binding. Soft law can include interpretations of treaties
issued by treaty bodies, resolutions and declarations, principles, or guidelines. Complaints and reports
filed with human rights enforcement mechanisms must be based upon a violation of ‘hard’ law — a treaty
article. Soft law is often utilized to bolster or supplement an argument by demonstrating common inter-
pretation or customary implementation of a treaty. Soft law, however, can evolve into hard law when the
consistent conduct of states conforms to the soft law, out of a sense of its own obligation. This is known
in international law as ‘customary law’. The distinction between hard and soft law and defining customary
law can be controversial.

14 For more introductory information on international law and treaties, see: http://treaties.un.org/doc/source/events/2012/Press_kit/fact_sheet_1_english.
pdf. For more information on key treaty terms see: http://treaties.un.org/Pages/Overview.aspx?path=overview/definition/page1_en.xml#treaties.
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Treaties and Corresponding Enforcement Mechanisms

Note: This list includes a small sample of the treaties and enforcement mechanisms that are commonly

used to advocate for health and human rights.

International Treaty

Enforcement Mechanism
+ Description

Mandate

International Covenant
on Civil and Political
Rights (ICCPR)

Human Rights Committee
(HRC) www2.ohchr.org/en-
glish/bodies/hrc/index.htm

UN Human Rights
Treaty Body

Reviews periodic reports submitted by States to monitor
compliance with ICCPR. Issues recommendations to States,
known as concluding observations.

Examines individual complaints filed against States party to
the Optional Protocol.

Examines inter-State complaints.

Publishes interpretation of ICCPR articles, known as General
Comments.

International Covenant
on Economic, Social,
and Cultural Rights
(ICESCR)

Committee on Economic,
Social and Cultural Rights
(CESCR) http://www2.ohchr.
org/english/bodies/cescr/
index.htm

UN Human Rights
Treaty Body

Reviews periodic reports submitted by States to monitor
compliance with ICCPR. Issues recommendations to States,
known as concluding observations.

Examines individual complaints filed against States party to
the Optional Protocol.

Publishes interpretation of ICCPR articles, known as General
Comments.

Convention on the Elim-

ination of All Forms of
Discrimination Against
Women (CEDAW)

Committee on the Elimi-
nation of Discrimination
Against Women (CEDAW

Commiittee) http://wwwa2.
ohchr.org/english/bodies/

cedaw/index.htm

UN Human Rights
Treaty Body

Reviews periodic reports submitted by States to monitor
compliance with CEDAW. Issues recommendations to
States, known as concluding observations.

Examines individual complaints filed against States party to
the Optional Protocol.

May initiate confidential inquiry into situations of grave or
systematic violations of States party to the Optional Protocol.

Publishes interpretation of CEDAW articles, known as general
recommendations.

International Conven-
tion on the Elimination
of All Forms of Racial
Discrimination (ICERD)

Committee on the Elimina-
tion of Racial Discrimination
(CERD) http://www2.ohchr.
org/english/bodies/cerd/
index.htm

UN Human Rights
Treaty Body

Reviews periodic reports submitted by States to monitor
compliance with ICERD. Issues recommendations to States,
known as concluding observations.

Conducts preventative measures. These are early-warning
measures aimed at preventing existing situations from
escalating and urgent procedures responding to problems
requiring immediate attention. Issues decisions, statements
or resolutions.

Examines inter-State complaints.

Examines individual complaints filed against States party to
the Optional Protocol.

Publishes interpretation of ICERD articles, known as General
Comments.
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International Treaty

Enforcement Mechanism
+ Description

Mandate

Convention on the
Rights of the Child
(CRC)

Committee on the Rights of
the Child (CRC Committee)
http://wwwz2.ohchr.org/en-
glish/bodies/crc/index.htm

Reviews periodic reports submitted by States to monitor
compliance with CRC. Issues recommendations to States,
known as concluding observations.

2. Reviews additional reports from States party to the Optional

Protocols on the involvement of children in armed conflict

UN Human Rights and on the sale of children, child prostitution and child por-
Treaty Body nography.
3. Optional Protocol to hear individual complaints adopted in

December 2011, but has not entered into force. Anticipated

to do so in the near future.

4. Publishes interpretation of CRC articles, known as General

Comments.

Regional Treaty Enforcement Mechanism Mandate
+ Description
African Charter on African Commission on Hu- | 1. Promotion of human and peoples’ rights
H.u:]an and Peoples man and Peoplc?s"Rights a. The Commission carries out sensitization, public mobili-
Rights (ACHPR) (ACHPR Commission) zation and information dissemination through seminars,
http://www.achpr.org/ symposia, and conferences.
) ) b. Conducts promotional missions.
Regional Human Rights
Treaty Body 2. Protection of human and peoples’ rights

a. Reviews periodic reports submitted by States to monitor
compliance with the Charter. Issues recommendations
to States, known as concluding observations.

b. Receives inter-state and individual communications and
issues recommendations.

c. Has friendly settlement of dispute and urgent appeal
mechanisms.

d. Special Mechanisms in the form of Special Rapporteurs,
working groups or committees that investigate and re-
port on specific human rights issues

e. Conducts protective missions.

3. Interpretation of the Charter

a. Interprets the provisions of the Charter upon a request by
a state party, organs of the African Union or individuals.
No organ of the AU has referred any case of interpreta-
tion of the Charter to the Commission.

b. Adopts resolutions expounding on the Charter provi-
sions. Resolutions are generally 1) thematic, 2) adminis-
trative, or 3) country specific.
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Regional Treaty

Enforcement Mechanism
+ Description

Mandate

African Charter on
Human and Peoples’
Rights (ACHPR)
and

The Protocol on the

African Court on Human and
Peoples’ Rights (ACHPR)
http://www.african-court.

org/en/

Judicial body that hears cases and disputes alleging viola-
tions of the African Charter on Human and Peoples’ Rights,
the Protocol on the Establishment of an African Court on
Human and Peoples’ Rights, and any other human rights
treaty ratified by the state concerned.

: Regional Human 2. The Court may also render advisory opinion on any matter
Est.abllshment of an Rights Court within its jurisdiction. The advisory opinion of the Court may
African Cour’t on Human be requested by the African Union, member states of the
and Peoples’ Rights African Union, African Union organs and any African organi-

sation recognised by the African Union.
[European] Convention | European Court of Human 1. Judicial body that rules on individual or State applications
for the Protection of Rights (ECtHR) alleging violations of the civil and political rights set out in
Human Rights and http://www.echr.coe.int/ the European Convention on Human Rights.
Fundamental Freedoms | echr/homepage_en/
(ECHR)
Regional Human Rights
Court
European Social Charter | European Committee of 1. Reviews periodic reports submitted by States to monitor
(ESC) [1996 Revised Social Rights (ECSR) compliance with ESC and adopts conclusions.
version] http://www.coe.int/t/dghl/ | 5 Examines collective complaints and adopts decisions. Only
monitoring/socialcharter/ organizations that have enrolled with the ECSR are entitled to
ecsr/ecsrdefault_EN.asp submit complaints, and these are limited to EU and national
trade organizations and employers’ organizations as well as
Regional Human Rights NGOs.
Treaty Body
American Convention on | Inter-American Court of 1. Judicial body that rules on cases alleging violations of the
Human Rights (ACHR) | Human Rights (IACrtHR) American Convention on Human Rights. The Court receives
http://www.corteidh.or.cr/ cases only from States party to the Convention or cases re-
ferred by the Inter-American Commission on Human Rights.
Regional Human Rights Also, in addition to beir.1g a Stat.e pgrty tp the Convention,
Court States must also submit to the jurisdiction of the Court
which may be done case by case or in a one-time declaration.
2. The Court may also issue advisory opinions submitted by
OAS agencies and States regarding the interpretation of the
ACHR or other human rights treaties in the American States.
American Convention on | Inter-American Commission | 1. Examines petitions filed by persons, NGOs, and State parties
Human Rights (ACHR) | of Human Rights (IACHR) who have formally recognized the jurisdiction of the Court.
http://www.oas.org/en/ Has the authority to refer the case to the IACHR.
Amer.lcan Declaratl.on of | iachr/ 2. Monitors the human rights situation in member States. This
the Rights and Duties of includes, among other activities, issuing country reports and
Man (ADRDM) Regional Human Rights conducting country visits.
OAS Charter
Treaty Body 3. lIssues studies or reports on thematic priority areas.
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RESOURCES ON HEALTH AND
HUMAN RIGHTS

~—

A list of commonly used resources on health and human rights follows. It is organized
into the following categories:

A. International Instruments

B. Regional Instruments

C. UN Documents

a. General Comments and Recommendations

b. Special Procedures of the Human Rights Council
Health and Human Rights

The Right to Health

Litigating the Right to Health

Social Determinants of Health

I ommo

Health Systems

Social and Economic Rights Generally

Health and Development

Human Rights Research Resources

Human Rights Case Law Research Resources
. Periodicals

Websites

Zz2 Z R~

A. International Instruments
Binding

International Labour Organization, Convention Concerning Indigenous and Tribal Peoples in In-
dependent Countries, Convention No. 169 (June 27, 1989). http://www.ilo.org/dyn/normlex/en/
f?p=1000:12100:0::NO::P12100_ILO_CODE:C169

UN General Assembly, Convention against Torture and Other Cruel, Inhuman or Degrading Treatment or
Punishment, Resolution 39/46, A/RES/39/46 (December 10, 1984). http://www.ohchr.org/EN/Profes-
sionallnterest/Pages/CAT.aspx.

UN General Assembly, Convention on the Elimination of all Forms of Discrimination Against Women,
Resolution 34/180, A/RES/34/180 (December 18, 1979). http://www.ohchr.org/EN/Professionallnter-
est/Pages/CEDAW.aspx.

UN General Assembly, Convention on the Rights of the Child, Resolution 44/25, A/RES/44/25
(November 20, 1989). http://www.ohchr.org/EN/Professionalinterest/Pages/CRC.aspx.

UN General Assembly, Convention on the Rights of Persons with Disabilities, Resolution 61/106, A/
RES/61/106 (December 13, 2006). http://www.un.org/disabilities/convention/conventionfull.shtml.

UN General Assembly, International Covenant on Civil and Political Rights, A/RES/21/2200 (December
16, 1966). http://www.ohchr.org/EN/Professionalinterest/Pages/CCPR.aspx.
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UN General Assembly, International Covenant on Economic, Social, and Cultural Rights, A/RES/21/2200
(December 16, 1966). http://www.ohchr.org/EN/Professionallnterest/Pages/CESCR.aspx.

UN General Assembly, International Convention on the Elimination of all forms of Racial Discrimination,
Resolution 2106 (XX), A/RES/20/2106 (December 21, 1965). http://www.ohchr.org/EN/Profession-
allnterest/Pages/CERD.aspx.

Nonbinding

UN Economic and Social Council, The Siracusa Principles on the Limitation and Derogation Provisions in
the International Covenant on Civil and Political Rights, E/CN.4/1985/4 (September 28, 1984).
http://wwwi.umn.edu/humanrts/instree/siracusaprinciples.html.

Van Boven TC, Flinterman C, and Westendorp |, eds., The Maastricht Guidelines on Violations of Eco-
nomic, Social, and Cultural Rights, E/C.12/2000/13 (January 22-26, 1997). http://www.unhchr.ch/tbs/
doc.nsf/o/6b748989d76d2bb8c125699700500€e17/$FILE/G0044704.pdf.

World Health Organization, Declaration of Alma-Ata (September 6-12, 1978). www.who.int/publica-
tions/almaata_declaration_en.pdf.

B. Regional Instruments
Binding

African Commission on Human and Peoples’ Rights, African Charter on the Rights and Welfare of the
Child (July 1, 1990). http://www.achpr.org/instruments/child/.

African Commission on Human and Peoples’ Rights, Protocol to the African Charter on Human and
Peoples’ Rights: Establishment of the African Court on Human and Peoples’ Rights (June 10, 1998).
http://www.achpr.org/instruments/court-establishment/.

Africa Commission on Human and Peoples’ Rights, Protocol to the African Charter on Human and
Peoples’ Rights: Rights of Women in Africa (November 7, 2003). http://www.achpr.org/instruments/
women-protocol/.

Council of Europe, Convention for the Protection of Human Rights and Fundamental Freedoms. http://
www.conventions.coe.int/Treaty/en/Treaties/Html/oos5.htm.

Council of Europe, European Social Charter (1996 revised edition). http://www.conventions.coe.int/
Treaty/EN/Treaties/Html/o35.htm.

Council of Europe, Framework Convention for the Protection of National Minorities (1995).
http://www.conventions.coe.int/treaty/en/Treaties/Html/157.htm.

Organization of American States: Department of International Law, Additional Protocol to the American
Convention on Human Rights in the Area of Economic, Social, and Cultural Rights: ‘Protocol San Salva-
dor’ (November 17, 1998). http://www.oas.org/juridico/english/treaties/a-52.html.

Organization of American States: Department of International Law, American Convention on Human
Rights: ‘Pact of San Jose, Costa Rica.’ http://www.oas.org/dil /treaties_B-32_American_Convention_on_
Human_Rights.htm.

Organization of American States: Department of International Law, Charter of the Organization of
American States (1948). http://www.oas.org/dil/treaties_A-41_Charter_of_the_Organization_of_Amer-
ican_States.htm.
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C. UN Documents

a. General Comments and Recommendations

« Committee on Economic, Social, and Cultural Rights, General Comments. http://www2.ohchr.org/en-
glish/bodies/cescr/comments.htm.

«  General Comment 14: The right to the highest attainable standard of health, E/C.12/2000/4 (Au-
gust 11, 2000).

« Committee on the Elimination of Discrimination against Women, General Recommendations.
http://www2.ohchr.org/english/bodies/cedaw/comments.htm.

«  General Recommendation 14: Female Circumcision (ninth session, 1990).

«  General Recommendation 15: Women and AIDS (ninth session, 1990).

«  General Recommendation 18: Disabled Women (tenth session, 1991).

«  General Recommendation 24: Women and Health (twentieth session, 1999).

« Committee on the Rights of the Child, General Comments. http://www2.ohchr.org/english/bodies/
crc/comments.htm.

«  General Comment 3: HIV/AIDS and the Rights of the Child, CRC/GC/2003/3 (2003).

«  General Comment No. 4: Adolescent health and development in the context of the Convention on
the Rights of the Child, CRC/GC/2003/4 (2004).

«  General Comment No. 5: General Measures of Implementation of the Convention on the Rights of
the Child, CRC/GC/2003/5 (2003).

«  General Comment No. 7: Implementing Child Rights in Early Childhood, CRC/C/GC/7/Rev.1
(2006).

«  General Comment No. 8: The right of the child to protection from corporal punishment and other
cruel or degrading forms of punishment, CRC/C/GC/8 (2006).

«  General Comment 9: The Rights of Child with Disabilities, CRC/C/GC/g (2006).

«  General Comment 11: Indigenous children and their rights under the Convention, CRC/C/GC/11
(2009).

«  General Comment No. 12: The right of the child to be heard, CRC/C/GC/12 (2009).

«  General Comment No. 13: The right of the child to freedom from all forms of violence,
CRC/C/GC/13 (2011).

« Committee on the Elimination of Racial Discrimination, General Recommendations.
http://www2.ohchr.org/english/bodies/cerd/comments.htm.

« Committee against Torture, General Comments. http://wwwz2.ohchr.org/english/bodies/cat/com-
ments.htm.
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b. Special Procedures of the Human Rights Council's

« Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of
physical and mental health, Annual Reports. http://www.ohchr.org/EN/Issues/Health/Pages/Annual-

Reports.aspx.

Report to the General Assembly (main focus: right to health indicators), A/58/427 (2003).

Report to the Commission on Human Rights (main focus: definition of the human right to
health), E/CN.4/2003/58 (2003).

Report to the Commission on Human Rights (main focus: sexual and reproductive health), E/
CN.4/2004/49 (2004).

Report to the General Assembly (main focus: health professionals and human rights education),
A/60/348 (2005).

Report to the Commission on Human Rights (main focus: mental disability), E/
CN.4/2005/51 (2005).

Report to the General Assembly (main focus: the reduction of maternal mortality),
A/61/338 (2006).

Report to the Commission on Human Rights (main focus: a human rights-based approach to
health indicators), E/CN.4/2006/48 (2006).

Report to the General Assembly (main focus: water and sanitation), A/62/214 (2007).

Report to the Human Rights Council (main focus: the health and human rights movement),
A/HRC/4/28 (2007).

Report the Human Rights Council (main focus: health systems), A/HRC/7/11 (2008).

Report the Human Rights Council (main focus: access to medicines and intellectual property
rights), A/HRC/11/12 (2009).

Report to the General Assembly (main focus: informed consent), A/64/272 (2009).

Report the Human Rights Council (main focus: criminalization of same-sex conduct and sexual
orientation, sex-work and HIV transmission), A/HRC/14/20 (2010).

Report to the General Assembly (main focus: harm reduction), A/65/255 (2010).

Report to the General Assembly (main focus: criminalisation of sexual and reproductive health),
A/66/254 (2011).

Report to the Human Rights Council (main focus: older persons), A/HRC/18/37 (2011).

Report to the Human Rights Council (main focus: report on expert consultation on access to
medicines), A/HRC/17/43 (2011).

Report to the Human Rights Council (main focus: development), A/HRC/17/25 (2011).

15 The Commission on Human Rights was terminated in March 2006 and was replaced by the Human Rights Council in March 2006.
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GLOSSARY
A

Accession

An act by which a State accepts to become a State Party to a treaty and to be legally bound by it. Accession
occurs when a State follows its own national requirements to become legally bound by a treaty. Accession
does not require the State to sign the treaty. Accession has the same legal effect as ratification.

Adoption
The formal act by which a treaty text is finalized and opened for accession or ratification by potential state
parties.

Amicus curiae (friend of the court)
A person, who is not a party to a lawsuit and who, on their own volition, petitions the court to file a legal doc-
ument (sometimes referred to as an amicus brief) advocating a particular legal position or interpretation.

C

Concluding observations

Recommendations by a treaty’s enforcement mechanism on the actions a state should take to ensure com-
pliance with the treaty’s obligations. This generally follows both submission of a state’s country report and a
constructive dialogue between the treaty body and state representatives presenting the country report.

Country report

States are obligated to submit periodic national reports on measures they have taken to comply with their
treaty obligations (for treaties they have ratified or acceded to). All States, regardless of how many treaties
they have ratified or acceded to, must submit a periodic report to the Universal Periodic Review.

Customary international law

A source of international law derived from the consistent conduct of states acting out of the sense of a le-
gal obligation. Customary law is established by showing 1) state practice and 2) opinion juris — the State’s
sense of legal obligation or what the State has accepted as law.

One category of customary international law is jus cogens. This refers to a set of principles that are so
fundamental that they are non-derogable and override all conflicting international and national law. Exam-
ples of jus cogens principles include the prohibition of genocide, crimes against humanity, slave trade and
human trafficking.

E

Entry into force

The date on which a treaty comes into effect and becomes legally binding. Frequently, the treaty itself
specifies when the treaty enters into force, which is most often upon ratification or accession of the treaty
by a specific number of States. A treaty does not enter into force on the date it is adopted.
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Essential medicines

“Essential medicines are those that satisfy the priority health care needs of the population ... Essential
medicines are intended to be available within the context of functioning health systems at all times in ade-
quate amounts, in the appropriate dosage forms, with assured quality and adequate information, and at a
price the individual and the community can afford.”®

Exhaustion of domestic remedies

Requirement of admissibility to most international and regional courts. Before filing a complaint or case to
an international or regional court, the complainant is required to pursue all available avenues for national
redress unless national remedies are unreasonably delayed or unlikely to bring effective relief.

G

General comments |/ General recommendations

General comments or general recommendations are issued by UN treaty bodies. They provide authori-
tative guidance on how States Parties are expected to implement their treaty obligations. General Com-
ments are not legally binding on States Parties, but they have significant weight as soft law.

H
Hard Law

Hard law consists of treaties that are legally binding and enforceable. This includes all international or
regional treaties that a State has ratified or acceded to. It also includes national law.

Health
A state of complete physical, mental, and social well-being, not merely the absence of disease or infirmity
(WHO).

Human rights

“Universal human rights are often expressed and guaranteed by law, in the forms of treaties, customary
international law, general principles and other sources of international law. International human rights
law lays down obligations of Governments to act in certain ways or to refrain from certain acts, in order to
promote and protect human rights and fundamental freedoms of individuals or groups.””

Human rights indicators
Indicators are used to monitor the implementation of human rights and a State’s compliance with treaty
obligations. This is commonly achieved through data collection and statistical analysis.™

WHO, “Essential Medicines.” http://www.who.int/topics/essential_medicines/en/.

United Nations Office of the High Commissioner for Human Rights, “What are Human Rights?” http://www.ohchr.org/en/issues/Pages/WhatareHu-
manRights.aspx.

For more information on indicators, please see: UN Office of the High Commissioner for Human Rights, Human Rights Indicators: A Guide to Measure-
ment and Implementation (2012). http://www.ohchr.org/EN/Issues/Indicators/Pages/HRIndicatorsIndex.aspx.
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Interdependent / Interrelated / Indivisible

Terms used to describe the relationship between human rights. They generally mean that the enjoyment
of any right requires the enjoyment of other rights. The OHCHR explains that “[t]he improvement of one
right facilitates advancement of the others. Likewise, the deprivation of one right adversely affects the
others.”®

International law

The set of rules and legal instruments regarded and accepted as binding agreements between nations.
Sources of international law include: treaties, custom, general principles of law, and judicial decisions and
juristic writings (Statute of the International Court of Justice, art. 38(1)(d)).

Maximum available resources

Key provision of the International Covenant on Economic, Social and Cultural Rights (ICESCR) Article 2(1)
obliging governments to devote the maximum of available government resources to realizing economic,
social and cultural rights.

Monitoring/ fact finding/ investigation
Terms often used interchangeably that are generally intended to mean the collection and analysis of infor-
mation about government practices and whether there is compliance or violations of human rights.

Non-Discrimination

Non-discrimination is a cross-butting principle in international human rights law. Everyone is entitled to
all human rights without distinction of any kind. The list of categories for non-discrimination is non-ex-
haustive and includes on the basis of race, color, sex, language, religion, political or other opinion, national
or social origin, property, birth, or other status.

o)

Optional Protocol
An optional protocol is supplemental to another treaty and establishes additional rights and obligations to
that treaty. Optional protocols are subject to independent ratification.

P

Progressive realization
Requirement that governments advance as expeditiously and effectively as possible toward the goal of
realizing economic, social and cultural rights, and refrain from regressive developments.

19 UN Office of the High Commissioner for Human Rights, “What are Human Rights?” http://www.ohchr.org/en/issues/Pages/WhatareHumanRights.aspx
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Protocol
The term can be used interchangeably with treaty, declaration, covenant or convention. See also “optional
protocol.”

Public health

“Public health refers to all organized measures (whether public or private) to prevent disease, promote
health, and prolong life among the population as a whole. Its activities aim to provide conditions in which
people can be healthy and focus on entire populations, not on individual patients or diseases. Thus, public
health is concerned with the total system and not only the eradication of a particular disease.”

R

Ratification

Ratification occurs when a State signs a treaty and then fulfills its own national requirements to become
legally bound by the treaty. Upon ratification, a State becomes a State Party to the treaty and is legally
bound by it.

Reservation

A unilateral statement by a State signing, acceding to or ratifying a treaty that purports to exclude or
modify the effect of certain treaty provisions. Under the Vienna Convention on the Law of Treaties, a state
cannot enter a reservation that is “incompatible with the object and purpose of the treaty.”

Right to health
The right to the enjoyment of the highest attainable standard of mental and physical health.

S

Shadow report

A supplemental report submitted to a human rights treaty body by any organisation other than the State
during the periodic State reporting period. These reports allow NGOs to submit additional or alternative
information to the treaty body to help the treaty body assess the state’s compliance with that treaty.

Signature

Signing a treaty is an expression of a state’s willingness to continue the treaty-making process and pro-

ceed to ratification. Although the provisions of the treaty are not legally binding upon signature, it does
create an obligation for that State to refrain in good faith from acts that would defeat the object and pur-
pose of the treaty.

Soft Law

Soft law consists of international, regional or domestic instruments that are not legally binding. Soft law
can include interpretations of treaties issued by treaty bodies, resolutions and declarations, principles,
or guidelines. Soft law is often utilized to bolster or supplement arguments by demonstrating common
interpretation or customary implementation of a treaty.

20 World Health Organization, “Public Health.” http://www.who.int/trade/glossary/storyo76/en/.
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Special procedures

Activities covered by the mandate of the Human Rights Council to address thematic or country-specific
human rights issues. Special procedures include individuals named as special rapporteur, independent
expert, special representative of the Secretary-General, and working groups.”

Special rapporteurs

Independent human rights experts appointed by the Human Rights Council to report and advise on hu-
man rights from a thematic or country-specific perspective. Their mandate authorizes them to undertake
country visits, send communications to States with alleged violations of human rights, conduct studies,
report annually to the Human Rights Council, and, for most mandates, report to the General Assembly.

T

Treaty

“A ‘treaty’ is a formally concluded and ratified agreement between States. The term is used generically to
refer to instruments binding at international law, concluded between international entities (States or or-
ganizations). Under the Vienna Conventions on the Law of Treaties, a treaty must be (1) a binding instru-
ment, which means that the contracting parties intended to create legal rights and duties; (2) concluded
by states or international organizations with treaty-making power; (3) governed by international law and
(4) in writing.”*?

U

Underlying determinants of health

Factors that promote conditions in which people can live a healthy life. The underlying determinants of
health include an adequate supply of safe food and nutrition, housing, access to safe and potable water and
adequate sanitation, safe and healthy working conditions, healthy occupational and environmental condi-
tions, and access to health-related education and information, including on sexual and reproductive health.

w

Working groups
Small committees, usually composed of five independent experts, appointed by the Human Rights Council
to conduct research on a particular human rights issue.

21

For more information see: ESCR-Net, Manual on the Special Procedures of the Human Rights Council (June 2006). http://www.escr-net.org/docs/i/425392.

22 UNICEF, Introduction to the Convention on the Rights of the Child: Definition of Key Terms. http://www.unicef.org/crc/files/Definitions.pdf.
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CHAPTERI|

PATIENT CARE AND
HUMAN RIGHTS

If further progress is to be made towards the operationalization of the right to
health, many more health professionals must begin to appreciate the human
rights dimensions of their work.

— Paul Hunt, Report of the Special Rapporteur on the right of everyone to the enjoyment of the
highest attainable standard of physical and mental health, A/JHRC/4/28 - January 17, 2007
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Patient Care

INTRODUCTION

This chapter will introduce you to key issues and resources related to human rights in patient care, with a
particular focus on issues such as access to information and care, consent, and confidentiality.

While other chapters in this Resource Guide focus on specific populations—such as people living with and
affected by HIV, people who use drugs, LGBTI communities, and minority and indigenous communities—
this chapter addresses human rights issues affecting patients as a whole.

The chapter is organized into six sections that answer the following questions:
1. How is patient care a human rights issue?

2. What are the most relevant international and regional human rights standards related to
patient care?

3. What is a human rights-based approach to advocacy, litigation, and programming?
4. What are some examples of effective human rights-based work in the area of patient care?
5. Where can | find additional resources on human rights in patient care?

6. What are key terms related to human rights in patient care?
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HOW IS PATIENT CARE A HUMAN
RIGHTS ISSUE?

What is patient care?

Patient care refers to the prevention, treatment, and management of illness and the preservation of
physical and mental well-being through services offered by health professionals.' Patient care consists of
services rendered by health professionals (or non-professionals under their supervision) for the benefit of
patients.? A patient is a user of health care services whether he or she is healthy or sick.

What are the issues and how are they human rights issues?

Patients are entitled to the full range of human rights. Health care providers must respect each patient’s
dignity and autonomy, right to participate in making health care decisions, right to informed consent, right
to refuse medical treatment, and right to confidentiality and privacy. The attention, treatment, and care
that each health care provider gives to a patient must respect the human rights of every one of his or her
patients.

The human rights-based approach to patient care draws from standards contained in the international
human rights framework, which are often mirrored in regional treaties and national constitutions. It differs
from patients’ rights, which codify particular rights that are relevant only to patients. Human rights stan-
dards apply to all stakeholders in the delivery of health care—including both patients and care providers.

A human rights-based approach seeks, above all, to uphold the inherent human dignity of all actors in the
care provider-patient relationship. This relationship can be a complex one, especially when coupled with
health care delivery. For example, as medicine becomes ever more advanced, providers and patients must
work together to make diagnostic and therapeutic decisions.4 Financial and quality issues are always pres-
ent in health care delivery and can lead to inequality and discrimination.s Greater understanding is needed
of the social determinants of health that straddle the lines between traditional medicine and a broader
concept of health, as well as of the interdependence of the right to health and the realization of all human
rights.® A human rights-based approach uses the human rights framework to analyze these elements of
patient care, among others.

Below are some common human rights issues that arise in patient care settings. This list is not compre-
hensive. The list alternates between highlighting issue areas and highlighting marginalized groups whose
human rights are frequently violated in the health care setting.

AV AW N =

1.2

Dorland’s Illustrated Medical Dictionary, 28th ed., p. 269.

This definition, and other similar definitions, are often provided for the term “health care.”

World Health Organization (WHO), Declaration on the Promotion of Patients’ Rights in Europe, European Consultation on the Rights of Patients, (1994).
Leaning ), “Human rights and medical education,” Boston Medical Journal 315 (1997): 1390. http://dx.doi.org/10.1136 /bm|.315.7120.1390.

Ibid.

Ibid.
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Right to information

Patients are often unaware of their rights, including the right to information on their condition and the
right to access their medical records. In a study conducted at four hospitals in Lithuania, 85% of the staff
and 56% of the patients surveyed had heard of or read about patients’ rights laws.” Moreover, only 50% of
professionals and 69% of patients thought it was necessary for patients to have information about diagno-
sis, treatment results, and alternative modes of treatment.® Another study in Macedonia found that 829 of
respondents stated that there are patient rights, but 56% did not know what their rights were.?

Patients have the right to information about their health status, treatment options and reasonable alter-
natives, and the likely benefits and risks of proposed treatment and non-treatment. Patients also have the
right to access their medical chart and medical history.

Right to privacy and confidentiality

Patients have the right to have their health information and data kept confidential. According to Gostin et
al., “Health data may include not only a patient’s sensitive health status, but also those facts or circum-
stances that the patient reveals to [health care workers] as part of seeking medical treatment.”” The “right
to privacy and confidentiality must be applied sensitively, with respect for different cultural, social, and
religious traditions.””

For certain vulnerable groups, the right to privacy and confidentiality is an essential aspect of obtaining
health care. For example, privacy and confidentiality are crucial to realizing sexual and reproductive rights for
women and adolescents.” In General Comment 14 on the right to health, the Committee on Economic, So-
cial and Cultural Rights states that “[t]he realization of the right to health of adolescents is dependent on the
development of youth-friendly health care, which respects confidentiality and privacy and includes appropri-
ate sexual and reproductive health services.”

Privacy and confidentiality are also crucial for patients seeking diagnosis and treatment of illnesses with
which stigma is attached, such as HIV/AIDS and mental illness. Depending on the type of care an individ-
ual is seeking, some health care centers may only allow specific providers to access the patient’s health
information. For example, a nurse who is vaccinating a patient may not access that individual’s private
mental health records because the information is not relevant to the treatment being provided at that
current moment.

The right to confidentiality of health information should not interfere with the right to access of private
health information. While a holder of private health information should be prohibited from sharing that
information with anyone who is not essential to providing health care to the individual, the holder must
provide the individual access to their private health information upon the individual’s request. Patients
have the right to access their own health information, to be able to control how the information is shared
with them (for example, being able to indicate to where mail or phone calls are directed), and to be able to
authorize the disclosure of information when desired. The right to confidentiality of private health informa-

Ducinskiene D et al, “Awareness and practice of patient’s rights law in Lithuania,” BMC International Health and Human Rights 6 (2006):10. www.
biomedcentral.com/1472-698X/6/10.

Ibid.

Velik-Stefanovska V et al, “Rights of Patients in Macedonia According to European Standards” (2005).

Gostin L et al, The Domains of Health Responsiveness —A Human Rights Analysis (World Health Organization Health and Human Rights Working Paper
Series No 2, 2003). www.who.int/hhr/information/en/Series_2%20Domains%200f%20health%20responsiveness.pdf.

Ibid.

Inter-American Commission on Human Rights (IACHR), Access to Information on Reproductive Health from a Human Rights Perspective (Nov. 11, 2011)
www.oas.org/en/iachr/women/docs/pdf/womenaccessinformationreproductivehealth.pdf.

UN Committee on Economic, Social and Cultural Rights (CESCR), General Comment No. 14, U.N. Doc. E/C.12/2000/4 (Aug. 11, 2000).
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tion, as well as the right to accessibility of private health information, should be upheld and not compro-
mised in respecting the rights of the patient.

Right to informed consent to treatment

The UN Special Rapporteur on the right to health, Anand Grover, defines informed consent as the following:

Informed consent is not mere acceptance of a medical intervention, but a voluntary and sufficiently
informed decision, protecting the right of the patient to be involved in medical decision-making, and
assigning associated duties and obligations to health-care providers. Its ethical and legal normative
Justifications stem from its promotion of patient autonomy, self-determination, bodily integrity and
well-being.™

The right to informed consent is central to the right to health. Issues that arise concern the competency or
legal capacity of the patient to consent, respect for personal autonomy, the sufficiency and completeness
of information, and circumstances compelling limits on the need for informed consent.

The complexity of informed consent is mirrored by patients’ lack of understanding of its meaning and
importance. For example, in a 2006 study of 732 European surgical patients in obstetrics and gynecology
during a six-month period, about 46% believed that the primary function of the written consent form was
to protect the hospital, and 68% thought that the form allowed doctors to take control, while only 41%
believed consent forms expressed their own wishes for treatment.™

Derogations, or departures, from the right to informed consent are necessary at times, but the question
of when derogations may be permitted is a complicated one. When a patient is unconscious, medical
providers must seek consent from a legally entitled representative. However, if there is an emergency
situation where the patient’s life is in danger, medical providers may presume that consent is given. Issues
of informed consent also arise from public health policies that require compulsory testing, compulsory
vaccinations, or mandated quarantine during epidemics. Procedural safeguards are crucial to derogations
from informed consent, to ensure that proper circumstances are met and to provide a means to challenge
the departure from the law. Some groups are particularly vulnerable to violations of the right to informed
consent. The UN Special Rapporteur on the right to health brought attention to children, elderly persons,
women, ethnic minorities, indigenous peoples, persons with disabilities, persons living with HIV/AIDS,
persons deprived of liberty, sex workers, and persons who use drugs.

The Inter-American Court points out the issues surrounding free and voluntary consent when it comes
to women'’s sexual and reproductive rights.”” Access to information on sexual and reproductive health is
crucial for women to make free and informed decisions. According to the Inter-American system, access
to information on sexual and reproductive health “involves a series of rights such as the right to freedom
of expression, to personal integrity, to the protection of the family, to privacy, and to be free from violence
and discrimination.”"®

UN General Assembly, Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and mental health, Aj64/272
(Aug. 10, 2009).

Akkad A et al, “Patients’ perceptions of written consent: questionnaire study,” Boston Medical Jouranl 333(2006):528. www.bmj.com/content/333/7567/528.
UN General Assembly, Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and mental health, Aj64/272
(Aug. 10, 2009).

Inter-American Commission on Human Rights, Access to Information on Reproductive Health from a Human Rights Perspective (Nov. 11, 2011).
www.oas.org/en/iachr/women/docs/pdf/womenaccessinformationreproductivehealth.pdf.

Ibid.
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There is also particular concern and confusion regarding the right to informed consent for persons with
disabilities or mental health illness, two groups whose rights are frequently violated. Treatment decisions
are often based on inappropriate factors such as ignorance or stigma surrounding disabilities, and indiffer-
ence or expediency from staff. The Special Rapporteur on the right to health writes, “[These inappropriate
considerations are] inherently incompatible with the right to health, [and] the prohibition of discrimina-
tion on the ground of disability ... In these circumstances, it is especially important that the procedural
safeguards protecting the right to informed consent are both watertight and strictly applied.”® For more
detailed information on disability and health, please see Chapter 9.

Persons unable to provide informed consent

Patients may be deemed legally incompetent to make decisions on their own behalf, including providing
informed consent to treatment. Patients who are declared legally incompetent can include unconscious
patients; minors; patients experiencing confusion or other altered mental states (this includes the elderly);
those under the influence of sedatives or other drugs that affect alertness and cognition; and on occasion,
persons with disabilities, depending upon their perceived impairment.>

Many countries have a system in which a guardian or representative is authorized to make decisions on
behalf of the legally incompetent individual. Depending on the jurisdiction and circumstances, health pro-
viders might also have the authority to commit a person involuntarily to a health care facility. Involuntary
commitment is generally reserved for severe cases where the person is in immediate danger of harming
him/herself or others.

There are frequent issues with guardianship and involuntary commitment because these processes involve
denying an individual their autonomy to make decisions. It is crucial that the system be as formal and
transparent as possible and to establish procedural safeguards to ensure that the dignity and rights of the
individual are upheld. An example of a procedural safeguard for involuntary commitment is to allow courts
or tribunals access to challenge the admission.? For more information, please see Chapter 9 on Disability.

Prisoners

Prisoners who are ill often face violations of their rights as patients. Prisoners have the same rights as other pa-
tients, including the right to refuse treatment, the right to informed consent, the right to privacy and confiden-
tiality, and the right to information. For example, they have the right to refuse treatment, including abortions
and medical testing.?* Conducting these procedures without informed consent would be coerced or forced and
in violation of the prisoner’s right to refuse treatment. Derogations from the right to refuse treatment in prison
include the prevention and control of communicable diseases and the treatment of mental illness, but both

are subject to specific conditions and should be implemented in line with international standards. The prison
population includes especially vulnerable groups with special needs, including prisoners with mental health
care needs, elderly prisoners, and prisoners with terminal illness.?* These vulnerable sub-populations may
require special attention to ensure that their rights to health and life with dignity are realized.

20
21

22

23
24

UN Commission on Human Rights, Special Rapportuer on the right of everyone to the enjoyment of the highest attainable standard of physical and mental
health, E/CN.4/2005/51 (Feb. 11, 2005).

World Medical Assembly (WMA), Declaration of Lisbon on the Rights of the Patient, (1981). www.wma.net/en/3opublications/1opolicies/I4/.

UN Commission on Human Rights, Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and mental
health, E/CN.4/2005/51 (Feb. 11, 2005).

Lines R, “The right to health of prisoners in international human rights law,” International Journal of Prisoner Health, 4, no. 1 (March 2008): 3-53.
www.ahrn.net/library_upload/uploadfile/file3102.pdf.

Ibid.

United Nations Office of Drugs and Crime, Handbook on Prisoners with special needs (2009). www.unodc.org/documents /justice-and-prison-reform/Pris-
oners-with-special-needs.pdf.
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Women

Women are particularly vulnerable to violations of their rights while seeking health care, especially for
sexual and reproductive health care services. For example, Human Rights Watch documented abuse of
pregnant women during health care visits in South Africa:

[Forms of abuse] include ridiculing or ignoring women’s needs when in pain, especially during labour,
unnecessary delays in providing treatment, leaving women to deliver their babies without help, accus-
ing women who appear not to be following nurses’ orders of wanting to harm their babies, verbal
insults and degrading treatment, such as asking women to clean up their own blood, or intimidation
and threats of harm. Physical abuse involves slapping, pinching, rough treatment and a deliberate
refusal to give pain-relieving medication.?

Other issues include independent and autonomous access to sexual and reproductive services, forced
sterilization and forced contraception, and physical and sexual abuse by the care giver.?® Violence and
assault against women in sexual and reproductive health care settings perpetuates stigma and discrimina-
tion against women that denies them human dignity.

The Special Rapporteur to health notes, “Stigma and discrimination against women from marginalized
communities, including indigenous women, women with disabilities and women living with HIV/AIDS,
have made women from these communities particularly vulnerable to such abuses.”?” The Special Rappor-
teur on water explains, “Stigma is, by its demeaning and degrading nature, antithetical to the very idea of
human dignity. Stigma as a process of devaluation, of making some people “lesser” and others “greater”,
is inconsistent with human dignity, which is premised on notions of the inherent equality and worthiness
of the human person. It undermines human dignity, thereby laying the groundwork for violations of human
rights.”?® Female patients from marginalized populations have the right to seek health care in a manner
that is non-discriminatory and respects their dignity.

Access to essential medicines

Access to essential medicines is lacking in many developing countries. An estimated 1.3 to 2.1 billion people
worldwide have no access to essential medicines. According to a 2011 study, about one third of the world pop-
ulation lacks regular access to essential medicines.? Only 10% of pharmaceutical research and development
spending is directed to health problems that account for 9o% of the global disease burden. A small number of
companies dominate global production, trade, and sale of medicines. Ten companies account for almost half
of all sales.>> However, “Inequity in access to essential medicines is part of inequity in health care.”s' An expert
consultation on access to medicines recommended in 2011 that “From the right to health perspective, access
to medicines must be equitable. Additionally, more research and development is needed to promote the avail-
ability of new drugs for those diseases causing a heavy burden on developing countries.”3?

25
26

27
28
29
30
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Human Rights Watch, Healthcare is Failing Women (Dec. 20, 2011). www.hrw.org/news /2011/12/20/healthcare-failing-women.

Inter-American Commission on Human Rights, Access to Information on Reproductive Health from a Human Rights Perspective (Nov. 11, 2011). www.oas.
org/en/iachr/women/docs/pdf/womenaccessinformationreproductivehealth.pdf; UN General Assembly, Special Rapporteur on the right of everyone to the
enjoyment of the highest attainable standard of physical and mental health, Aj]64/272 (Aug. 10, 2009).

Ibid.

UN Human Rights Council, Special Rapporteur on the human right to safe drinking water and sanitation, AJHRC/21/42 (July 2, 2012).

Hogerzeil H and Mirza Z, The World Medicines Situation in 2011: Access to Essential Medicines as Part of the Right to Health (WHO, 2011). http://apps.who.
int/medicinedocs/documents/s18772en/s18772en.pdf.

World Health Organization (WHO), The World Medicines Situation (2004). http://apps.who.int/medicinedocs/en/d/|s6160e/9.html. The 2011 edition is
being released chapter by chapter and will be available at: www.who.int/medicines/areas/policy/world_medicines_situation/en/index.html.

Hogerzeil H and Mirza Z, The World Medicines Situation in 2011: Access to Essential Medicines as Part of the Right to Health (WHO, 2011). http://apps.who.
int/medicinedocs/documents/s18772en/s18772en.pdf.

UN Human Rights Council, Special Rapporteur on the right of everyone to the enjopyment of the highest attainable standard of physical and mental health, A|
HRC/17/43 (Mar. 16, 2011).
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High pricing is another factor that hinders access to medicines. Companies that develop new medicines
are often granted a patent, which permits that company to be the sole manufacturer of that medicine for a
designated period of time. The expert consultation on access to medicines explains:

While intellectual property rights have the important function of providing incentives for innovation,
they can, in some cases, obstruct access by pushing up the price of medicines. The right to health re-
quires a company that holds a patent on a lifesaving medicine to make use of all the arrangements
at its disposal to render the medicine accessible to all.3

Access to essential medicines is considered an integral part of the right to health. However, 60 countries
do not recognize the right to health in their national constitutions and more than 30 countries have not
yet ratified the International Convention on Economic, Social, and Cultural Rights. General Comment 14
says that States must make public health and health care facilities available, including “essential drugs, as
defined by the WHO Action Programme on Essential Drugs.”3*

What are the current practices in the area of patient care?
Methods for applying human rights to patient care are diverse and occur on multiple levels of government
and through engagement with private actors. A common approach to incorporating human rights norms
into patient care is through the development of a code or declaration of patient rights. It is important to
keep in mind that this approach does not cover the full range of rights and duties that should be applied
to all stakeholders in health care provision. However, developing patient rights that are based upon human
rights standards and principles is an important step in delineating the rights and obligations of patients in
relation to their health care providers.

Bioethics is another avenue to incorporating human rights into patient care. The definition of “bioethics”
remains controversial, but generally the field covers ethical issues arising in the life sciences, medicine,
and technology. Bioethics often deals with moral and ethical issues of medical and scientific research as
well as approaches to dealing with epidemics. Subsumed under bioethics, too, are ethical issues arising
from the relationship between patient and doctor.

When evaluating codifications of patients’ rights or bioethics, it is important to understand that they may
contain some human rights principles and elements, but may not necessarily contain the full range of
rights granted under human rights law.

In the table below, we provide four different codifications of patients’ rights. We provide these four to offer
a picture of the different approaches that can be taken to this subject. It is interesting to note the extent to
which each codification incorporates human rights principles and how each codification focuses on certain
sets of rights.

33 Ibid.
34 UN Committee on Economic, Social and Cultural Rights, General Comment No. 14, U.N. Doc. E/C.12/2000/4 (Aug. 11, 2000). www.unhchr.ch/tbs/doc.
nsf/(symbol) /E.C.12.2000.4.En.
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1. Universal Declaration on Bioethics and Human Rights (UDBHR).» The UDBHR was adopted by UNE-
SCO’s General Conference on October 19, 2005. The declaration was developed by the International
Bioethics Committee under UNESCO, which “follows progress in the life sciences and its applications
in order to ensure respect for human dignity and freedom.”

2. Declaration of Lisbon.” The World Medical Association’s Declaration of Lisbon on the Rights of the
Patient was created in 1981. This declaration was not created using the human rights framework. The
preamble states:

While a physician should always act according to his/her conscience, and always in the best
interests of the patient, equal effort must be made to guarantee patient autonomy and justice.
The following Declaration represents some of the principal rights of the patient that the medical
profession endorses and promotes.?

This statement expressly recognizes the rights of physicians to act according to their best medical
knowledge. To this end, it is the only declaration in the table below that incorporates a provision on
procedures against the patient’s will.

3. European Convention on Human Rights and Biomedicine.> The Convention for the Protection of Hu-
man Rights and Dignity of the Human Being with regard to the Application of Biology and Medicine:
Convention on Human Rights and Biomedicine was adopted by the Council of Europe in 1997. This
convention sets out certain basic patient rights principles, such as equitable access to health care and
protection of consent, private life, and right to information.

4. European Charter of Patients’ Rights (ECPR).« The ECPR was compiled in 2002 by Active Citizenship
Network, a European network of civic, consumer, and patient organizations. This charter was part of a
grassroots movement across Europe for patients to play a more active role in shaping the delivery of
health services and an attempt to translate regional documents on the right to health care into specif-
ic provisions.#' Although this charter is not legally binding, a strong network of patient rights groups
across Europe has successfully lobbied their national governments for recognition and adoption of
rights in the charter.# The charter has also been used as a reference point to monitor and evaluate
health care systems across Europe. In September 2007, the European Economic and Social Commit-
tee (EESE) approved its own initiative opinion on patients’ rights, declaring that it “welcomes and
acknowledges” the European Charter of Patients’ Rights.

35
36
37
39
40

41
42

1.8

United Nations Educational, Scientific and Cultural Organization (UNESCO), Universal Declaration of Bioethics and Human Rights, 2005. www.unesco.
org/new/en/social-and-human-sciences /themes /bioethics /bioethics-and-human-rights/.

United Nations Educational, Scientific and Cultural Organization (UNESCO), “International Bioethics Committee,” www.unesco.org/new/en/so-
cial-and-human-sciences/themes /bioethics/international-bioethics-committee/.

World Medical Assembly, Declaration of Lisbon on the Rights of the Patient [Declaration of Lisbon], 1981. www.wma.net/en/3opublications/1opolicies/l4/.
Ibid.

Council of Europe, Convention for the Protection of Human Rights and Dignity of the Human Being with regard to the Application of Biology and Medi-
cine [Convention on Human Rights and Biomedicine], 1997. http://conventions.coe.int/Treaty/en/Treaties/Html|/164.htm.

Active Citizenship Network, European Charter of Patients’ Rights [ECPR], 2002. www.eesc.europa.eu/self-and-coregulation/documents/codes /pri-
vate/o08s-private-act.pdf.

It is important to note that the pharmaceutical company Merck & Co. also provided funding for this movement.

One of the activities of new EU member-states during the process of preparation for accession in the EU was adjustment of health care legislation
towards European standards. Many countries, such as Bulgaria, adopted a new health law, whose structure and contents are strictly in line with the
European Charter of Patients’ Rights.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/bioethics-and-human-rights/
http://www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/bioethics-and-human-rights/
http://www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/international-bioethics-committee/
http://www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/international-bioethics-committee/
http://www.wma.net/en/30publications/10policies/l4/
http://conventions.coe.int/Treaty/en/Treaties/Html/164.htm
http://www.eesc.europa.eu/self-and-coregulation/documents/codes/private/085-private-act.pdf
http://www.eesc.europa.eu/self-and-coregulation/documents/codes/private/085-private-act.pdf

Patient Care

Table: Codifications of

patients’ rights

Declaration of

Convention on Human

1. Human dignity, hu-
man rights and funda-
mental freedoms are to
be fully respected.

Article 10 — Equality,
justice and equity

The fundamental equal-
ity of all human beings
in dignity and rights is
to be respected so that
they are treated justly
and equitably.

a. The patient’s dignity
and right to privacy shall
be respected at all times
in medical care and
teaching, as shall his/her
culture and values.

Parties to this Conven-
tion shall protect the
dignity and identity of
all human beings and
guarantee everyone,
without discrimination,
respect for their integrity
and other rights and fun-
damental freedoms with
regard to the application
of biology and medicine.

UHBHR (2005) Lisbon (1981) Rights and Biomedicine ECPR (2002)
(1997)
Protection of Article 3 — Human digni- | 10. Right to dignity Article 1 — Purpose
Human Dignity |ty and human rights and object

2. ... progress in science
and technology should
advance:

(a) access to quality
health care and essential
medicines, especially for
the health of women and
children, because health
is essential to life itself
and must be consid-
ered to be a social and
human good.

Parties, taking into
account health needs
and available resources,
shall take appropriate
measures with a view to
providing, within their
jurisdiction, equitable
access to health care of
appropriate quality.

Non-Discrimi- | Article 11 — Non- 1. Right to medical care | Article 11 - 2 - Right of access
nation discrin'1inati<.>n a.nd of good quality Non-discrimination The health services must
non-stigmatization a. Every person is Any form of discrimina- | guarantee equal access
No individual or group | entitled without discrim- | tion against a person to everyone, without dis-
should be discriminated ination to appropriate on grounds of his or criminating on the basis
against or stigmatized medical care. her genetic heritage is of financial resources,
on any grounds, in vio- prohibited.w place of residence, kind
lation of human dignity, of illness or time of
human rights and funda- access to services.
mental freedoms.
Primacy of Article 3 — Human digni- | 1. Right to medical care | Article 2 — Primacy of the
the Patient ty and human rights of good quality human being
2. The interests and c. The patient shall The interests and welfare
welfare of the individual | always be treated in of the human being shall
should have priority accordance with his/her | prevail over the sole
over the sole interest of | best interests. interest of society or
science or society. science.
Access to Article 14 — Social re- Article 3 — Equitable 2 - Right of access
Health Care sponsibility and health access to health care

Every individual has
the right of access to
the health services that
his or her health needs
require. ...
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Patient Care

Table: Codifications of patients’ rights (cont.)

UHBHR (2005)

Declaration of
Lisbon (1981)

Convention on Human
Rights and Biomedicine

(1997)

ECPR (2002)

Quality of Care

1. Right to medical care
of good quality

C. ... The treatment
applied shall be in
accordance with gener-
ally approved medical
principles.

d. Quality assurance
should always be a part
of health care. Phy-
sicians, in particular,
should accept responsi-
bility for being guardians
of the quality of medical
services.

Article 4 — Professional
standards

Any intervention in the
health field, including re-
search, must be carried
out in accordance with
relevant professional ob-
ligations and standards.

8 - Right to the
Observance of quality
standards

Each individual has the
right of access to high
quality health services on
the basis of the specifi-
cation and observance of
precise standards.

The right to quality
health services requires
that health care institu-
tions and professionals
provide satisfactory
levels of technical per-
formance, comfort and
human relations ...

Individual Au-
tonomy

Article 5 — Autonomy and
individual responsibility

The autonomy of per-
sons to make decisions,
while taking responsibil-
ity for those decisions
and respecting the
autonomy of others,

is to be respected. For
persons who are not
capable of exercising
autonomy, special mea-
sures are to be taken to
protect their rights and
interests.

3. Right to self-
determination

a. The patient has the
right to self-determina-
tion, to make free deci-
sions regarding himself/
herself. The physician
will inform the patient of
the consequences of his/
her decisions.

5 - Right to free choice

Each individual has the
right to freely choose
from among different
treatment procedures
and providers on the
basis of adequate infor-
mation.

The patient has the right
to decide which diagnos-
tic exams and therapies
to undergo, and which
primary care doctor,
specialist or hospital to
use ...

Information

7. Right to information

a. The patient has the
right to receive informa-
tion about himself/her-
self recorded in any of
his/her medical records,
and to be fully informed
about his/her health
status including the
medical facts about his/
her condition. ...

Article 10 — Private life
and right to information

2. Everyone is entitled to
know any information
collected about his or
her health. ...

3 - Right to information

Every individual has the
right to access to all kind
of information regarding
their state of health, the
health services and how
to use them, and all that
scientific research and
technological innovation
makes available. ...

.10
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Patient Care

Table: Codifications of patients’ rights (cont.)

UHBHR (2005)

Declaration of
Lisbon (1981)

Convention on Human
Rights and Biomedicine

(1997)

ECPR (2002)

Informed
Consent

Article 6 — Consent

1. Any preventive, diag-
nostic and therapeutic
medical intervention is
only to be carried out
with the prior, free and
informed consent of

the person concerned,
based on adequate infor-
mation ...

3. Right to self-determi-
nation

b. A mentally competent
adult patient has the
right to give or withhold
consent to any diagnos-
tic procedure or therapy.
The patient has the right
to the information nec-
essary to make his/her
decisions...

Article 5 — General rule

An intervention in the
health field may only

be carried out after the
person concerned has
given free and informed
consenttoit ...

4 - Right to consent

Every individual has the
right of access to all
information that might
enable him or her to
actively participate in the
decisions regarding his
or her health; this infor-
mation is a prerequisite
for any procedure and
treatment ...

Persons Who
Lack Capacity
to Provide
Informed
Consent

Article 7 — Persons
without the capacity
to consent

In accordance with
domestic law, special
protection is to be given
to persons who do not
have the capacity to
consent:

(a) authorization for
research and medical
practice should be
obtained in accordance
with the best interest of
the person concerned
and in accordance with
domestic law. However,
the person concerned
should be involved

to the greatest extent
possible in the deci-
sion-making process of
consent, as well as that
of withdrawing consent;

4. The unconscious
patient

a. If the patient is un-
conscious or otherwise
unable to express his/
her will, informed con-
sent must be obtained
whenever possible, from
a legally entitled repre-

Article 6 — Protection
of persons not able to
consent

1. ... an intervention may
only be carried out on

a person who does not
have the capacity to con-

sent, for his or her direct

benefit ...

sentative. ...

5. The legally
incompetent patient

a. If a patient is a minor
or otherwise legally in-
competent, the consent
of a legally entitled rep-
resentative is required
in some jurisdictions.
Nevertheless the patient
must be involved in the
decision-making to the
fullest extent allowed by
his/her capacity...

Article 7 — Protection
of persons who have a
mental disorder

... a person who has a
mental disorder of a
serious nature may be
subjected, without his or
her consent, to an inter-
vention aimed at treating
his or her mental disor-
der only where, without
such treatment, serious
harm is likely to result to
his or her health.

Article 8 — Emergency
situation

Article g — Previously
expressed wishes

4 - Right to consent

In all circumstances
which provide for a legal
representative to give the
informed consent, the
patient, whether a minor
or an adult unable to un-
derstand or to will, must
still be as involved as
possible in the decisions
regarding him or her.
The informed consent of
a patient must be pro-
cured on this basis.
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Table: Codifications of patients’ rights (cont.)

UHBHR (2005)

Declaration of
Lisbon (1981)

Convention on Human
Rights and Biomedicine

(1997)

ECPR (2002)

Privacy and
Confidentiality

Article g — Privacy and
confidentiality

The privacy of the per-
sons concerned and the
confidentiality of their
personal information
should be respected. ...

8. Right to confidentiality

a. All identifiable infor-
mation about a patient’s
health status, medical
condition, diagnosis,
prognosis and treatment
and all other information
of a personal kind must
be kept confidential,
even after death. ...

Article 10 — Private life
and right to information

Everyone has the right to
respect for private life in
relation to information
about his or her health.

6-Right to privacy and
confidentiality

Every individual has the
right to the confidential-
ity of personal informa-
tion, including infor-
mation regarding his or
her state of health and
potential diagnostic or
therapeutic procedures,
as well as the protection
of his or her privacy
during the performance
of diagnostic exams,
specialist visits, and
medical/surgical treat-
ments in general. ...

1.12

The European Charter of Patients’ Rights contains 14 provisions, of which only seven
are featured within the table above. The full list of provisions is:
Right to Preventative Measures

o

PN OV AW

11.
12.
13.
14.

Right of Access
Right to Information
Right to Consent
Right to Free Choice

Right to Privacy and Confidentiality
Right to Respect Patients’ Time
Right to the Observance of Quality Standards

Right to Safety
Right to Innovation

Right to Avoid Unnecessary Suffering and Pain
Right to Personalized Treatment

Right to Complain

Right to Compensation
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2. WHICH ARE THE MOST RELEVANT INTERNATIONAL
AND REGIONAL HUMAN RIGHTS STANDARDS
RELATED TO PATIENT CARE?

How to read the tables
Tables A and B provide an overview of relevant international and regional human rights instruments. They
provide a quick reference to the rights instruments and refer you to the relevant articles of each listed hu-
man right or fundamental freedom that will be addressed in this chapter.

From Table 1 on, each table is dedicated to examining a human right or fundamental freedom in detail as it
applies to patient care. The tables are organized as follows:

Human right or fundamental freedom

Examples of Human Rights Violations

Human rights standards UN treaty body interpretation

This section provides general comments issued by UN treaty bodies as
well as recommendations issued to States parties to the human right
treaty. These provide guidance on how the treaty bodies expect countries
to implement the human rights standards listed on the left.

Human rights standards Case law

This section lists case law from regional human rights courts only. There
may be examples of case law at the country level, but these have not been
included. Case law creates legal precedent that is binding upon the states
under that court’s jurisdiction. Therefore it is important to know how the
courts have interpreted the human rights standards as applied to a specif-
ic issue area.

Other interpretations: This section references other relevant interpretations of the issue.
It includes interpretations by:

« UN Special Rapporteurs

« UN working groups

« International and regional organizations

« International and regional declarations

The tables provide examples of human rights violations as well as legal standards and precedents that can
be used to redress those violations. These tools can assist in framing common health or legal issues as
human rights issues, and in approaching them with new intervention strategies. In determining whether
any human rights standards or interpretations can be applied to your current work, consider what viola-
tions occur in your country and whether any policies or current practices in your country contradict human
rights standards or interpretations.

Human rights law is an evolving field, and existing legal standards and precedents do not directly address
many human rights violations. Through ongoing documentation and advocacy, advocates can build a
stronger body of jurisprudence on human rights in patient care.
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Abbreviations

In the tables, we use the following abbreviations to refer to the eleven treaties and their corresponding

.14

enforcement mechanisms:

Treaty

Enforcement Mechanism

Universal Declaration of Human Rights (UDHR)

None

International Covenant on Civil and
Political Rights (ICCPR)

Human Rights Committee (HRC)

International Covenant on Economic, Social, and
Cultural Rights (ICESCR)

Committee on Economic, Social and Cultural
Rights (CESCR)

Convention on the Elimination of All Forms of
Discrimination Against Women (CEDAW)

Committee on the Elimination of Discrimination
Against Women (CEDAW Committee)

International Convention on the Elimination of All
Forms of Racial Discrimination (ICERD)

Committee on the Elimination of Racial
Discrimination (CERD)

Convention on the Rights of the Child (CRC)

Committee on the Rights of the Child
(CRC Committee)

African Charter on Human and Peoples’ Rights and
Protocols (ACHPR)

African Commission on Human and Peoples’
Rights (ACHPR Commission)

[European] Convention for the Protection of Human
Rights and Fundamental Freedoms (ECHR)

European Court of Human Rights (ECtHR)

1996 Revised European Social Charter (ESC)

European Committee of Social Rights (ECSR)

American Convention on Human Rights (ACHR)

Inter-American Court of Human Rights (IACHR)

American Declaration of the Rights and Duties
of Man (ADRDM)

Inter-American Court of Human Rights (IACHR)

Also cited are the former Commission on Human Rights (CHR) and various UN Special Rapporteurs

(SR) and Working Groups (WG).
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Table A: International Human Rights Instruments and
Protected Rights and Fundamental Freedoms

UDHR ICCPR ICESCR CEDAW ICERD CRC
Liberty and
Security of Person Art. 3 Art. 9(1) Art. 5(0)
Privacy Art. 12 Art. 17 Art. 16
Expression and Art. 13,
Information Art.19 Art.19(2) Art. 17
Bodily Integrity
Life Art. 3 Art. 6(1) Art. 6(1)
Health Art. 25 Art. 12 Art.12 | Art.5(e)(iv) | Art. 24
Torture or Cruel,
Inhuman or Art. 5 Art. 7 Art. 37(a)
Degrading Treatment*
Participate in
Public Policy Art. 21 Art. 25 Art. 7 Art. 5(c)
Non-discrimination Art. 2(1), Art. 2(2), Art. 2,
and Equality Art.1, 2 Art. 3 Art. 3 Art. 2, Al Art. 5, All Art. 2

*See also Convention against Torture and Other Cruel, Inhuman or Degrading
Treatment or Punishment, Article 2.

Table B: Regional Human Rights Instruments and Protected
Rights and Fundamental Freedoms

Africa: Europe: Europe: Americas: Americas:

ACHPR ECHR ESC ADRDM ACHR
Liberty and
St P Art. 6 Art. 5(1) Art. | Art. 7
Privacy Art. 8 Art. V Art. 1
ExpreSS|?n and Art. 9 Art. 10 Art. IV Art. 13
Information
Bodily Integrity
Life Art. 4 Art. 2 Art. | Art. 4
Health Art. 16 Art. 11 Art. X|

Art. 13

Torture or Cruel,
Inhuman or Art. g Art. 3 Art. 5(2)
Degrading Treatment*
Participate in
Public Policy Art. 13 Art. XX Art. 23
Non-discrimination Art. 2
andEqtiality Art. 19 Art. 14 Art. E Art. 11 Art. 1 (1)
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Patient Care

Table I: Patient Care and the Right to Liberty and Security of the Person

Examples of Human Rights Violations

« A hospital employs excessive restraints on patients, such as tying them to a bed or wheelchair for hours each day.
« Mentally ill patients are confined without a set procedure or standard.

« There are unjustified delays in reviewing whether mentally ill patients must continue to be institutionalized.

- Patients are detained in hospitals for their inability to pay bills.

- Patients are quarantined unnecessarily.

Human Rights Standards

Treaty Body Interpretation

ICCPR 9(1) Everyone has the right to liberty and security of person.
No one shall be subjected to arbitrary arrest or detention. No one
shall be deprived of his liberty except on such grounds and in
accordance with such procedure as are established by law.

HRC: Considering a period of 14 days of detention for
mental health reasons without review by a court in
Estonia incompatible with ICCPR 9. CCPR/CO/77/EST
(HRC, 2003)

Human Rights
Standards

Case Law

ECHR 5(1) Every-
one has the right to
liberty and security
of person. No one
shall be deprived of
their liberty except

in accordance with a
procedure prescribed
by law [due process]
and except in those
instances specifically
enumerated by this
Convention (para-
phrase).

ECtHR: Establishing that civil commitment must follow a procedure prescribed by law and cannot be
arbitrary; the person must have a recognized mental illness and require confinement for the purpos-
es of treatment. Winterwerp v. The Netherlands, 6301/73 (November 27, 1979)

ECtHR: Mandating speedy periodic legal review of civil commitment with the essential elements of
due process. X v. United Kingdom, 7215/75 (November 5, 1981).

ECtHR: Awarding damages for violation of liberty interests to a patient detained in a Hungarian
psychiatric hospital for 3 years where the judicial decision of the national court was superficial and
insufficient to show dangerous conduct. Gajesi v. Hungary, 34503/03 (October 3, 2003).

ECtHR: The applicant, who had been diagnosed with autism, was admitted to the hospital as an “in-
formal patient” between 22 July and 29 October 1997, which he maintained amounted to a depriva-
tion of liberty under Art. 5(1). The Court noted that there were no formalised admission procedures,
and that because of the lack of procedural safeguards the hospital staff “assumed full control of the
liberty and treatment of a vulnerable incapacitated individual solely on the basis of their own clini-
cal assessments completed as and when they considered fit.” The Court held that “this absence of
procedural safeguards fails to protect against arbitrary deprivations of liberty on grounds of neces-
sity and, consequently, to comply with the essential purpose of Article 5 § 1” and therefore found a
violation of Art. 5(1). H.L. v. United Kingdom, 45508/99 (October 5, 2004).

ECtHR: The applicant was admitted to a clinic for an extended stay where she attempted to escape
several times. The Court stated that in order to determine whether there was a deprivation of her lib-
erty, the starting-point had to be the specific situation of the individual concerned with account taken
of a wide range of factors, such as the type, duration, effects and manner of implementation of the
measure in question. Because the applicant never consented and attempted to escape several times,
the Court found that there was a violation of Art. 5(1). Storck v. Germany, no. 61603/00 (June 16, 2005).

ECtHR: The applicant, a mental health patient subject to internment, was detained in a prison where
he subsequently committed suicide. The Court held there was a violation of Art. 5(1) because the
detention was contrary to national law, which required the internment take place in a specialised
institution, or at worst the psychiatric wing of a prison. The Court also recalled its finding in Aerts v.
Belgium, 25357/94 (July 30, 1998) in which it held that the detention of a mentally ill person under
Art. 5(1) (e) is only lawful if it is carried out in a hospital, clinic or other appropriate institution. De-
Donder and De Clippel v. Belgium, 8595/06 (December 6, 2011).
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Table I: (Cont.)

Other Interpretations
UN Working Group on Arbitrary Detention: “The Working Group has

also been informed by several sources that, in some countries, the

disabled, drug addicts and people suffering from AIDS are detained in places that are incompatible with their state of health, some-
times without treatment and without it having been established that their detention is justified on medical or public health grounds. The
Group is concerned because it is vulnerable persons that are involved, people who are often stigmatized by social stereotypes; but it is
concerned above all because often such administrative detention is not subject to judicial supervision.” E/CN.4/2004/3 (December 15,
2003), § 74. (See also, E/CN.4/2005/6 (December 1, 2004), 49 47-58 on psychiatric detention).

Table 2: Patient Care and the Right to Privacy

Examples of Human Rights Violations

« Medical examinations take place under public conditions.

Patient medical information is open to all hospital staff, including those not involved in patient care.
Patients are forced to disclose their medical diagnosis to their employer in order to obtain sick leave from work.

Terminally ill patients are forced to remain in public wards.
Staff of medical/psychiatric institutions routinely open patient mail and review their correspondence.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1): The States Parties to the present Covenant rec-
ognize the right of everyone to the enjoyment of the highest
attainable standard of physical and mental health.

CESCR General Comment No. 14 (12): While highlighting
the importance of information accessibility in health care,
CESCR says that State Parties “should not impair the right to
have personal health data treated with confidentiality.”

CRC 16(1): No child shall be subjected to arbitrary or unlaw-
ful interference with his or her privacy, family, home or corre-
spondence, nor to unlawful attacks on his or her honour and
reputation.

CRC General Comment No. 4: Encouraging state parties

to strictly protect adolescent health privacy and describing
health care provider obligations to maintain privacy of ad-
olescent patients; suggesting state parties enact legislation
to protect adolescent patient privacy; and drawing attention
to patient confidentiality and privacy component living in
CESCR’s commitment to the highest attainable standard of
health. CRC/GC/2003/4 (2003), § 11, 33, 40.

CRC: Highlighting the need for confidentiality for adoles-
cents with respect to sexual and reproductive health in
Djibouti. CRC/C/97 (2000), para 555.

CEDAW 12 (1). States Parties shall take all appropriate
measures to eliminate discrimination against women in the
field of health care in order to ensure, on a basis of equality
of men and women, access to health care services, including
those related to family planning.

CEDAW 12(2). Notwithstanding the provisions of paragraph |
of this article, States Parties shall ensure to women appropri-
ate services in connection with pregnancy, confinement and

the post-natal period, granting free services where necessary,
as well as adequate nutrition during pregnancy and lactation.

CEDAW: Recommending that Paraguay “adopt a policy

for patient privacy, to safeguard doctor-patient confidentiality
specifically when treating women for abortion complica-
tions.” CEDAW/C/PRY/CO/6 (201m), para. 31.
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Table 2: (cont.)

Human Rights Standards Case Law

ECHR 8(1). Everyone has ECtHR: The applicant’s medical records were sent from her clinic to the Social Insurance Of-
the right to respect for his fice without her knowledge or consent. The Court held that “the protection of personal data,
private and family life, his particularly medical data, is of fundamental importance to a person’s enjoyment of his or her
home and his correspon- right to respect for private and family life . . . . Respecting the confidentiality of health data
dence. is a vital principle . . . . It is crucial not only to respect the sense of privacy of the patient but

also to preserve his or her confidence in the medical profession and in the health services in

ECHR 8(2). There shall be general.” M.S. v. Sweden, 20837/92 (August 27, 1997).
no interference by a public

authority with the exercise of | ECtHR: The applicant’s medical records, including her HIV diagnosis, were included in her
this right except such asis | husband’s trial against her will, and the trial record was subsequently made public. The Court
in accordance with the law | noted that disclosure of health data “may dramatically affect [a person’s] private and family
and is necessary in a demo- | life, as well as social and employment situation, by exposing him or her to opprobrium and
cratic society in the interests | the risk of ostracism.” Z. v. Finland, 22009/93 (February 25, 1997).

of national security, public
safety or the economic
well-being of the country, for
the prevention of disorder or
crime, for the protection of
health or morals, or for the
protection of the rights and
freedoms of others.

ECtHR: The applicant’s correspondence sent to him during at his stay at a psychiatric hospi-
tal was first sent to a curator who selected which correspondence to pass on to the applicant.
Although Art. 8(2) permits violations of Art. 8(1) for the protection of health, the Court found
that the hospital violated Art. 8, stating that there were no measures to ensure that the law
permitting correspondence screening was not arbitrarily applied or to protect against arbi-
trary interference of Art. 8(1). Herczegfalvy v. Austria, 10533/83 (September 24, 1992).

Other Interpretations

Declaration of Lisbon on the Rights of the Patient, Principle 8: Right to Confidentiality.

a. All identifiable information about a patient’s health status, medical condition, diagnosis, prognosis and treatment and all other
information of a personal kind must be kept confidential, even after death. Exceptionally, descendants may have a right of access
to information that would inform them of their health risks.

b. Confidential information can only be disclosed if the patient gives explicit consent or if expressly provided for in the law. Information
can be disclosed to other health care providers only on a strictly “need to know” basis unless the patient has given explicit consent.

c. Allidentifiable patient data must be protected. The protection of the data must be appropriate to the manner of its storage. Human
substances from which identifiable data can be derived must be likewise protected.

Declaration on the Promotion of Patients’ Rights in Europe:
Art. 4.1: All information about a patient’s health status . . . must be kept confidential, even after death.
Art. 4.8: Patients admitted to health care establishments have the right to expect physical facilities which ensure privacy.

Convention for the Protection of Individuals with Regard to Automatic Processing of Personal Data.

European Convention on Human Rights and Biomedicine:

Art 10(1): Everyone has the right to respect for private life in relation to information about his or her health.”

Explanatory Report, Para.63: The first paragraph establishes the right to privacy of information in the health field, thereby reaffirming the
principle introduced in Article 8 of the European Convention on Human Rights and reiterated in the Convention for the Protection of
Individuals with regard to Automatic Processing of Personal Data. It should be pointed out that, under Article 6 of the latter Convention,
personal data concerning health constitute a special category of data and are as such subject to special rules.

European Charter of Patients’ Rights, Art. 6: Every individual has the right to the confidentiality of personal information, including in-
formation regarding his or her state of health and potential diagnostic or therapeutic procedures, as well as the protection of his or her
privacy during the performance of diagnostic exams, specialist visits, and medical/surgical treatments in general.
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Table 3: Patient Care and the Right to Information

Examples of Human Rights Violations

each procedure.

« A state fails to provide information on various health care services. For instance, rape victims are entitled to obtain
post-exposure prophylaxis to prevent HIV infection, but very few are aware of this option.

«  Hospitals fail to provide information on patient satisfaction, clinical performance, and waiting lists.

«  Physicians fail to comprehensively explain to patients the facts related to their condition.

«  Physicians fail to provide patients with information about treatment options and the potential risks and benefits of

« Patients are denied access to their medical files.
« Information services are unavailable for people who speak certain languages or who are deaf or blind.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1) The States Parties to the present
Covenant recognize the right of everyone to the
enjoyment of the highest attainable standard of
physical and mental health.

CESCR General Comment No. 14 (12): Halth care accessibility “includes
the right to seek, receive and impart information and ideas concerning
health issues.”

CEDAW 10 States Parties shall take all appro-
priate measures to eliminate discrimination
against women in order to ensure to them equal
rights with men in the field of education and in
particular to ensure, on a basis of equality of
men and women:

(h) Access to specific educational information
to help to ensure the health and well-being of
families, including information and advice on
family planning.

CEDAW 16(1) States Parties shall take all
appropriate measures to eliminate discrimina-
tion against women in all matters relating to
marriage and family relations and in particular
shall ensure, on a basis of equality of men and
women:

(e) The same rights to decide freely and re-
sponsibly on the number and spacing of their
children and to have access to the information,
education and means to enable them to exercise
these rights.

CEDAW [Jurisprudence]: The petitioner was sterilized during a Caesarean
section to remove a dead fetus. She signed the consent form while on
the surgical table, in shock and without understanding of what steriliza-
tion meant. She argued that Hungary violated CEDAW 10(h) and 16(1)
(e) because she had not received “specific information about the steril-
ization, the effects of the operation on her ability to reproduce, or advice
on family planning and contraceptive measures — either immediately
before the operation or in the months/years before the operation was
carried out. She claims that she was not given information about the
nature of the operation, the risks and consequences, in a way that was
comprehensible to her before she was asked to sign the consent form.”
The Commiittee reasoned that “the author has a right protected by article
10(h) of the Convention to specific information on sterilization and alter-
native procedures for family planning in order to guard against such an
intervention being carried out without her having made a fully informed
choice. Furthermore, the Committee notes the description given of the
author’s state of health on arrival at the hospital and observes that any
counselling that she received must have been given under stressful

and most inappropriate conditions. Considering all these factors, the
Committee finds a failure of the State party, through the hospital person-
nel, to provide appropriate information and advice on family planning,
which constitutes a violation of the author’s right under article 10 (h) of
the Convention.” A.S. v. Hungary, Communication No. 4/2004, CE-
DAW/C/36/D/4/2004.
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Table 3: (cont.)

Human Rights Standards

Case Law

ECHR 8(2). There shall be
no interference by a public
authority with the exercise of
this right except such as is
in accordance with the law
and is necessary in a demo-
cratic society in the interests
of national security, public
safety or the economic
well-being of the country, for
the prevention of disorder or
crime, for the protection of
health or morals, or for the
protection of the rights and
freedoms of others.

ECtHR: The applicants, eight women of Roma origin, could not conceive any longer after
being treated at gynaecological departments in two different hospitals. They suspected that
it was because they had been sterilised during their stay in those hospitals. The hospitals
refused to release their medical records to their authorised legal representative or to allow
them to obtain a photocopy of the documents. The women then obtained judicial orders
permitting them to consult the records under the Health Care Act 1994, but were not allowed
to make photocopies. The Court found that this violated Art. 8. Since this case was filed, the
Health Care Act 2004 now explicitly provides for patients or persons authorised by them to
make copies of medical records. K.H. and Others v. Slovakia, 32881/04 (April 28, 2009)

ECtHR: The applicant, a serviceman, complained about inadequate access to information
about the tests performed on him at a defence establishment. The defence establishment
conducted research into chemical weapons for the UK’s armed forces, including tests of
gases on humans and animals. The Court found that “the State has not fulfilled the positive
obligation to provide an effective and accessible procedure enabling the applicant to have
access to all relevant and appropriate information that would allow him to assess any risk to
which he had been exposed during his participation in the tests.” Roche v. United Kingdom,
32555/96 (October1g, 2005).

Other Interpretations

Declaration of Lisbon on the Rights of the Patient, Principle 7: Right to Information.

a. The patient has the right to receive information about himself/herself recorded in any of his/her medical records, and
to be fully informed about his/her health status including the medical facts about his/her condition. However,
confidential information in the patient’s records about a third party should not be given to the patient without the

consent of that third party.

b.  Exceptionally, information may be withheld from the patient when there is good reason to believe that this
information would create a serious hazard to his/her life or health.
c. Information should be given in a way appropriate to the patient’s culture and in such a way that the patient can

understand.

d. The patient has the right not to be informed on his/her explicit request, unless required for the protection of

another person’s life.

e. The patient has the right to choose who, if anyone, should be informed on his/her behalf.

Declaration on the Promotion of Patients’ Rights in Europe:

Art. 2.2: Patients have the right to be fully informed about their health status, including the medical facts about their conditions; about the
proposed medical procedures, together with potential risks and benefits of each procedure; about alternatives to the proposed proce-
dures, including the effect of non-treatment; and about the diagnosis, prognosis, and progress of treatment.

Art. 2.6: Patients have the right to choose who, if any one, should be informed on their behalf.

European Convention on Human Rights and Biomedicine, Art. 10(2): Everyone is entitled to know any information collected about his or
her health. See also Explanatory Report, paras. 65-70 (interpreting the right to private life and right to information).

European Charter of Patients’ Rights, Art. 3: Every individual has the right to access to all kind of information regarding their state of
health, the health services and how to use them, and all that scientific research and technological innovation makes available.
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Table 4: Patient Care and the Right to Bodily Integrity

Examples of Human Rights Violations

«  Physicians either fail to obtain consent from patients before performing medical procedures, or do not provide
patients with enough information to make an informed decision.

« Inthe case of a very young patient or a patient lacking capacity, the hospital does not allow for a substitute
decision-maker.

« Ahospital lacks standardized procedures for obtaining patients’ consent to participate in scientific research.

«  Physicians ignore patient wishes regarding treatment.

- Patients are not allowed to switch physicians or health care providers.

Note On Bodily Integrity in International and National Treaties: The right to bodily integrity is not specifically recognized un-
der the ICCPR, ICESCR, or European conventions, but has been interpreted to be part of the right to security of the person
(ICCPR g, ECHR 5); the right to freedom from torture and cruel, inhuman, and degrading treatment (ICCPR 7, ECHR 3); the
right to privacy (ICCPR 17, ECHR 8); and the right to the highest attainable standard of health (ICESCR 12, ESC 11).

Human Rights Standards Treaty Body Interpretation

ICESCR 12(1): The States Parties to the present | CESCR General Comment No. 14(8): Explaining that the right to health
Covenant recognize the right of everyone to the | includes “the right to be free from torture, non-consensual medical treat-
enjoyment of the highest attainable standard of | ment and experimentation.”

physical and mental health.

Human Rights [ Case Law
Standards

ECHR 8(1). ECtHR: Pregnant mother wanted access to genetic test to determine the health of her child within the
Everyone has the | time-limit for abortion to remain a lawful option. The Court stated that“[clJompliance with the State’s
right to respect | positive obligation to secure to their citizens their right to effective respect for their physical and psycho-

for his private logical integrity may necessitate, in turn, the adoption of regulations concerning access to information
and family life, | about an individual’s health.” The Court also reasoned that the “right of access to such information

his home and falling within the ambit of the notion of private life can be said to comprise, in the Court’s view, on the
his correspon- | one hand, a right to obtain available information on one’s condition. The Court further consider[ed] that
dence. during pregnancy the foetus’ condition and health constitute[s] an element of the pregnant woman’s

health.” The Court therefore found a violation of Art. 8. R. R. v. Poland, 27617/04 (May 26, 2011).

ECtHR: “The imposition of medical treatment, without the consent of a mentally competent adult patient,
would interfere with a person’s physical integrity in a manner capable of engaging the rights protected
under Article 8 § 1 of the Convention.” Pretty v. United Kingdom, 2346/02 (Apr. 29, 2002), para. 83.

ECtHR: “The applicants maintained that the decisions to administer diamorphine to the first applicant
against the second applicant’s wishes and to place a DNR notice in his notes without the second appli-
cant’s knowledge interfered with the first applicant’s right to physical and moral integrity as well as with
the second applicant’s Article 8 rights. . . . The Court considers that, having regard to the circumstances
of the case, the decision of the authorities to override the second applicant’s objection to the proposed
treatment in the absence of authorisation by a court resulted in a breach of Article 8. ...” Glass v. United
Kingdom, 61827/00 (Mar. 9, 2004).

ECtHR: “The applicant complained that her right to respect for her private and family life had been violat-
ed as a result of her sterilisation without her full and informed consent.” The Court found that there was
a violation of Art. 8. V.C. v. Slovakia, 18968/07 (November 8, 2011).
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Table 4: (cont.)

Human Rights [ Case Law
Standards

ECHR 8(1). ECtHR: The applicant, NB, was sterilized while undergoing a Caesarean section at a public hospital.
Everyone has the | However, NB was only 17 years old at the time of the intervention, so she was also legally a minor. The
right to respect | hospital, in addition to having NB sign the consent form after the administration of tranquilizing pre-

for his private medication, never obtained the consent of her legal guardians. NB did not learn of her sterilization until
and family life, | several months after the fact because it was not noted in her release report from the hospital. The Court
his home and unanimously held that NB had been sterilized without informed consent and in contravention of Articles
his correspon- | 8 and 13. N.B. v. Slovakia, 29518/10 (June 12, 2012).

dence.

ECtHR: Between 1977 and 1979, the applicant was placed in a clinic against her will, where she was im-
mobilized and received medical treatment against her will. The Court found that “[i]n so far as the appli-
cant argued that she had been medically treated against her will while detained, the Court reiterates that
even a minor interference with the physical integrity of an individual must be regarded as an interference
with the right to respect for private life under Article 8 if it is carried out against the individual’s will.” The
Court also found that she was administered medication against her will and that this too constituted an
interference with her right to respect for her private life under Art. 8. Storck v. Germany, 61603/00 (June
16, 2005).

ECtHR: Following police custody, the applicant alleged that the police forced a gynaecological examina-
tion of his wife by a doctor without her consent. The Court found that there was no consent and that “in
the circumstances, the applicant’s wife could not have been expected to resist submitting to such an
examination in view of her vulnerability at the hands of the authorities who exercised complete control
over her throughout her detention.” The Court held that there was a violation of Art. 8. Y.F. v. Turkey,

24209/94 (July 22, 2003).

Other Interpretations

World Medical Assembly, Declaration of Tokyo: Guidelines for Physicians Concerning Torture and other Cruel, Inhuman or Degrading
Treatment or Punishment in Relation to Detention and Imprisonment (www.wma.net/en/20activities/10ethics/20tokyo/index.html)

European Charter of Patients’ Rights
Art. 4: A patient has the right to refuse a treatment or a medical intervention and to change his or her mind during the treatment,
refusing its continuation.

Art. 5: The patient has the right to freely choose from among different treatment procedures and providers on the basis of adequate
information.

Declaration on the Promotion of Patients’ Rights in Europe
Art. 3.1: The informed consent of the patient is a prerequisite for any medical intervention.
Art. 3.2: A patient has the right to refuse or halt a medical intervention.

European Committee for the Prevention of Torture and Inhuman or Degrading Treatment or Punishment (2001) stated that “every compe-
tent patient...should be given the opportunity to refuse treatment or any other medical intervention. Any derogation from this fundamen-
tal principle should be based upon law and only relate to clearly and strictly defined exceptional circumstances.”

European Convention on Human Rights and Biomedicine, Art. 5: An intervention in the health field may only be carried out after the

person concerned has given free and informed consent to it. See also Explanatory Report, paras. 34-40 (interpreting the general rule of
consent found in the European Convention on Human Rights and Biomedicine).
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Table 5: Patient Care and the Right to Life

Examples of Human Rights Violations

«  Due to inadequate reproductive health and prenatal care, complications from pregnancy and childbirth are a
leading cause of death for young women.

«  Ambulances fail to arrive at certain communities in a timely manner.

«  Patients are unable to obtain low-cost medications due to bureaucratic hurdles and an overly restrictive patent
regime. As a result, their life is in danger.

«  Health services do not include preventive screening for many types of cancer. As a result, patients learn they have
cancer when it is already too late for effective treatment.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1): The States’ Parties to the present
Covenant recognize the right of everyone to the
enjoyment of the highest attainable standard of
physical and mental health.

CESCR General Comment No. 14(1): Explaining that “Every human being
is entitled to the enjoyment of the highest attainable standard of health
conducive to living a life in dignity.”

ICCPR 6(1): Every human being has the inherent
right to life. This right shall be protected by law.
No one shall be arbitrarily deprived of his life.

HRC General Comment No. 6 (1 and 5): Explaining that the right to life
“should not be interpreted narrowly” or “in a restrictive manner,” and its
protection “requires that States adopt positive measures . . . to increase
life expectancy.”

HRC [Jurisprudence]: The Committee considered whether the State party
had failed in its obligations regarding Articles 6 and 2 of the Covenant in
connection with the death of the author's son as a result of inadequate
medical treatment. The Committee found that there was insufficient evi-
dence before it to attribute direct responsibility to the State for failure to
meet its obligation under article 6 of the Covenant. Nevertheless, it found
that there had been a breach of the State party‘s obligation under the Cov-
enant to properly investigate the death of the victim and take appropriate
action against those responsible, which amounted to a violation of Article
2, paragraph 3, in conjunction with article 6 of the Covenant. Novakovi v.
Serbia, Communication No. 1556/2007, CCPR/C/100/D/1556/2007.

protected by law.
No one shall be
deprived of his
life intention-
ally save in the
execution of a
sentence of a
court following
his conviction
of a crime for
which this pen-
alty is provided
by law.

Human Rights [ Case Law

Standards

ECHR 2(1): ECtHR: holding that a violation of the right to life occurs “where it is shown that the authorities . . . put
Everyone’s right | an individual’s life at risk through the denial of health care which they have undertaken to make available
to life shall be to the population generally.” Cyprus v. Turkey, 25781/94 (May 10, 2001), para. 219. See also, Nitecki v.

Poland, 65653/01 (March 21, 2002) (stating same principle of law).

ECtHR: The applicants’ son, who sought medical assistance for nausea and itching skin, died in hospital
after he was injected with drugs to which he was allergic. The applicants complained that their son died
because of medical negligence and that there had been no effective investigation into his death. The
Court found that “the domestic authorities failed to deal with the applicants’ claim arising out of their
son’s death with the level of diligence required by Article 2,” finding that its procedural aspects had been
violated. Silih v. Slovenia, 71463/01 (April 9, 2009).

ECtHR: “The Grand Chamber . . . finds that the embryos created by the applicant and J. do not have a
right to life within the meaning of Article 2 of the Convention .. ..” Evans v. United Kingdom, 6339/05
(April 10, 2007).
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Table 5: (cont.)

Other Interpretations

Colombia: The Colombian Constitutional Court established that “the right to health was enforceable when it was inextricably related to
enabling a life of dignity — and not merely preventing imminent death” and on this doctrine has ordered antiretroviral and cancer medica-
tions, financing treatment abroad for acute leukemia, treatment of severe depression, post-mastectomy breast implants, administration
of growth hormones, and care for severe vision problems.

Table 6: Patient Care and the Right to the Highest Attainable Standard
of Physical and Mental Health

Examples of Human Rights Violations

«  Hospitals do not take adequate measures to prevent hospital-borne infections, oversee health risks following
transfusions, and ensure that their tests and treatment remain of high quality.

-  Hospitals fail to meet the needs of patients who require religious or psychological support, or do not provide
treatment appropriate for the terminally ill.

«  Hospitals fail to provide care suited to the needs of small children.

« Long, unjustified delays in the provision of health services regularly lead to a worsening in patients’ health.

« A state lacks adequate compensation procedures for patients harmed by health care providers.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1) The States Parties to the
present Covenant recognize the right of
everyone to the enjoyment of the highest

attainable standard of physical and mental
health.

ICESCR 12(2) The steps to be taken by the
States Parties to the present Covenant

to achieve the full realization of this right
shall include those necessary for: . ..

(c) The prevention, treatment and control
of epidemic, endemic, occupational and
other diseases;

(d) The creation of conditions which
would assure to all medical service and
medical attention in the event of sickness.

CESCR General Comment No. 14 (3-4): explaining that Art. 12(1) speaks of “the
highest attainable standard of physical and mental health” and that this stan-
dard might depend on economic capacity and capabilities and will hardly ever
reach a state in which all persons are entirely healthy.

CESCR General Comment No. 14 (4): explaining that “[t]he right to health em-
braces a wide range of socio-economic factors that promote conditions in which
people can lead a healthy life.”

CESCR General Comment No. 14 (12): explaining that, “[a]s well as being cultur-
ally acceptable, health facilities, goods and services must also be scientifically
and medically appropriate and of good quality.” They must also be “sensitive to
gender and life-cycle requirements...."

CESCR: pointing to a need for federal legislation on patient rights in Russia,
including redress for medical errors. E/C.12/1/ADD.g4 (CESCR, 2003).

CEDAW 12(1) States Parties shall take all
appropriate measures to eliminate dis-
crimination against women in the field of
health care in order to ensure, on a basis
of equality of men and women, access

to health care services, including those
related to family planning.

(2) Notwithstanding the provisions of
paragraph | of this article, States Par-

ties shall ensure to women appropriate
services in connection with pregnancy,
confinement and the post-natal period,
granting free services where necessary, as
well as adequate nutrition during preg-
nancy and lactation.

CEDAW Committee [Jurisprudence]: finding Brazil in violation of Art.12 (2). The
applicant’s daughter was pregnant and died because of a delay in obtaining prop-
er emergency care during a complicated pregnancy. The Committee noted that
Brazil had adopted policies to address maternal health but referred to “general
recommendation No. 28 (2010) on the core obligations of States parties under
article 2 of the Convention and notes that the policies of the State party must

be action- and results-oriented as well as adequately funded.” The Committee
found that “the State party violated its obligations under article 12 (in relation to
access to health), article 2 (c) (in relation to access to justice) and article 2 (e) (in
relation to the State party’s due diligence obligation to regulate the activities of
private health service providers), in conjunction with article 1, of the Convention,
read together with general recommendations Nos. 24 and 28.” The Commiittee
recommended, among other things, that the State party must “[e]nsure wom-
en'’s right to safe motherhood and affordable access for all women to adequate
emergency obstetric care, in line with general recommendation No. 24 (1999) on
women and health.” Alyne da Silva Pimentel v. Brazil, CEDAW//C/49/D/17/2008.
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Table 6: (cont.)

Every individual
shall have the
right to enjoy the
best attainable
state of physi-
cal and mental
health.

ACHPR 16(2)
States Parties
to the present
Charter shall
take the neces-
sary measures
to protect the
health of their
people and to
ensure that they
receive medical
attention when
they are sick.

Human Rights [ Case Law
Standards
ACHPR16(1) ACHPR (Committee): “African jurisprudence places a premium on both the right to health care and the

right to the underlying conditions of health. In the Purohit case, the African Commission held that the
right to health in the African Charter on Human and Peoples’ Rights includes the right to health facilities,
access to goods and services to be guaranteed to all without discrimination of any kind. (Purohit and
Moore v. The Gambia, Communication 241/2001, para 80.) It has been confirmed that the underlying
conditions for achieving a healthy life are protected by the right to health. Thus lack of electricity, drinking
water and medicines amount to a violation of the right to health. The Zaire case, 2(Free Legal Assistance
Group and Others v Zaire, Communications No 25/89, 47/90, 56/91, 100/93) concerning Article 16 of the
African Charter on Human and Peoples’ Rights, confirmed that the failure of the government of Zaire to
provide the mentioned basic services amounted to an infringement of the right to health.” IHRDA and
Open Society Justice Initiative (OS]1) (on behalf of children of Nubian descent in Kenya) v Kenya, Com-
munications No 002/09.

ACHPR (Commission): “The State’s responsibility in the event of detention is even more evident to the
extent that detention centres are its exclusive preserve, hence the physical integrity and welfare of detain-
ees is the responsibility of the competent public authorities. Some prisoners died as a result of the lack
of medical attention. The general state of health of the prisoners deteriorated due to the lack of sufficient
food; they had neither blankets nor adequate hygiene. The Mauritanian state is directly responsible

for this state of affairs and the government has not denied these facts. Consequently, the Commission
considers that there was a violation of [the right to health].” Malawi African Association, Amnesty Inter-
national, Ms Sarr Diop, Union interafricaine des droits de 'Homme and RADDHO, Collectif des veuves
et ayants-Droit, Association mauritanienne des droits de 'Homme / Mauritania, Communication No.

54/91-61/91-96/93-98/93-164/97_196/97-210/98.

Other Interpretations

Declaration of Lisbon on the Rights of the Patient, Principle 1: Right to medical care of good quality.

a. Every person is entitled without discrimination to appropriate medical care.

b. Every patient has the right to be cared for by a physician whom he/she knows to be free to make clinical and ethical judgements
without any outside interference.

c. The patient shall always be treated in accordance with his/her best interests. The treatment applied shall be in accordance with
generally approved medical principles.

Quality assurance should always be a part of health care. Physicians, in particular, should accept responsibility for being guardians

of the quality of medical services.

e. In circumstances where a choice must be made between potential patients for a particular treatment that is in limited supply, all
such patients are entitled to a fair selection procedure for that treatment. That choice must be based on medical criteria and made
without discrimination.

f.  The patient has the right to continuity of health care. The physician has an obligation to cooperate in the coordination of medically
indicated care with other health care providers treating the patient. The physician may not discontinue treatment of a patient as long
as further treatment is medically indicated, without giving the patient reasonable assistance and sufficient opportunity to make
alternative arrangements for care.

Declaration on the Promotion of Patients’ Rights in Europe, Art. 5.3: “Patients have the right to a quality of care which is marked both by
high technical standards and by a humane relationship between the patient and health care provider.”

European Charter of Patients’ Rights.

International Alliance of Patients’ Organizations: Declaration on Patient-Centered Health Care (March 30, 2007), (www.patientsorganiza-

tions.org/).
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Table 7: Patient Care and Freedom from Torture and Cruel, Inhuman, and
Degrading Treatment

Examples of Human Rights Violations

Victims of state torture are denied needed medical care.

Prisoners lack basic health services and are forced to subsist on very little food and with inadequate clothes and no
heat during the winter.

Mentally ill prisoners are punished for symptoms of their illness, including self-mutilation and attempted suicide.
National laws restricting opioid availability and access cause cancer and AIDS patients to suffer unnecessary pain.

Human Rights
Standards

Treaty Body Interpretation

ICCPR 7: No one
shall be subjected
to torture or to
cruel, inhuman or
degrading treat-
ment or punish-
ment. In particular,
no one shall be
subjected without
his free consent to

experimentation.

medical or scientific

HRC [Jurisprudence]: The author claimed that by preventing her daughter, who has a permanent
mental impairment, from obtaining a termination of pregnancy, as permitted under the State’s
criminal law, the State party violated her rights under the ICCPR. The State’s criminal law permits
female rape victims with a mental disability the right to terminate a pregnancy. The Committee found
a violation of Art. 7, Art. 17 and Art. 2(3) in relation to Arts. 3, 7 and 17. L.M.R. v. Argentina, CCPR/
C/101/D/1608/2007 (2011).

HRC: calling for the improvement of hygienic conditions, regular exercise, and adequate treatment of
the mentally ill in detention facilities in Bosnia and Herzegovina (both in prisons and mental health
institutions). CCPR/C/BIH/CO/1 (HRC, 2006), para. 19.

Human Rights
Standards

Case Law

ECHR 3 No one
shall be sub-
jected to torture
or to inhuman
or degrading
treatment or
punishment.

ECtHR: holding that states have a duty to protect the health of detainees and lack of treatment may
amount to a violation of the right to freedom from torture or to inhuman or degrading treatment.
Hurtado v. Switzerland, 17549/90 (January 28, 1994).

ECtHR: The applicant did not receive timely prenatal genetic testing that would have allowed her to make
a decision to legally abort her pregnancy. The Court found that the determination of whether she should
have access to genetic testing “was marred by procrastination, confusion and lack of proper counselling
and information given to the applicant” and that the lack of regard of the patient’s rights and her suffering
amounted to a violation of Art. 3. R.R. v. Poland, 27617/04 (May 26, 2011).

ECtHR: holding that the failure to respond adequately to the prisoner’s deteriorating mental health
amounted to inhuman or degrading treatment or punishment. Keenan v. United Kingdom, 2722995 (April
3, 2001).

ECtHR: holding “that there has been a violation of Article 3 of the Convention as regards the lack of ade-
quate medical treatment and assistance provided to the applicant while he was detained, amounting to
degrading treatment.” Nevmerzhitsky v. Ukraine, 54825/00 (April 5, 2005).

ECtHR: in discussing what constitutes a violation of Article 3 for prisoners, “[t]he Court observes that
there are three particular elements to be considered in relation to the compatibility of an applicant’s
health with his stay in detention: (a) the medical condition of the prisoner, (b) the adequacy of the medical
assistance and care provided in detention, and (c) the advisability of maintaining the detention measure
in view of the state of health of an applicant . ..” The applicant in this case suffered “chronic and severe
mental disorders including schizophrenia” and was held in an ordinary detention center without special
medical attention. The Court held “that the nature, duration and severity of the ill-treatment to which

the applicant was subjected are sufficient to be qualified as inhuman and degrading.” Musial v. Poland,
28300/06 (January 20, 2009).
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Table 7: (cont.)

Human Rights Standards

Case Law

ECHR 3 No one shall be
subjected to torture or to
inhuman or degrading
treatment or punishment.

ECtHR: examining whether there was a violation of Art. 3 after the applicant was held in a police
station cell despite his psychological disorders, which were registered by public authorities as a
second-degree disability. The Court found that the authorities were “under an obligation to have
him examined by a psychiatrist as soon as possible in order to determine whether his psycholog-
ical condition was compatible with detention, and what therapeutic measures should be taken”
and that this lack of medical attention violated Art. 3. Rupa v. Romania, 58478 /oo (December 16,
2008).

Other Interpretations

Committee Against Torture: Noting overcrowding, inadequate living conditions, and lengthy confinement in Russian psychiatric hospitals,
which may be “tantamount to inhuman or degrading treatment.” CAT/C/RUS/CO/4 (CAT, 2006), para. 18.

World Medical Assembly, Declaration of Tokyo: Guidelines for Physicians Concerning Torture and other Cruel, Inhuman or Degrading
Treatment or Punishment in Relation to Detention and Imprisonment ( www.wma.net/en/20activities/10ethics/20tokyo/index.html).

Principles of Medical Ethics Relevant to the Role of Health Personnel, Particularly Physicians, in the Protection of Prisoners and Detainees
against Torture and Other Cruel, Inhuman, or Degrading Treatment or Punishment, G.A. Res. 37/194, UN Doc. No. A/RES/37/194 (Dec.
18, 1982) (http://wwwz2.ohchr.org/english/law/medicalethics.htm).

Istanbul Protocol: Manual on the Effective Investigation and Documentation of Torture and Other Cruel, Inhuman, or Degrading Treat-
ment or Punishment (1999) ( www.ohchr.org/Documents/Publications/training8Revien.pdf).

Code of Conduct for Law Enforcement Officials, G.A. Res. 34/169, UN Doc. A/RES/34/169 (Dec. 17, 1979) (http://www2.ohchr.org/en-

glish).

The European Charter of Patients’ Rights, Art. 11: Each individual has the right to avoid as much suffering and pain as possible, in each
phase of his or her illness. The health services must commit themselves to taking all measures useful to this end, like providing palliative
treatments and simplifying patients’ access to them.

Declaration on the Promotion of Patients’ Rights in Europe, Art. 5.10: Patients have the right to relief of their suffering according to the
current state of knowledge. Art. 5.11: Patients have the right to humane terminal care and to die in dignity.

Table 8: Patient Care and the Right to Participate in Public Policy

Examples of Human Rights Violations

« A country fails to adopt a national health plan or to make it publicly available to its citizens.
. Citizens lack an opportunity to comment on and participate in the setting of public health priorities.
«  The government will not accept or respond to information and proposals on health care delivery submitted by citizens.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1) The States
Parties to the present Cov-
enant recognize the right
of everyone to the enjoy-
ment of the highest attain-
able standard of physical
and mental health.

CESCR General Comment No. 14 (43): calling for countries to adopt “a national public health
strategy and plan of action” to be “periodically reviewed, on the basis of a participatory and
transparent process . ..."”

CESCR General Comment No. 14 (54): explaining that “[p]Jromoting health must involve ef-
fective community action in setting priorities, making decisions, planning, implementing and
evaluating strategies to achieve better health. Effective provision of health services can only be
assured if people’s participation is secured by States.”
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Table 8: (cont.)

Other Interpretations

Ljubljana Charter on Reforming Health Care, World Health Organization (1996), Fundamental Principle 5.3: “Health care reforms must
address citizens’ needs taking into account, through the democratic process, their expectations about health and health care. They should
ensure that the citizen’s voice and choice decisively influence the way in which health services are designed and operate. Citizens must
also share responsibility for their own health.”

The European Charter of Patients’ Rights, Rights of Active Citizenship (Part I11): Citizens have the “right to participate in the definition,
implementation and evaluation of public policies relating to the protection of health care rights.”

Alicia Ely Yamin, “The Right to Health Under International Law and Its Relevance to the United States.” American _Journal of Public Health
95(7) (July 2005), doi: 10.2105/AJPH.2004.055111.: “Realization of the right to health further implies providing individuals and communi-
ties with an authentic voice in decisions defining, determining, and affecting their well-being. Public health has a long tradition of recog-
nizing that participation is integral to health promotion.”

Table 9: Patient Care and the Right to Non-Discrimination and Equality

Examples of Human Rights Violations

«  Members of certain communities are treated in separate ways with a lower standard of care.
«  Health workers refuse to treat sex workers, drug workers or LGBT persons.

«  Maternal and reproductive health services for women are lacking.

« A country fails to provide health services to the poor or non-citizens.

Human Rights Standards

Treaty Body Interpretation

ICESCR 2(2) The States Parties to
the present Covenant undertake to
guarantee that the rights enunciated
in the present Covenants will be
exercised without discrimination

of any kind as to race, colour, sex,
language, religion, political or other
opinion, national or social origin,
property, birth or other status.

ICESCR 12(1) The States Parties to
the present Covenant recognize the
right of everyone to the enjoyment
of the highest attainable standard of
physical and mental health.

CESCR General Comment 20: |n explaining “other status” under ICESCR 2(2), CESCR
explains “Health status refers to a person’s physical or mental health. States parties
should ensure that a person’s actual or perceived health status is not a barrier to
realizing the rights under the Covenant. The protection of public health is often cited
by States as a basis for restricting human rights in the context of a person’s health
status. However, many such restrictions are discriminatory, for example, when HIV
status is used as the basis for differential treatment with regard to access to edu-
cation, employment, health care, travel, social security, housing and asylum. States
parties should also adopt measures to address widespread stigmatisation of persons
on the basis of their health status, such as mental illness, diseases such as leprosy
and women who have suffered obstetric fistula, which often undermines the ability of
individuals to enjoy fully their Covenant rights. Denial of access to health insurance on
the basis of health status will amount to discrimination if no reasonable or objective
criteria can justify such differentiation.” E/C.12/GC/20 (June 10, 2009).

CESCR General Comment 14: “With respect to the right to health, equality of access to
health care and health services has to be emphasized. States have a special obligation
to provide those who do not have sufficient means with the necessary health insur-
ance and health-care facilities, and to prevent any discrimination on internationally
prohibited grounds in the provision of health care and health services, especially with
respect to the core obligations of the right to health.”

CESCR General Comment No. 14 (14): Explaining that “health facilities, goods and
services must be accessible to all [without discrimination], especially to the most
vulnerable and marginalized sections of the population . . ..” The Committee stated
that this included the health care access needs of “ethnic minorities and indigenous
populations, women, children, adolescents, older persons, persons with disabilities
and persons with HIV/AIDS.”
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Table 9: (cont.)

Human Rights Standards Treaty Body Interpretation
CEDAW 12(1) States Parties shall take all | CEDAW Committee General Recommendation No. 19 (19-20): explaining that
appropriate measures to eliminate dis- “States parties are required by Article 12 to take measures to ensure equal access

crimination against women in the field of | to health care. Violence against women puts their health and lives at risk. In
health care in order to ensure, on a basis | some States there are traditional practices perpetuated by culture and tradition

of equality of men and women, access that are harmful to the health of women and children. These practices include
to health care services, including those dietary restrictions for pregnant women, preference for male children and female
related to family planning. circumcision or genital mutilation.”

Other Interpretations

Declaration of Lisbon on the Rights of the Patient: Principle 1: Right to medical care of good quality:
a. Every person is entitled without discrimination to appropriate medical care.
e. In circumstances where a choice must be made between potential patients for a particular treatment that is in limited supply, all
such patients are entitled to a fair selection procedure for that treatment. That choice must be based on medical criteria and made
without discrimination.

Declaration of Alma-Ata: (V) Governments have a responsibility for the health of their people which can be fulfilled only by the provision
of adequate health and social measures. ... (V1) All governments should formulate national policies, strategies and plans of action to
launch and sustain primary health care as part of a comprehensive national health system and in coordination with other sectors. To this
end, it will be necessary to exercise political will, to mobilize the country’s resources and to use available external resources rationally.

European Convention on Human Rights and Biomedicine, Art. 3: Parties, taking into account health needs and available resources, shall
take appropriate measures with a view to providing, within their jurisdiction, equitable access to health care of appropriate quality. See
also Explanatory Report, paras. 24-27 (interpreting the right to equitable access to health care provided by article 3 of the European Con-
vention on Human Rights and Biomedicine).

Covenant on the Rights of the Child in Islam, as adopted by the Organization of the Islamic Conference (OIC), art. 15. The child [regard-
less of minority status] is entitled to physical and psychological care.
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3. WHAT IS A HUMAN RIGHTS-BASED APPROACH TO
ADVOCACY, LITIGATION, AND PROGRAMMING?

What is a human rights-based approach?

“Human rights are conceived as tools that allow people to live lives of dignity, to be free and equal citizens, to
exercise meaningful choices, and to pursue their life plans.”s

A human rights-based approach (HRBA) is a conceptual framework that can be applied to advocacy,
litigation, and programming and is explicitly shaped by international human rights law. This approach can
be integrated into a broad range of program areas, including health, education, law, governance, employ-
ment, and social and economic security. While there is no one definition or model of a HRBA, the United
Nations has articulated several common principles to guide the mainstreaming of human rights into
program and advocacy work:

« The integration of human rights law and principles should be visible in all work, and the aim of all pro-
grams and activities should be to contribute directly to the realization of one or more human rights.

« Human rights principles include: “universality and inalienability; indivisibility; interdependence and
interrelatedness; non-discrimination and equality; participation and inclusion; accountability and the
rule of law.”# They should inform all stages of programming and advocacy work, including assess-
ment, design and planning, implementation, monitoring and evaluation.

« Human rights principles should also be embodied in the processes of work to strengthen rights-relat-
ed outcomes. Participation and transparency should be incorporated at all stages and all actors must
be accountable for their participation.

A HRBA specifically calls for human rights to guide relationships between rights-holders (individuals and
groups with rights) and the duty-bearers (actors with an obligation to fulfill those rights, such as States).®
With respect to programming, this requires “[a]ssessment and analysis in order to identify the human
rights claims of rights-holders and the corresponding human rights obligations of duty-bearers as well as
the immediate, underlying, and structural causes of the non-realization of rights.”4

A HRBA is intended to strengthen the capacities of rights-holders to claims their entitlements and to
enable duty-bearers to meet their obligations, as defined by international human rights law. A HRBA also
draws attention to marginalized, disadvantaged and excluded populations, ensuring that they are consid-
ered both rights-holders and duty-bearers, and endowing all populations with the ability to participate in
the process and outcomes.

43 Yamin AE, “Will we take suffering seriously? Reflections on what applying a human rights framework to health means and why we should care,” Health
and Human Rights 10, no. 1 (2008).

44 For a brief explanation of these principles, see UN Development Group (UNDG), The Human Rights Based Approach to Development Cooperation Towards
a Common Understanding Among UN Agencies (May 2003), available at: www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_
Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf.

45 Ibid.

46 1bid.

1.30 Health and Human Rights Resource Guide © 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf
http://www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf

Patient Care

What are key elements of a human rights-based approach?
Human rights standards and principles derived from international human rights instrument should guide
the process and outcomes of advocacy and programming. The list below contains several principles and
questions that may guide you in considering the strength and efficacy of human rights within your own
programs or advocacy work. Together these principles form the acronym PANELS.

e Participation: Does the activity include participation by all stakeholders, including affected com-
munities, civil society, and marginalized, disadvantaged or excluded groups? Is it situated in close
proximity to its intended beneficiaries? Is participation both a means and a goal of the program?

e Accountability: Does the activity identify both the entitlements of claim-holders and the obligations
of duty-bearers? Does it create mechanisms of accountability for violations of rights? Are all actors
involved held accountable for their actions? Are both outcomes and processes monitored and eval-
uated?

e Non-discrimination: Does the activity identify who is most vulnerable, marginalized and exclud-
ed? Does it pay particular attention to the needs of vulnerable groups such as women, minorities,
indigenous peoples, disabled persons and prisoners?

o Empowerment: Does the activity give its rights-holders the power, capacity, and access to bring
about a change in their own lives? Does it place them at the center of the process rather than treat-
ing them as objects of charity?

e Linkage to rights: Does the activity define its objectives in terms of legally enforceable rights, with
links to international, regional, and national laws? Does it address the full range of civil, political,
economic, social, and cultural rights?

e Sustainability: Is the development process of the activity locally owned? Does it aim to reduce
disparity? Does it include both top-down and bottom-up approaches? Does it identify immediate,
underlying and root causes of problems? Does it include measurable goals and targets? Does it
develop and strengthen strategic partnerships among stakeholders?

Why use a human rights-based approach?
There are many benefits to using a human rights-based approach to programming, litigation and advocacy.
It lends legitimacy to the activity because a HRBA is based upon international law and accepted globally. A
HRBA highlights marginalized and vulnerable populations. A HRBA is effective in reinforcing both human
rights and public health objectives, particularly with respect to highly stigmatizing health issues.#” Other
benefits to implementing a human rights-based approach include:

e Participation: Increases and strengthens the participation of the local community.
e Accountability: Improves transparency and accountability.

e Non-discrimination: Reduces vulnerabilities by focusing on the most marginalized and
excluded in society.

e Empowerment: Capacity building.

e Linkage to rights: Promotes the realization of human rights and greater impact on policy
and practice.

e Sustainability: Promotes sustainable results and sustained change.

47 GauriV & Gloppen S, Human Rights Based Approaches to Development: Concepts, Evidence, and Policy, World Bank Policy Research
Working Paper 5938 (Jan. 2012). http://elibrary.worldbank.org/content/workingpaper/10.1596/1813-9450-5938.
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How can a human rights-based approach be used?

1.32

A variety of human rights standards at the international and regional levels applies to patient care.
These standards can be used for many purposes including to:

Document violations of the rights of patients and advocate for the cessation of these violations.
Name and shame governments into addressing issues.

Sue governments for violations of national human rights laws.

File complaints with national, regional and international human rights bodies.

Use human rights for strategic organizational development and situational analysis.

Obtain recognition of the issue from non-governmental organizations, governments or international
audiences. Recognition by the UN can offer credibility to an issue and move a government to take that
issue more seriously.

Form alliances with other activists and groups and develop networks.

Organize and mobilize communities.

Develop media campaigns.

Push for law reform.

Develop guidelines and standards.

Conduct human rights training and capacity building

Integrate legal services into health care to increase access to justice and to provide holistic care.

Integrate a human rights approach in health services delivery.
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4. WHAT ARE SOME EXAMPLES OF EFFECTIVE
HUMAN RIGHTS-BASED WORK IN THE AREA OF
PATIENT CARE?

This section contains five examples of effective human rights-based work in the area of patient care and
human rights. These are:

1. Litigating to protect private patient medical records in Ukraine
2. Monitoring and advocacy on patient rights at the European level
3. Training and litigation guides: The Practitioner Guide project

4. Human rights in patient care course initiative

5. Uganda National Health Consumers’ Organisation: Developing a patients’ charter
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Example [: Litigating to protect private patient
medical records in Ukraine

Ukraine Court Decision: Medical Certificate and Privacy
http://cop.health-rights.org/teaching/54/Ukraine-Court-Decision--Medical-Certificate-and-Privacy

Project Type
Litigation

The Organization

Vinnitsa Human Rights Group (Vinnitsa) is a civil society organization concerned with promoting the rule
of law, as well as heightening individual political and legal awareness. The organization works to facilitate
the harmonization of Ukrainian law with European human rights standards, with a particular focus on the
rights of patients and refugees. In this case, Vinnitsa facilitated a civil action brought by a Ukrainian citizen
whose right to patient privacy had been violated.

The Problem

To receive disability benefits in Ukraine at the time this case was first heard, an applicant’s medical cer-
tificate documenting his/her diagnosis had to be forwarded to his/her employer. Mrs. Svitlana Yuriyivna
Poberezhets, a Ukrainian citizen seeking disability benefits, challenged the release of her private medical
information to her employer on the basis of the Ukrainian Constitution, the European Convention for the
Protection of Human Rights and Fundamental Freedoms, and various Ukrainian civil codes.

Procedure

Vinnitsa Human Rights Group brought an administrative claim in the Pecherskyi District Court in Kyiv
on behalf of Poberezhets. The claim was brought against the Ministry of Health of Ukraine, the Ministry
of Labor and Social Policy of Ukraine, the Social Insurance Fund for Temporary Disability, and the Social
Insurance Fund for Industrial Accidents and Occupational Disease of Ukraine.

Rights Violations

Ukrainian Const. Art. 32: The collection, storage, use, and dissemination of confidential information about
a person without his or her consent shall not be permitted, except in cases determined by law, and only in
the interest of national security, economic welfare, and human rights. Ukrainian Constitution:
www.ccu.gov.ua/en/doccatalog/list?currDir=12083.

EHCR Art. 8: Everyone has the right to respect for his private and family life, his home and his correspon-
dence. There shall be no interference by a public authority with the exercise of this right except such as is
in accordance with the law and is necessary in a democratic society in the interests of national security,
public safety or the economic well-being of the country, for the prevention of disorder or crime, for the
protection of health or morals, or for the protection of the rights and freedoms of others.

EHCR: http://tinyurl.com/3ydyjvo.

Ukrainian Civil Code: Ukraine adopted a new civil code, which entered into force on January 1,
2004. The code provided numerous protections for private data, which this court interpreted to
include patient diagnosis. Ukrainian Civil Code: http://zakon2.rada.gov.ua/laws/main/en/annot.
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Arguments and Holding

Poberezhets sought a declaration that inclusion of her specific disease on her medical certificate consti-
tuted dissemination of confidential information, in violation of her rights under Article 32 of the Ukrainian
Constitution. Article 32 states, “The collection, storage, use and dissemination of confidential informa-
tion about a person without his or her consent shall not be permitted, except in cases determined by law,
and only in the interest of national security, economic welfare and human rights.” As the court noted, the
medical certificate was available for use in civil matters as a ground to release an employee from their re-
sponsibilities to their employer. It was also available for use in public relationships as a basis for disability
benefits. Therefore, release of a medical certificate in this case constituted dissemination of information.

Moreover, there were no security, economic welfare, or human rights grounds to justify the release of in-
formation. Therefore, since Article 8 of the ECHR and various provisions of the Ukrainian Civil Code clearly
established that a person’s diagnosis is private, confidential information, the requirement that the appli-
cant’s specific medical status be disclosed to her employer was in violation of her rights under Article 32
of the Ukrainian Constitution. The administrative bodies could not force patients to turn over information
related to their diagnosis as a condition for receiving disability benefits.

Historical Note

Ukraine’s Soviet past has had a strong influence on its law and judicial procedure. The Constitution of
the USSR protected privacy in principle (Article 56: “The privacy of citizens, and of their correspondence,
telephone conversations, and telegraphic communications is protected by law”). However, provisions of
the Soviet Constitution were not directly enforceable law, and the Soviet Union had little interest in enact-
ing statutes protecting an individual’s right to privacy—indeed, “individual” was a taboo term. Moreover,
Soviet-era courts only enforced rights where a specific statute existed establishing those rights. The courts
did not venture out to balance laws or fill in the gaps within the statutory framework.

Now, Ukraine has ambitions to join the European Union, and patient confidentiality is a more pressing
concern. Harmonization with the European human rights framework is an important goal of the Ukraine
Government. Therefore, Ukraine is a more hospitable venue for human rights litigation, like the action
taken by Vinnitsa, than it once was.

Analysis and Commentary

Privacy and individual autonomy are the building blocks of democratic society. Over the past century, there
has been an unusual strain on the right to privacy. On the one hand, technological advances lead to in-
creasingly powerful and sophisticated means of collecting and distributing private data. At the same time,
however, people gain greater respect for individuality and privacy, and they demand that legal systems pro-
tect their private medical data. Indeed, privacy is a broad term that evolves with the evolution of society,
including the development of ever larger and more easily transmitted medical data depositories.

The protection of private medical information is of pressing concern in Ukraine today. Although Ukraine’s
information technology infrastructure still lags behind EU member states, it is modernizing at an astonish-
ing rate. In 2006, 4.4% of Ukraine’s population used the Internet. In 2011, that number was 30% (World
Bank). Establishing a right to privacy with respect to medical data is especially important given the rapid
pace of technological development in Ukraine and the corresponding potential for abuse of patient privacy.

Vinnitsa Human Rights Group, Ukraine
E-mail: vpg@ukr.net, Web: http://www.vpg.org.ua/
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Example 2: Monitoring and advocacy on patient rights
at the European level

Project Type
Advocacy

The Organization

Created in December 2001, Active Citizens Network (ACN) is a network of European civil society organiza-
tions working to encourage active public participation in European policymaking. ACN’s policies center on
the issues of health and corporate social responsibility. They conduct education and training at the region-
al level.

The Problem

While European Union countries valued the right to universal access to health care, ACN noted that bud-
getary restraints brought into question the quality of the health care system. Most notably, patients’ rights
were compromised and violated in health care provision, which is in contradiction to the social model of
health care promoted by the European Union countries. ACN noted that “[bJudgetary constraints, however
justified, cannot legitimize denying or compromising patients’ rights.”

It is important to note that other trends also helped shape development of ACN. These developments in-
cluded: increasing expense and rationing of health care services; the emergence of a consumer movement
in Europe, and the demand for patients to play a more active role in managing their care and shaping their
treatment; and increasing freedom of movement in the EU, which lead to interest in harmonization of
basic standards.

Actions Taken

Drafting the European Charter of Patients’ Rights. In 2002, the ACN and 15 citizens’ organizations worked
together to draft the European Charter of Patients’ Rights. The principles of the charter aim to guarantee
a “high level of human health protection” (Article 35 of the Charter of fundamental rights of the European
Union). The purpose of drafting the charter was to raise awareness of patients’ rights, which were at risk
throughout Europe due to financial constraints on the health care system.

Surveying implementation of the European Charter of Patients’ Rights. In 2005, ACN conducted its first
survey study of hospitals throughout the European Union (excluding Luxembourg) to measure the imple-
mentation of the European Charter of Patients’ Rights. In 2007, ACN presented the final report in Brussels
on the occasion of the First European Day of Patients’ Rights. A follow-up monitoring was conducted from
May to October 2010. That monitoring report is available here.

Establishing a European Day of Patients’ Rights. ACT established a day to discuss patients’ rights across
Europe. The European Parliament, EU Commission, and ESCC participated and provided support for this
first European Day. In 2011, the EU Commission decided to officially support the Fifth European Day of
Patients’ Rights.
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European Charter of Patients’ Rights

Right to the observance of quality
standards

Results and Lessons Learned

Since publishing the European Charter of Patients’ Rights, there has been a dramatic improvement in
the discussion of patients’ rights across Europe, including significant publications by public institutions,
citizens’ organizations, and independent experts. Patients’ rights are now a part of the European policy

1. Right to preventive measures 9.
2. Right of access 10.
3. Right to information 11.
4. Right to consent

5. Right to free choice 12.
6. Right to privacy and confidentiality 13.
7. Right to respect of patients’ time 14.
8.

Right to safety

Right to innovation

Right to avoid unnecessary suffering
and pain

Right to personalized treatment
Right to complain

Right to compensation

agenda. Public institutions are increasingly aware of their obligations to patients’ rights. Finally, there is a
greater recognition of the need to create common standards of medical practice to protect patients’ rights

across Europe.

Active Citizenship Network (ACN), Rome, Italy

E-mail: info@activecitizenship.net, Web: www.activecitizenship.net
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Example 3: Training and litigation guides: The Practitioner
Guide Project

Project Type
Training and Litigation

The Organization

The Practitioner Guide Project is an Open Society Foundations (OSF) project spearheaded by the Law and
Health Initiative (LAHI) of the Public Health Program in collaboration with the Human Right and Gover-
nance Grants Program; Health Media Initiative; Roma Health Project; Russia Project; and National Foun-
dations in Armenia, Georgia, Kazakhstan, Kyrgyzstan, Macedonia, Moldova, and Ukraine.

OSF works to build vibrant and tolerant democracies whose governments are accountable to their citizens.
Working with local communities in more than 70 countries, OSF supports justice and human rights, free-
dom of expression, and access to public health and education.

The Public Health Program aims to build societies committed to inclusion, human rights, and justice, in
which health-related policies and practices reflect these values and are based on evidence. The program
works to strengthen the capacity of organizations and leaders who represent marginalized communities to
advocate for better health policies and practices. It also pushes for greater government accountability and
transparency in health care.

LAHI supports the use of legal strategies to advance the health and human rights of marginalized and
vulnerable groups. It advances this mission by applying the health and human rights framework to new
issues and priority regions; developing individual and organizational leadership in the field of health and
human rights; piloting innovative access to justice tools as health-related human rights interventions;
advocating for rights-based legal environments that support the health of marginalized groups; and lever-
aging sustainable funding for efforts that advance this mission. The crux of this initiative is focused on the
implementation of laws that protect the rights of both patients and providers.

The Problem

Human rights norms are an increasingly important component of the delivery of quality medical care.
OSF’s work on behalf of society’s most marginalized persons—people with disabilities, people living with
HIV, people who use drugs, sex workers, Roma and other ethnic minorities—has shown that health systems
can too often be places of punishment, coercion, and violations of basic rights to privacy and confidentiality,
rather than places of treatment and care. At the same, health providers suffer from a lack of independence,
decent working conditions, and due process protections. Laws in Eastern Europe and Central Asia have the
potential to ensure accountability and address these violations, but they are rarely implemented. Addition-
ally, in many of these countries, laws are rapidly in flux, and there is a dearth of materials providing updated
guidance to navigate the various laws, as well as procedures for protection of rights through both the formal
court system and alternate mechanisms, such as ombudspersons and ethics review committees.
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Actions Taken

LAHI, in collaboration with OSF partners, has supported the development of a series of Practitioner
Guides and companion websites for lawyers interested in taking human rights in patient care cases—al-
beit patient rights or provider rights cases. The Practitioner Guides are practical how-to manuals covering
both litigation and alternative dispute mechanisms. They examine patient and provider rights and respon-
sibilities and procedural mechanisms at the national, regional, and international levels. Guides have been
or are being produced in Armenia, Georgia, Kazakhstan, Kyrgyzstan, Macedonia, Moldova, Serbia, Roma-
nia, Russia, and Ukraine. They can be accessed at http://cop.health-rights.org/PractitionerGuides.

Results and Lessons Learned

Once published, Practitioner Guides are used as a basis for training and litigation support. They show
particular potential as a resource in clinical legal education programs. Although legal practitioners are the
primary audience for these guides, they are also useful for medical professionals, public health managers,
Ministry of Health and Justice personnel, patient advocacy groups, and patients themselves.

Follow-up activities for this project include trainings for lawyers and judges, patient-friendly versions of the
guides with a focus on marginalized populations, and potential law reform to address gaps identified by
the Practitioner Guide working groups.

Since human rights in patient care are constantly evolving, electronic versions of the guides are periodical-
ly updated. The international home page, www.health-rights.org, links to country websites, which provide
additional resources gathered by the country working groups that prepared each guide. These resources
include relevant laws and regulations, case law, tools and sample forms, and practical tips for lawyers. The
websites also provide a way to connect lawyers, health providers, and patients concerned about human
rights in health care. Each website provides a mechanism for providing feedback on the guides.

Open Society Foundation, Public Health Program, New York, USA
Web: http://www.opensocietyfoundations.org/about/programs/public-health-program

Health Rights: Human Rights in Patient Care
http://www.health-rights.org

Health Rights: Practitioner Guides
http://cop.health-rights.org/PractitionerGuides
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Example 4: Human rights in patient care courses initiative

Project Type
Advocacy

The Organization

The Law and Health Initiative (LAHI), a division of the Open Society Foundation’s Public Health Program,
supports the use of legal strategies to advance the health and human rights of marginalized and vulner-
able groups. It advances this mission by applying the health and human rights framework to new issues
and priority regions; developing individual and organizational leadership in the field of health and human
rights; piloting innovative access to justice tools as health-related human rights interventions; advocating
for rights-based legal environments that support the health of marginalized groups; and leveraging sus-
tainable funding for efforts that advance this mission.

LAHI supports collaborations between health and legal practitioners with a view to advancing mutually
shared goals of human rights, human dignity and open society. LAHI both builds the capacity of health
providers to use the law to advance their advocacy objectives and supports legal practitioners in expanding
their remit to include public health. This initiative was undertaken by LAHI in collaboration with the Hu-
man Rights and Governance Grants Program, Roma Health Project, Russia Project, and National Founda-
tions in Armenia, Georgia, Kazakhstan, Kyrgyzstan, Macedonia, Moldova, Serbia, and Ukraine of the Open
Society Foundations.

The Problem

Human rights norms are an increasingly important component of the delivery of quality medical care.
OSF’s work on behalf of society’s most marginalized persons—people with disabilities, people living

with HIV, people who use drugs, sex workers, Roma and other ethnic minorities—has shown that health
systems can too often be places of punishment, coercion, and violations of basic rights to privacy and
confidentiality, rather than places of treatment and care. At the same time, doctors and health practitioners
in many Eastern European and Central Asian (EECA) countries are constrained in their ability to provide
quality care to their patients, or are unaware of how to incorporate ethical and human rights norms into
their work. Similarly, legal professionals have limited experience in working in health and trying to address
the abuses that occur. There is a need to address this gap so that that the next generation of doctors and
health practitioners receive basic human rights training and legal professionals are equipped to work at
the intersection of law and health.

Actions Taken

LAHI, in collaboration with OSF partners, has sought to respond to this need by supporting the develop-
ment of courses on human rights in patient care in nine EECA countries. In 2007, LAHI hosted a Salzburg
seminar bringing together academics from EECA medical, public health, and law schools along with key
partner NGOs and patient advocates for an intensive week to explore critical human rights in patient care
topics and think creatively about how to structure a course addressing these issues. LAHI and OSF part-
ners subsequently funded the development and piloting of over a dozen courses in Armenia, Georgia, Ka-
zakhstan, Kyrgyzstan, Macedonia, Russia, Serbia, and Ukraine. Different courses target medical students,
medical practitioners, health managers, public health students, and law students.
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Results and Lessons Learned

While the courses are self-sustaining and a regular part of the offerings at each university, faculty have
requested the opportunity to share experiences and materials and continue to strengthen their teaching.
To meet this need, LAHI and partners organized a series of workshops over the past few years. Workshops
provided faculty with an opportunity to share lessons with each other, sharpen their interactive teaching
methodology, and develop lesson plans and case studies. Faculty were also exposed to cutting edge health
and human rights topics, such as access to sex reassignment surgery, access to maternal care for women
who use drugs, coercive sterilization of women living with HIV, health care privatization and human rights,
and dual loyalty conflicts faced by health practitioners. Additionally, LAHI and OSF’s Health Media Initia-
tive supported the development of an online “Community of Practice” for ongoing collaboration among
faculty. Please find the Community of Practice web page at: http://cop.health-rights.org/.

Open Society Foundations, Public Health Program, New York, USA
Web: http://www.opensocietyfoundations.org/about/programs/public-health-program
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Example 5: Uganda National Health Consumers’ Organization:
Developing a patients’ charter

Project Type
Advocacy

The Organization

Uganda National Health Consumers’ Organization (UNHCO) is a health rights advocacy organization
that empowers citizens to demand and hold service providers and policy makers accountable. It uses the
rights-based approach to raise community awareness on the right to health, so that citizens view health as
an entitlement and not a privilege. This approach also aims to make communities aware of the standards
and guidelines at each level of service delivery, so they know what to demand, and what their responsi-
bilities are for effective delivery of health services. Using this approach, communities are empowered to
demand and participate in improving quality service delivery at each level of the health care system.

UNHCO establishes and strengthens mechanisms for engagement between consumers, service providers,
and policy makers. The mechanisms include community dialogue meetings, suggestion boxes, and Health
Unit Management Committees (HUMCs). Community members use the mechanisms to provide feed-
back about health service delivery. UNHCO also builds capacity of the community structures both existing
and new including health workers, local politicians, partner Community Based Organizations (CBOs),

and community advocates. The community structures are empowered to monitor and hold duty bearers
accountable. They also increase health consumers’ awareness about their rights and responsibilities, stan-
dards, and feedback and redress mechanisms.

In an effort to empower communities to engage service providers and policy makers, UNHCO employs
social accountability tools in different communities of operation. The tools include citizens’ report card
and community score cards to generate issues for advocacy but also to cause duty bearers to address
identified gaps in health care delivery.

Right to High-Quality Health Care

Uganda Const. (Social and Economic Objective No. XX of the 1995): “The State shall take all practical
measures to ensure the provision of basic medical services to the population.”

Source: Eastern Africa Centre for Constitutional Development, www.kituochakatiba.org

Patients’ Charter

“The objective of the [P]atients’ [C]harter is to empower health consumers to demand high quality
health care, to promote the rights of patients and to improve the quality of life of all Ugandans and
finally eradicate poverty nationwide.”

The Republic of Uganda, Patients’ Charter (2009), http://unhco.or.ug/library/?did=11
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To create a critical mass for advocacy for addressing community concerns both at the community and na-
tional level, UNHCO has led the formation of coalitions and alliances as need arises. UNHCO is currently
leading the following coalitions: Voices for Health Rights (VHR), Coalition to Stop Maternal Mortality in
Uganda, Communities of Change, CSO Coalition on Pharmaceutical Procurement and Supply Chain Man-
agement (PSM) for Accountability in Uganda, and the Health Accountability Platform.

The Problem

According to the World Health Organization, Uganda ranks among the world’s lowest in health status.
Almost 30 years since the National Resistance Movement came to power in 1986, destruction of health
infrastructure and loss of human resources continue to depress health care statistics. Indeed, Uganda
attempts to provide health care services to a larger and rapidly growing population with fewer resources
than it had in the 1970s. Moreover, the spreading of disease (particularly malaria, HIV/AIDS, tuberculosis,
diarrhea, cholera, measles, and non-communicable diseases) and a general unawareness of legal rights
make the delivery of health care in Uganda a particular challenge.

Actions Taken

In an effort to legalize the right to health in Uganda, UNHCO spearheaded the development of the Patients’
Charter, whose objective is to provide a policy and legal framework for empowerment of health consumers,
enabling them to demand for high quality health care and promote accountability in the health sector.
UNHCO continues to use the Patients’ Charter as a tool for legalizing the right to health in Uganda.

UNHCO sits on different Ministry of Health committees to inform policy and practice. These include the
Health Policy Advisory Committee (HPAC), Public Private Partnership in Health (PPPH), Sector Working
Groups, and Quality Assurance Committees. Under these committees, UNHCO works to ensure that con-
sumer concerns are part of the planning of the sector. It also ensures that the sector uses the rights-based
approach in policy implementation.

UNHCO was instrumental in developing the Patients’ Charter. The Charter adopts a rights-based approach
to health care delivery and provides a policy and legal framework for health care consumers—enabling
them to demand high quality care and accountability. The Ugandan Government adopted the Charter, and
the Ugandan Ministry of Health (MOH) working in conjunction with UNHCO, is now taking steps towards
implementing it.
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Patients’ Charter—Patients’ Rights:

1. The Right to Medical Care 11. Limitations on Medical Care Without
2. Prohibition of Discrimination Consent
3. Participation on Decision-making 12. Right to Refuse Treatment
4. A Healthy and Safe Environment 13. Right to Referral for Second Opinion
5. Proper Medical Care 14. Continuity of Care
6. Treated by a Named Health Care Provider 15. Right to Confidentiality and Privacy
7. Participation in Training and Research 16. Right to Medical Information
(Voluntary, Informed and with Written or 17. Custody of Medical Records
Verbal Consent) 18. Medical Records Retention
8. Right to Safety and Security (Medical Archives)
9. Right to Receive Visitors 19. Right to Redress

10. Right to Informed Consent

Source: http://unhco.or.ug/wp-content /uploads /downloads /2011/02/Patients-Charter.pdf

Results and Lessons Learned

The Ugandan Government’s commitment to working with civil society organizations to formulate a new
health policy that provides greater access, transparency, and accountability is a great step toward better
health care. The Charter specifically lays out the obligations of health care providers and the rights of
health care consumers; however, considerable efforts are necessary to narrow the gap between health care
policy and implementation.

For this reason, UNHCO began innovative work to ensure the implementation of the Patients’ Charter,
including an effort to spell out the rights and obligations contained therein to the health Sector Strategic
Investment Plan Il (HSSIP) (2010/11-2014/15). UNHCO also monitors HSSIP and the national budget to
measure the extent to which they comport with the priorities of the HSSIP.

Uganda National Health Consumers’ Organization (UNHCO), Kampala, Uganda
E-mail: info@unhco.or.ug, Web: http://unhco.or.ug/
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5. WHERE CAN I FIND ADDITIONAL
RESOURCES ON PATIENT CARE
AND HUMAN RIGHTS?

A list of commonly used resources on patient care and human rights follows organized according to key
topics highlighted within the text. It is organized into the following categories:

It is organized into the following categories:
International Instruments

Regional Instruments

General Resources

Health Workers and Human Rights
Right to Life

Right to Information

Right to Participate in Public Policy
Right to Non-Discrimination and Equality
Cross-Border Health In Europe
Journals

Websites

AT T IOMMOON®>

A. International Instruments

« International Alliance of Patients’ Organizations, Declaration on Patient-Centered Health Care (March 30,
2007). www.patientsorganizations.org/showarticle.pl?id=712;n=312. Available in Spanish.

«  UN Office of the High Commissioner for Human Rights, Istanbul Protocol: Manual on the Effective
Investigation and Documentation of Torture and Other Cruel, Inhuman or Degrading Treatment or
Punishment (2004). http://www.ohchr.org/Documents/Publications/training8Revien.pdf.

«  UN Office of the High Commissioner for Human Rights. Standard Minimum Rules for the Treatment of
Prisoners (adopted 1955). http://wwwz2.ohchr.org/english/law/treatmentprisoners.htm.

« UNESCO General Conference, Universal Declaration on Bioethics and Human Rights, (October 19, 2005). _
www.unesco.org/new/en/social-and-human-sciences/themes/bioethics/bioethics-and-human-rights/.

« UN General Assembly, Body of Principles for the Protection of All Persons Under Any Form of Detention,
Resolution 43/173 (December 9, 1998). http://wwwz2.ohchr.org/english/law/bodyprinciples.htm.

« UN General Assembly, Principles of Medical Ethics Relevant to the Role of Health Personnel, Particularly
Physicians, in the Protection of Prisoners and Detainees against Torture and Other Cruel, Inhuman or Degrad-
ing Treatment or Punishment, Resolution 37/194 (December 18, 1982). http://www2.ohchr.org/english/
law/medicalethics.htm.

«  World Health Organization, Declaration of Alma-Ata (September 6-12, 1978). www.who.int/publications/
almaata_declaration_en.pdf.

«  World Medical Association, Declaration of Helsinki—Ethical Principles for Medical Research Involving Hu-
man Subjects (June, 1964). www.wma.net/en/3opublications/1opolicies/b3/index.html.

«  World Medical Association, Declaration of Lisbon on the Rights of the Patient (September/October, 1981).
www.wma.net/en/3o0publications/1opolicies/l4/.
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«  World Medical Association, Declaration on Medical Care for Refugees (October, 1998). www.wma.net/en/
3opublications/1opolicies/m10/.

«  World Medical Association, Regulations in Times of Armed Conflict and other Situations of Violence (Octo-
ber, 1956). www.wma.net/en/30opublications/1opolicies/a20/.

B. Regional Instruments

« Active Citizen Network, European Charter of Patients’ Rights (2002). www.eesc.europa.eu/self-and-coreg-

ulation/documents/codes/private/08s-private-act.pdf.

«  African Commission on Human and Peoples’ Rights, Resolution on Access to Health and Needed Medi-
cines in Africa, ACHPR/Res.141 (XXXXIIIII) 08: (November 2008). www.achpr.org/sessions/44th/resolu-

tions/141/.

«  Council of Europe, Convention for the Protection of Human Rights and Dignity of the Human Being with
Regard to the Application of Biology and Medicine: Convention on Human Rights and Biomedicine (1997).
http://conventions.coe.int/Treaty/EN /Treaties /Html/164.htm.

«  Council of Europe, Convention for the Protection of Individuals with Regard to Automatic Processing of
Personal Data, C.E.T.S. No. 108 (entered into force January 28, 1981). http://conventions.coe.int/Treaty/
Commun/QueVoulezVous.asp?NT=108&CL=ENG.

« WHO: Regional Office for Europe, A Declaration on the Promotion of Patients’ Rights in Europe (March,
1994). www.who.int/genomics/public/eu_declaration1994.pdf.

C. General Resources

« Active Citizenship Network, Patients’ Rights in Europe: A Citizens’ Report (March 2005). http://archive.
oxha.org/knowledge/publications/oxha_dialogue_patient_rights.pdf.

« Beletsky L et al, Advancing human rights in patient care: the law in seven transitional countries (2013). Open
Society Foundations. http://iris.lib.neu.edu/slaw_fac_pubs/244/.

«  Department of Health and British Institute of Human Rights, Human Rights in Action—A Framework for
Local Action (October 7, 2007). www.dh.gov.uk/en/Publicationsandstatistics/Publications/Publications-
PolicyAndGuidance/DH_088970.

«  Fridli ), New Challenges in the Domain of Health Care Decisions, Policy Paper, International Policy Fellow-
ship Program. (2006). http://pdc.ceu.hu/archive/00003127/.

« Lines R, “The right to health of prisoners in international human rights law,” International Journal of Pris-
oner Health, 4 No. 1 (March 2008): 3-53. www.ahrn.net/library_upload/uploadfile/file3102.pdf.

« Milevska-Kosova N, Patients’ Rights as a Policy Issue in South Eastern Europe, Policy Paper, International
Policy Fellowships (2006). www.policy.hu/news/Milevska-Kostova-PS/22.

«  Open Society Institute: Public Health Program, Observance of the Rights of Injecting Drug Users in the
Public Health Care System (2008).
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« UNESCO, Bioethics Core Curriculum: Casebook on Human Dignity and Human Rights (2011).
http://cop.health-rights.org/files/d/1/d1f032879bo4e71e9a475d4c7adfaa68.pdf.

No. 1: Casebook on Human Dignity and Human Rights. http://unesdoc.unesco.org/imag-
es/0019/001923/192371e.pdf.

No. 2: Casebook on Benefit & Harm. http://unesdoc.unesco.org/images/0019/001923/192370e.pdf.

« UNODC, Handbook on Prisoners with special needs (2009). www.unodc.org/documents/jus-
tice-and-prison-reform/Prisoners-with-special-needs.pdf.

D. Health Workers and Human Rights

« Amnesty International, Ethical Codes and Declarations Relevant to Health Professionals: An Amnesty Inter-
national Compilation of Selected Ethics and Human Rights Texts November 1, 2003). www.amnesty.org/
en/library/info/ACT75/005/2000.

«  BMA and the Commonwealth Medical Trust, The Right to Health: A toolkit for health professionals (June
2007). http://www.ifhhro.org/our-work/our-publications/353-the-right-to-health-a-toolkit-for-health-pro-
fessionals-2007.

« Clapham A and Robinson M, eds., Swiss Human Rights Book Vol. 3: Realizing the Right to Health
(Zurich, Ruffer & Rub, 2009). http://www.swisshumanrightsbook.com/SHRB/shrb_o3.html.
(Open access).

Rubenstein L, “Physicians and the Right to Health.”

« International Council of Nurses, Position Statement: Nurses and Human Rights (2011). www.icn.ch/imag-
es/stories/documents/publications/position_statements/Eio_Nurses_Human_Rights.pdf.

« International Federation of Health and Human Rights Organisations, Human Rights for Health Workers
(2010). www.ifhhro-training-manual.org/.

«  Physicians for Human Rights, Dual Loyalty And Human Rights in Health Professional Practice: Proposed
Guidelines and Institutional Mechanisms (March, 2003). http://physiciansforhumanrights.org/library/re-
ports/dual-loyalty-and-human-rights-2003.html

E. Right to Life

« Yamin A, Parra-Vera O and Gianella C., “Colombia: Judicial protection of the right to health: An elusive
promise?” in A. Yamin and S. Gloppen (eds), Litigating health rights: Can courts bring more justice to
health? (Cambridge: Harvard University Press, 2011).

F. Right to Information

« Erdman |N, “Access to Information on Safe Abortion: A Harm Reduction and Human Rights Approach,”
Harvard Journal of Law & Gender 34, (2011): 413-462. www.law.harvard.edu/students/orgs/jlg/vol342/413-
462.pdf.

« Erer S, Atici E, and Erdemir A, “The Views of Cancer Patients on Patient Rights in the Context of Infor-
mation and Autonomy,” Journal of Medical Ethics 34, no. 5 (2008): 384-388. http://jme.bmj.com/con-

tent/34/5/384.long. (Not open access).
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« Lemmens T and Telfer C, “Access to Information and the Right to Health: The Human Rights Case for
Clinical Trials Transparency,” American Journal of Law & Medicine 38, no. 1 (2012): 63-112. http://papers.
ssrn.com/sol3/papers.cfmPabstract_id=1932436. (Not open access).

«  Weeramantry CG, “Access to Information: A New Human Right. The Right to Know,” Asian Yearbook of
International Law 4 (1994): 99-125.

G. Right to Participate in Public Policy

«  Council of Europe, Recommendation of the Committee of Ministers to Member States on the Development
of Structures for Citizen and Patient Participation in the Decision-Making Process Affecting Health Care, Res-
olution No. R (2000) 5 (February 24, 2000). http://wcd.coe.int/ViewDoc.jsp?id=340437&Site=CM.

« De Vos P et al, “Health through people’s empowerment: A rights-based approach to participation,”
Health and Human Rights 11, no. 1 (2009). www.hhrjournal.org/index.php/hhr/article/view/126/201.

« Den Exeter AP, Health Care Law-Making in Central and Eastern Europe: Review of a Legal-Theoretical Model
(Antwerp: Intersentia, 2002).

« Yamin AE, “Suffering and Powerlessness: The Significance of Promoting Participation in Rights-Based
Approaches to Health,” Health and Human Rights 11, no. 1 (2009): 5-22. www.hhrjournal.org/index.php/
hhr/article/view/127/200.

H. Right to Non-Discrimination and Equality

« Mackintosh M, “Do Health Care Systems Contribute to Inequalities?” in Leon, David, and Walt eds.,
Poverty, Inequality and Health: An International Perspective (Oxford: Oxford University Press, 2000):
175-193. http://oxfordindex.oup.com/view/10.1093/acprof:0s0/9780192631961.003.0009.

I. Cross-Border Health in Europe

«  Council of the European Union: General Secretariat, Conclusions of the Council on patient mobility and
health care developments in the European Union (April 19, 2004). http://eur-lex.europa.eu/LexUriServ/Lex-

UriServ.do?uri=COM:2004:0301:FIN:EN:PDF

« European Observatory on Health Systems and Policies, Policy Brief: Cross-border Health Care in Europe
(2005). www.euro.who.int/__data/assets/pdf_file/0oo6/108960/E87922.pdf.

« Glinos | and Baeten R, A Literature Review of Cross-Border Patient Mobility in the European Union
(September 2006). www.ose.be/files/publication/health/WP12_lit_review_final.pdf.

« Rich R and Merrick K, Cross Border Health Care in the European Union: Challenges and Opportunities, Uni-
versity of Illinois. Working Paper #133 (October 2006). http://igpa.uillinois.edu/system/files/Rich-Mer-
rickCrossBorderHealthCareinEUChallengesandOpportunities.pdf.

« European Observatory on Health Systems and Policies and Europe for Patients, Patient Mobility in the
European Union: Learning from Experience, Rosenmoller M, McKee M and Baeten R, eds., (2006).
www.euro.who.int/__data/assets/pdf_file/ooos/98420/Patient_Mobility.pdf.

« Scott P, “Undocumented Migrants in Germany and Britain: the Human “Rights” and “Wrongs” Regard-
ing Access to Health Care,” Electronic Journal of Sociology (2004). www.sociology.org/content/2004/

tierz2/scott.html.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://papers.ssrn.com/sol3/papers.cfm?abstract_id=1932436
http://papers.ssrn.com/sol3/papers.cfm?abstract_id=1932436
https://wcd.coe.int/ViewDoc.jsp?id=340437&Site=CM
http://www.hhrjournal.org/index.php/hhr/article/view/126/201
http://www.hhrjournal.org/index.php/hhr/article/view/127/200
http://www.hhrjournal.org/index.php/hhr/article/view/127/200
http://oxfordindex.oup.com/view/10.1093/acprof:oso/9780192631961.003.0009
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2004:0301:FIN:EN:PDF
http://eur-lex.europa.eu/LexUriServ/LexUriServ.do?uri=COM:2004:0301:FIN:EN:PDF
http://www.euro.who.int/__data/assets/pdf_file/0006/108960/E87922.pdf
http://www.ose.be/files/publication/health/WP12_lit_review_final.pdf
http://igpa.uillinois.edu/system/files/Rich-MerrickCrossBorderHealthCareinEUChallengesandOpportunities.pdf
http://igpa.uillinois.edu/system/files/Rich-MerrickCrossBorderHealthCareinEUChallengesandOpportunities.pdf
http://www.euro.who.int/__data/assets/pdf_file/0005/98420/Patient_Mobility.pdf
http://www.sociology.org/content/2004/tier2/scott.html
http://www.sociology.org/content/2004/tier2/scott.html

Patient Care

J. Journals
«  British Medical Journal, www.bmj.com.

«  Conflict and Health, www.conflictandhealth.com.

«  European Journal of Health Law, http://eahl.eu/ejhl.

«  Health and Human Rights: An International Journal: http://hhrjournal.org.

« Journal of Medical Ethics: http://jme.bmj.com.

« The Lancet, www.thelancet.com.

K. Websites
« European Public Health Alliance: http://www.epha.org.

« Health Rights, Human Rights in Patient Care: www.health-rights.org/.

« Penal Reform International: Health in Prisons: www.penalreform.org/themes/health-prisons.

«  Physicians for Human Rights: physiciansforhumanrights.org/
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6. WHAT ARE THE KEY TERMS
RELATED TO PATIENT CARE
AND HUMAN RIGHTS?

A

Ambulatory care
Medical care, including diagnosis, observation, treatment, and rehabilitation, provided on an outpatient
basis.

D

Dual loyalty
Role conflict between professional duties to a patient and obligations to the interests of a third party such
as an employer, insurer, or the state. The conflict may be express or implied, real or perceived.

Essential medicines

Medicines that satisfy the priority health care needs of the population. Essential medicines are intended to
be available at all times in adequate amounts, in the appropriate dosage forms, with assured quality, and
at a price the individual and the community can afford.

H

Health

Complete physical, mental, and social well-being, rather than merely the absence of disease or infirmity
(World Health Organization).

Health care or patient care (see also Patient care)

1. The prevention, treatment, and management of illness and the preservation of mental and physical
well-being through the services offered by the medical, nursing, and allied health professions. This defini-
tion and similar ones sometimes are given for “patient care” as well. The World Health Organization states
that this embraces all the goods and services designed to promote health, including preventive, curative,
and palliative interventions, whether directed to individuals or populations.

2. Any type of services provided by professionals or paraprofessionals with an impact on health status
(European Observatory on Health Systems and Policy online glossary).

3. Medical, nursing, or allied services dispensed by health care providers and health care establishments.
(Declaration on Promotion of Rights of Patients in Europe, WHO, Amsterdam 1994). See also “patient care.”

Health care facility
Any health care institution such as a hospital, clinic, primary care center. May also be referred to as a med-
ical facility.

Health care professional

Physicians, nurses, pharmacists, dentists, midwives, physician assistants, dieticians, paramedics,
psychologists, therapists, or other health professionals.
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Health care system
The organized provision of health care services.

Human rights in patient care

Concept that brings together the rights of both patients and health care providers and refers to the appli-
cation of general human rights principles to all stakeholders in the delivery of health care. It encompasses
all rights recognized under international law that are relevant to the provision of health services.

Individual rights in patient care

Rights that, when made operation, can be made enforceable on behalf of an individual patient. Individual
rights in patient care are more readily expressed in absolute terms than are social rights in health care
(Declaration on the Promotion of Patients’ Rights in Europe, World Health Organization, 1994). See also
“social rights in health care” and “patients’ rights.”

Informed consent

A legal condition in which a person can be said to agree to a course of action based upon an appreciation
and understanding of the facts and implications. The individual needs to be in possession of relevant facts
and the ability to reason.

Informed consent in the health care context

A process by which a patient participates in health care choices. A patient must be provided with adequate
and understandable information on matters such as the treatment’s purpose, alternative treatments, risks,
and side-effects.

Inpatient
A patient whose care requires a stay in a hospital or hospice facility for at least one night.

Medical intervention

Any examination, treatment, or other act having preventive, diagnostic therapeutic, or rehabilitative aims
and which is carried out by a physician or other health care provider (Declaration on the Promotion of
Rights of Patients in Europe, WHO, Amsterdam 1994).

Neglected diseases
Diseases that almost exclusively affect underprivileged rural communities in low-income countries; such
diseases generally receive inadequate attention and resources.

o

Outpatient
Patient receiving treatment without spending any nights at a health care institution.
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P
Patient

A user of health care services, whether healthy or sick (Declaration on the Promotion of Patients’ Rights in
Europe, WHO, Amsterdam 1994).

A person in contact with the health system, seeking attention for a health condition (European
Observatory on Health Systems and Policies).

Patient autonomy
A patient’s right to make decisions about his or her medical care. Providers can educate and inform pa-
tients, but cannot make decisions for them.

Patient care (see also Health care)
The services rendered by members of the health professions or non-professionals under their supervision
for the benefit of the patient. Similar definitions often are provided for the term “health care.”

Patient-centered care

Doctrine recognizing the provision of health services as a partnership among health care providers and
patients and their families. Decisions about medical treatments must respect patients’ wants, needs,
preferences, and values.

Patient confidentiality
Doctrine holding that the physician has the duty to maintain patient confidences. This is to allow patients
to make full and frank disclosure to their physician, enabling appropriate treatment and diagnosis.

Patient mobility
Concept describing patient movement beyond their catchment area or area of residence to access health
care; mobility can take place within the same country or between countries.

Patient responsibility

A doctrine recognizing the doctor/patient relationship as a partnership with each side assuming certain
obligations. Patient responsibilities include communicating openly with the physician or provider, partici-
pating in decisions about diagnostic and treatment recommendations, and complying with the agreed-up-
on treatment program.

Patients’ rights

Set of rights calling for government and health care provider accountability in the provision of quality
health services. Associated with a movement empowering patients, particularly in countries where patients
are assuming a greater share of health care costs and thus expect to have their rights as “consumers”
respected.

A set of rights, responsibilities, and duties under which individuals seek and receive health care services
(European Observatory on Health Systems and Policy online glossary).

Patient safety
Freedom from accidental injury caused by medical care or medical errors (Institute of Medicine).
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Primary health care
General health services available in the community near places where people live and work; the first level
of contact individuals and families have with the health system.

Public health
Collective actions of a society to ensure conditions in which people can be healthy (Institute of Medicine).

S
Secondary health care

General health services available in hospitals.

Social Rights in Health Care

Category of rights that relate to the societal obligation undertaken or otherwise enforced by government
and other public or private bodies to make a reasonable provision of health care for the whole population.
These rights also relate to the equal access to health care for all those living in a country or other geopo-
litical, cultural, social, or psychological. Social rights in health care are enjoyed collectively (Declaration on
the Promotion of Patients’ Rights in Europe, World Health Organization, 1994). See also “individual rights
in patient care.”

T
Terminal care

Care given to a patient when it is no longer possible to improve the fatal prognosis of his or her illness/
condition with available treatment methods, as well as care at the approach of death (Declaration on the
Promotion of Rights of Patients in Europe, WHO, Amsterdam 1994).

Tertiary health care
Specialized health services available in hospitals.
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CHAPTER 2

HIV, AIDS AND
HUMAN RIGHTS

The face of HIV has always been the face of our failure to protect
human rights.

— Navi Pillay, UN High Commissioner for Human Rights — July 23, 2012
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INTRODUCTION

This chapter will introduce you to key issues and resources in HIV, AIDS, and human rights. In addition,
this chapter will help you understand why, more now than ever, HIV and AIDS must be understood and
approached as a human rights issue.

The chapter is organized into six sections that answer the following questions. Some of these issues
are also addressed in Chapter 3 on Tuberculosis and Human Rights, Chapter 4 on Harm Reduction
and Human Rights, Chapter 5 on Palliative Care and Human Rights, and Chapter 8 on LGBTI, Health
and Human Rights.

1. How are HIV and AIDS a human rights issue?

2. What are the most relevant international and regional human rights standards related to
HIV and AIDS?

What is a human rights-based approach to advocacy, litigation, and programming?
What are some examples of effective human rights-based work in the area of HIV and AIDS?

Where can | find additional resources on HIV, AIDS, and human rights?

oV N W

What are some of the key terms related to HIV, AIDS, and human rights?
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. HOW ARE HIV AND AIDS A HUMAN

RIGHTS ISSUE?
What are HIV and AIDS?

What do the acronyms HIV and AIDS stand for?:
“HIV” stands for human immunodeficiency virus, which is a virus that affects the human immune system.
It results in a deterioration of the immune system, causing an individual to become more vulnerable to
other infections. “AIDS” stands for acquired immunodeficiency syndrome, which is an advanced stage of
HIV defined by the demonstration of certain symptomes, infections, and cancers. An individual with HIV
infection may not have developed any of the illnesses that constitute AIDS and the terms should be kept
distinct.2 As UNAIDS notes:

The expression HIV/AIDS should be avoided whenever possible because it can cause confusion. Most
people with HIV do not have AIDS. The expression ‘HIV/AIDS prevention’ is even more unaccept-
able because HIV prevention entails correct and consistent condom use, use of sterile injecting equip-
ment, changes in social norms, etc., whereas AIDS prevention entails cotrimoxazole, good nutrition,
isoniazid prophylaxis (INH), etc.?

There is currently no cure for AIDS. However, people living with HIV can live healthy and productive lives
with antiretroviral therapy.4

1 For basic information on HIV/AIDS, please see the following resources: UNAIDS, Fast Facts about HIV. www.unaids.org/en/media/unaids/contentas-
sets/dataimport/pub/factsheet/2008 /20080519 _fastfacts_hiv_en.pdf; Center for Disease Control, Basic Information about HIV and AIDS. www.cdc.gov/
ncphi/disss/nndss/print/aidscurrent.htm; World Health Organization (WHO), HIV/AIDS: Fact Sheet No. 360 (July 2012). www.who.int/mediacentre/
factsheets/fs360/en/index.html.

2 UNESCO, UNESCO Guidelines on Language and Content in HIV- and AIDS -Related Materials (October 2006). http://unesdoc.unesco.org/imag-
€s5/0014/001447/144725e.pdf.

3 UNAIDS, Terminology Guidelines (October 2011). http://www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2011/]C2118_
terminology-guidelines_en.pdf.

4 World Health Organization (WHO), HIV/AIDS: Fact Sheet No. 360 (July 2012). www.who.int/mediacentre/factsheets/fs360/en/index.html.
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HIV, AIDS

How is HIV spread?®

HIV can be transmitted through unprotected and close contact with certain body fluids, such as blood, se-
men, breast milk, and vaginal secretions from infected individuals. However, transmission is not possible
through air or water, shaking hands, kissing, saliva, tears, or mosquitoes. Common routes of transmission
include:

« Unprotected vaginal or anal sex with an HIV-positive partner. The risk of contracting HIV from sexual
encounters increases if the person has other sexually transmitted infections (STIs) and if the male is un-
circumcised.® Unprotected anal sex has a higher risk factor than vaginal sex, and unprotected receptive
anal sex has a higher risk factor than unprotected insertive anal sex.” Transmission can, in some instanc-
es with specific conditions, occur through oral sex.

« Passage from an HIV-positive mother to a child during pregnancy, birth, or breastfeeding.

« Sharing contaminated equipment used for injection drug use, including needles, syringes, and wash
water.

How are HIV and AIDS treated?

Antiretroviral therapy (ART) is “the combination of at least three antiretroviral drugs to maximally sup-
press the HIV virus and stop the progression of the HIV disease.”® ART is effective both as life-saving
treatment and as protection against HIV AIDS.9 According to the Global Commission on HIV and the
Law, “Legal strategies, together with global advocacy and generic [drugs], resulted in a 22-fold increase in
ART access between 2001 and 2010.” Nevertheless, coverage remains unequal, and in 2011, just 54% of
people indicated for ART in low- and middle-income countries received treatment. Globally, just 28% of
children in need of treatment received ART.”® Although there is not yet universal access in many countries,
treatment has been successful in extending life expectancy, decreasing HIV transmission,” and promoting
community activism and empowerment around HIV.™

O 00

)

23

More detailed information on transmission is available from the Center for Disease Control, Basic Information about HIV and AIDS. www.cdc.gov/ncphi/
disss/nndss/print/aidscurrent.htm; Center for Disease Control, HIV Transmission. www.cdc.gov/hiv/resources/qa/transmission.htm; and World Health
Organization, HIV/AIDS: Fact Sheet No. 360 (July 2012). www.who.int/mediacentre/factsheets/fs360/en/index.html.

Canning D, “The Economics of HIV/AIDS in Low-Income Countries: The Case for Prevention,” Journal of Economic Perspectives 20 (2006): 121. http:
pubs.aeaweb.org/doi/pdfplus/10.1257/jep.20.3.121.

Center for Disease Control, “Basic Information about HIV and AIDS.” http://www.cdc.gov/hiv/topics/basic/.

WHO, “HIV/AIDS: Antiretroviral Therapy.” www.who.int/hiv/topics/treatment/en/.

Ibid.

UNAIDS, Global AIDS epidemic facts and figures, Fact Sheet (July 18, 2012). http://www.unaids.org/en/media/unaids/contentassets /documents/epidemi-
ology/2012/gr2012/20121120_FactSheet_Global_en.pdf.

Tanser etl al, “High Coverage of ART Associated with Decline in Risk of HIV Acquisition in Rural KwaZulu-Natal, South Africa,” Science (2013). http://
www.sciencemag.org/content/339/6122/966.short; Bor | et al, “Increases in Adult Life Expectancy in Rural South Africa: Valuing the Scale-Up of HIV
Treatment,” 339, 961 Science (2013). http://www.sciencemag.org.ezp-prodi.hul.harvard.edu/content/339/6122/961.full.pdf.

Robins, S. 2006. “From ‘Rights’ to ‘Ritual’”: AIDS Activism in South Africa.” American Anthropologist 108(2):312-323. http://onlinelibrary.wiley.com.ezp-
prodi.hul.harvard.edu/doi/10.1525/aa.2006.108.2.312 /pdf.
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How is HIV a global epidemic?
The UN General Assembly notes that the HIV epidemic constitutes “an unprecedented human catastro-
phe inflicting immense suffering on countries, communities and families around the world.”* More than
30 million people have died of AIDS™ and there are approximately 34.2 million people living with HIV
today. Each year, some 2.5 million people become infected with HIV and around 1.7 million people die of
AIDS-related causes, mostly in low- and middle-income countries.’s Over 16 million children have been
orphaned because of AIDS.'® In the three decades since HIV was first reported, global infection and death
rates have declined due to improved access to antiretroviral therapy, which increases life expectancy and
reduces the likelihood of transmission. These gains, however, are fragile. HIV and AIDS continue to pose
“formidable challenges to the development, progress and stability”"” of human society and must remain a
global priority.'

What is the connection between HIV, AIDS, and tuberculosis?
Tuberculosis (TB), a disease caused by the Mycobacterium tuberculosis bacterium that attacks the lungs, is
the leading cause of death for people with HIV worldwide.’ HIV compromises the immune system and
thus increases the likelihood of TB infection, progression, and relapse. People living with HIV are estimat-
ed to have between 20-37 times greater risk of developing TB than those not living with HIV. In 2009, 1.2
million (13%) of the 9.4 million new cases of TB were among people living with HIV, and 400,000 (24%)
of the 1.7 million people who died from TB were living with HIV.?® It is estimated that one-third of the 40
million people living with HIV worldwide are co-infected with TB.

Unlike AIDS, however, TB can be cured. Studies show that anti-TB drugs can prolong the lives of people
living with HIV by at least two years. Therefore, offering TB tests and treatment to people with HIV—and
vice versa—greatly increases the manageability of both diseases; indeed, due in large part to the scale-
up of joint HIV and TB services, TB deaths in people living with HIV declined by 10% between 2009 and
2010.”

Inadequate and inconsistent treatment practices, on the other hand, can cause drug-resistant strains of
TB. Multi-drug resistant tuberculosis (MDR-TB) is difficult and costly to treat and can be fatal. The emer-
gence of MDR-TB poses a grave threat not only to people with TB, but to overall progress in the global
response to HIV and AIDS.

For more information on TB and health and human rights, please see Chapter 3.

13 UN General Assembly, Political Declaration on HIV/AIDS: Intensifying our Efforts to Eliminate HIV/AIDS, AJRES/65/277 (June 10, 2011). www.unaids.org/
en/media/unaids/contentassets/documents/document/2011/06/20110610_UN_A-RES-65-277_en.pdf.

14 1bid.

15 UNAIDS, Global AIDS epidemic facts and figures (July 18, 2012). www.unaids.org/en/media/unaids/contentassets/documents/epidemiolo-
gy/2012/201207_FactSheet_Global_en.pdf.

16 UN General Assembly, Political Declaration on HIV/AIDS: Intensifying our Efforts to Eliminate HIV/AIDS. A/RES/65/277 (June 10, 2011). www.unaids.org/
en/media/unaids/contentassets/documents/document/2011/06/20110610_UN_A-RES-65-277_en.pdf.

17 Ibid.

18  UN Office of the High Commissioner for Human Rights, “HIV/AIDS and Human Rights.” www.ohchr.org/EN/Issues/HIV/Pages/HIVIndex.aspx.

19 The Henry J. Kaiser Family Foundation, US Global Health Policy Fact Sheet: The Global HIV/AIDS Epidemic (July 2012). www.kff.org/hivaids/up-
load/3030-17.pdf.

20 WHO, “The Three I's for HIV/TB.” www.who.int/hiv/topics/tb/3is/en/index.html.

21 Kaiser Family Foundation, US Global Health Policy Fact Sheet: The Global HIV/AIDS Epidemic (July 2012). www.kff.org/hivaids/upload/3030-17.pdf.
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HIV, AIDS

How are HIV and AIDS a human rights issue?

Human rights and HIV are inextricably linked. As the Inter-Parliamentary Union’s (IPU) Handbook for
Legislators on HIV/AIDS, Law and Human Rights notes:

A lack of respect for human rights fuels the spread, and exacerbates the impact, of the disease. At
the same time, HIV undermines progress in the realization of human rights. This link is apparent in
the disproportionate incidence and spread of the disease among key populations at higher risk, and
particularly those living in poverty. It is also apparent in the fact that the overwhelming burden of
the epidemic today is borne by low- and middle-income countries. AIDS and poverty are now mutu-
ally reinforcing negative forces in many of these countries.”

Human rights are relevant to the response to HIV in at least three ways. First, lack of human rights pro-
tection creates vulnerability to HIV,® particularly among marginalized and underserved groups such as

women, children, and young persons; sex workers; people who use drugs; migrants; men who have sex
with men (MSM); transgendered persons; and prisoners.> The |PU states:

[These groups] are more vulnerable to contracting HIV because they are unable to realize their civil,
political, economic, social and cultural rights. For example, individuals who are denied the right to
freedom of association and access to information may be precluded from discussing issues related to
HIV, participating in AIDS service organizations and self-help groups, and taking other preventive
measures to protect themselves from HIV. Women, and particularly young women, are more vulner-
able to infection if they lack access to information, education and services necessary to ensure sexual
and reproductive health and prevention of infection. The unequal status of women also means that
their capacity to negotiate in the context of sexual activity is severely undermined. People living in
poverty often are unable to access HIV care and treatment, including antiretrovirals.?

Second, lack of human rights protection fuels stigma, discrimination, and violence against persons living
with and affected by HIV.?® These harmful attitudes and practices are rooted in a lack of understanding of
HIV, misconceptions about how HIV is transmitted,” and “fears and prejudices surrounding sex, blood,
disease, and death—as well as the perception that HIV is related to ‘deviant’ or ‘immoral’ behaviors such
as sex outside marriage, sex between men, and drug use.”® The IPU notes:

22
23

24

25

26
27

28

2.5

Inter-Parliamentary Union (IPU), Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007), www.unaids.org/en/media/unaids/conten-

tassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

UNAIDS and the UN Office for the High Commissioner for Human Rights, Handbook on HIV and Human Rights for National Human Rights Institutions
(2007). http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

Ibid. See also Piot P, Greener R, Russell S, “Squaring the Circle: AIDS, Poverty, and Human Development,” PLOS Medicine 4, no. 10 (2007): €314. www.
plosmedicine.org/article/info:doi/10.1371/journal.pmed.0040314, and World Health Organization, Towards Universal Access: Scaling up priority HIV/AIDS
interventions in the health sector, Progress Report 2010 (2010). http://whglibdoc.who.int/publications/2010/9789241500395._eng.pdf.
Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). www.unaids.org/en/media/unaids/contentas-
sets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

Ibid.

UNAIDS, HIV — Related Stigma, Discrimination, and Human Rights Violations: Case Studies of Successful Program (April 2005). http://data.unaids.org/
publications/irc-pubo6/jc999-humrightsviol_en.pdf.

Open Society Institute, 10 Reasons Why Human Rights Should Occupy the Centre of the Global AIDS Struggle (2009). www.hivhumanrightsnow.org.
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HIV, AIDS

The rights of people living with HIV often are violated because of their presumed or known HIV-pos-
itive status, causing them to suffer both the burden of the disease and the consequential loss of other
rights. Stigmatization and discrimination may obstruct their access to treatment and may affect
their employment, housing and other rights. This, in turn, contributes to the vulnerability of others
to infection, since HIV-related stigma and discrimination discourage individuals infected with, and
affected by, HIV from contacting health and social services. The result is that those most needing
information, education and counselling will not benefit even where such services are available

Third, lack of human rights protection impedes effective national responses to HIV.3° Discriminatory,
coercive, and punitive approaches to HIV increase vulnerability to infection and worsen the impact of the
epidemic on individuals, families, communities and countries.> Examples include:

« Ideologically driven restrictions on information about HIV prevention, including safe sex and
condom use;

« Criminalization of groups at higher risk of infection, such as men who have sex with men, persons
who inject drugs, and sex workers;

«  Criminalization of “reckless” or “negligent” HIV exposure or transmission;
« HIV testing without informed consent;

« Limited access to harm reduction measures, such as needle and syringe programs and opioid
substitution therapy;

+ Limited access to opioid medications for palliative care; and

« HIV-related immigration restrictions on entry, stay, and residence.?

These measures deter people from coming forward for HIV services and inhibit the ability of organizations
to reach vulnerable and at risk groups.* Human rights are thus necessary to achieving universal access to
comprehensive prevention, treatment and care; to meeting the rights and needs of the most vulnerable
and worst affected populations; and to ensuring voluntary, informed and evidence-based policies, pro-
grams and practices.> The following are some examples of key human rights issues related to HIV.
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Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). www.unaids.org/en/media/unaids/contentas-
sets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

Ibid.
UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National HIV Responses (2012). http://www.unaids.org/en/
media/unaids/contentassets/documents/document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

Ibid.
Ibid. See also Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007), www.unaids.org/en/media/un-
aids/contentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

Open Society Foundations, 10 Reasons Why Human Rights Should Occupy the Centre of the Global AIDS Struggle (2009). www.hivhumanrightsnow.org.vs3.
korax.net/downloads/nmte_20090923_o.pdf.
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HIV, AIDS

HIV disproportionately affects persons living in developing

countries and persons living in poverty.
HIV is deeply rooted in social, economic, and gender inequalities.» The burden of the epidemic is dispropor-
tionately carried by persons in developing countries. Sub-Saharan Africa remains the worst-affected region,
with 69% of all persons living with HIV and 70% of all HIV-related deaths. The Caribbean region has the
highest HIV prevalence outside of sub-Saharan Africa and the number of new HIV infections is increasing in
Eastern Europe, Central Asia, North Africa, the Middle East, and parts of Asia and the Pacific.3® The disparate
burden of HIV across countries and communities requires “an exceptional and comprehensive global re-
sponse that takes into account the fact that the spread of HIV is often a consequence and cause of poverty.”s

Poverty creates social and legal environments that increase the risk of infection, sickness, and death. Un-
derlying factors include malnutrition, poor health, barriers to accessing health care and other services, and
reduced capacity to participate in HIV prevention and care.’® Poverty increases vulnerability to HIV—even
as HIV increases vulnerability to poverty. According to Piot et al.:

AIDS kills people in the prime of their working and parenting lives, with a devastating effect on the
lives and livelihoods of affected households. Incomes shrink when employed household members
become sick or die, and resources are further depleted by medical and funeral-related costs. The
impact on poor households is clearly disproportionate, with many struggling to meet demands for
treatment and care.... For example, in India, the financial burden on households living with HIV
was 82% of income in the poorest quintile and just over 20% among the richest quintile.... The very
poor struggle to afford even heavily subsidized antiretroviral treatment.... Moreover, even if drugs are
free, poor families may have insufficient resources to meet basic nutrition needs or the costs of travel
to health clinics for care.?

HIV thus imposes the heaviest toll on persons living in poverty, while impeding human development in
high-prevalence countries.“ The Joint United Nations Programme on AIDS (UNAIDS) and the UN Office
of the High Commissioner for Human Rights (OHCHR) state:

Where human rights are not protected, people are more vulnerable to HIV infection. Where the hu-
man rights of HIV-positive people are not protected, they suffer stigma and discrimination, become
ill, become unable to support themselves and their families, and if not provided treatment, they die.
Where rates of HIV prevalence are high and treatment is lacking, whole communities are devastated
by the impact of the virus.... HIV has spread to every country in the world and, in the hardest-hit
countries, it is undoing most of the development gains of the past 50 years.+

35 Piot P, Greener R, Russell S, “Squaring the Circle: AIDS, Poverty, and Human Development,” PLOS Medicine 4, no. 10 (2007): e314. www.plosmedicine.
org/article/info:doi/10.1371/journal.pmed.c040314

36 UNAIDS, Report on the global AIDS epidemic 2012, (2012): 8-12. www.unaids.org/en/media/unaids/contentassets/documents/epidemiology/2012/
gr2012/20121120_UNAIDS_Global_Report_2012_with_annexes_en.pdf.

37 UN General Assembly, Political Declaration on HIV/AIDS: Intensifying our Efforts to Eliminate HIV/AIDS, A/RES/65/277 (Jun. 10, 2011). www.unaids.org/
en/media/unaids/contentassets/documents/document/2011/06/20110610_UN_A-RES-65-277_en.pdf.

38 Ibid. See also Drimie S, “The Impact of HIV/AIDS on rural households and land issues in Southern and Eastern Africa,” Background Paper, (Food and
Agricultural Organization, Sub-Regional Office for Southern and Eastern Africa, 2002). ftp://ftp.fac.org/docrep/nonfao/ad6g96e/ad696e00.pdf.

39 Piot P, Greener R, Russell S, “Squaring the Circle: AIDS, Poverty, and Human Development,” PLOS Medicine 4, no. 10 (2007): e314. www.plosmedicine.
org/article/info:doi/10.1371/journal.pmed.c040314

40 Drimie S, “The Impact of HIV/AIDS on rural households and land issues in Southern and Eastern Africa,” Background Paper, (Food and Agricultural
Organization, Sub-Regional Office for Southern and Eastern Africa, 2002). ftp://ftp.fac.org/docrep/nonfao/ad6g96e/ad696e00.pdf.

41 UNAIDS and UN Office of the High Commissioner for Human Rights (OHCHR), Handbook on HIV and Human Rights for National Human Rights Institu-
tions (2007). http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.
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HIV, AIDS

Stigma, discrimination, and violence violate the human rights of people living with
and affected by HIV.

Many countries have yet to significantly address the HIV-related human rights abuses of their citizens. As
a result, stigma and discrimination remain pervasive; they are the primary drivers of the HIV epidemic and
the main obstacles to effective public action. UN Secretary-General Ban Ki-Moon notes:

[Stigma] is a main reason why too many people are afraid to see a doctor to determine whether
they have the disease, or to seek treatment if so. It helps make AIDS the silent killer, because people
fear the social disgrace of speaking about it, or taking easily available precautions. Stigma is a chief
reason why the AIDS epidemic continues to devastate societies around the world.#

UNAIDS defines stigma as the process of devaluating an individual based on certain attributes deemed
discrediting or unworthy by others. Discrimination, in turn, occurs when stigma is acted on and consists
of the actions or behaviors directed against stigmatized individuals.# In the context of HIV, discrimination
can increase vulnerability to infection, particularly among legally and socially marginalized groups such

as sex workers, people who use drugs, men who have sex with men, and prisoners. According to UNAIDS
and OHCHR:

Discrimination often prevents them from having access to HIV prevention information, modalities
(condoms and clean injecting equipment) and services (for sexually transmitted infections and tuber-
culosis). This, as well as risk-taking behaviour, makes them highly vulnerable to HIV infection.*

At the same time, discrimination can also relate to HIV status itself. People with actual or presumed
HIV-positive status may be denied the right to health care, employment, education, and freedom of move-
ment, among other rights.+

42
43

44

45

Ki-Moon B, The Stigma Factor, The Washington Times, (Aug. 6, 2008). www.washingtontimes.com/news/2008/aug/o6 /the-stigma-factor/.
UNAIDS, HIV — Related Stigma, Discrimination, and Human Rights Violations: Case Studies of Successful Program (April 2005). http://data.unaids.org/
publications/irc-pubo6/jcg99-humrightsviol_en.pdf

UNAIDS and the UN Office of the High Commissioner for Human Rights, Handbook on HIV and Human Rights for National Human Rights Institutions
(2007). http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

Ibid
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HIV, AIDS

For example, all people have the right to decent work and their HIV status should not influence their ability
to find and keep employment. Yet people living with HIV often face stigma and discrimination in the work-
place.# This can affect recruitment, salary levels, training opportunities, labor protection, social insurance,
welfare, and dismissal.#” The Global Network of People Living with HIV found that up to 45% of survey re-
spondents in Nigeria had lost their jobs or their source of income during the previous 12 months, and up to
27% were refused the opportunity to work as a result of their HIV status.# To address HIV and AlDs discrim-
ination in the workplace, the International Labour Organization released a recommendation on HIV/AIDs
and work in 2001 (“The Code”) and a standard in 2010 to bolster implementation of the Code at the country
level. The Code guidelines are:

« No mandatory HIV testing for workers under any circumstances or for any purpose.
« No denial of job opportunities for workers with HIV in any area of work.
« No discrimination of workers such as denial of promotions or shifting job responsibilities.

« Guaranteed confidentiality with regard to HIV status in the workplace.

Discrimination on account of HIV status can contribute to poverty, poor health, and further marginaliza-
tion. For example, lack of employment security contributes to worse health outcomes, since employment
status can determine access to health care and social benefits.s When people living with HIV cannot find
or keep employment, the loss of income and simultaneous loss of benefits exacerbates poverty and makes
adherence to HIV treatment more difficult.

To combat HIV-related stigma manifest in social and legal barriers, countries should enact formal laws
that prohibit discrimination on the basis of HIV status for purposes of employment, education, social

and health care services, or immigration and asylum applications. The Commission on HIV and the Law
reports that of 168 reviewed countries, 123 reported that they had laws that prohibited HIV-related dis-
crimination.’ However, the Office of the High Commission on Human Rights cautions that many of these
anti-discrimination laws may not be effective:
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Global Network of People Living with HIV (GNP+), Stigma and Discrimination at Work: Findings from the People Living with HIV Stigma Index, Evidence

Brief, (2012). www.gnpplus.net/images/stories/Rights_and_stigma/S|_WorkBriefing_Online.pdf.

National Center for AIDS/STD Control and Prevention, China CDC & International Labour Office for China and Mongolia, HIV and AIDS Related Employment

Discrimination in China. www.ilo.org/wcmsps/groups/public/-—-asia/---ro-bangkok/---sro-bangkok/documents /publication /wcms_150386.pdf.
International Labour Organization (ILO), HIV still a major obstacle to employment security (July 24, 2012). www.ilo.org/global /about-the-ilo/newsroom/

news/WCMS_185826/lang--en/index.htm.

International Labour Organization, Recommendation concerning HIV and AIDS and the World of Work (No. 200) (2010), www.ilo.org/aids/WCMS_142706/

lang--en/index.htm. Available in many languages. See also, ILO, Code of Practice on HIV/AIDS and the World of Work, www.ilo.org/aids /Publications/
WCMS_113783/lang--en/index.htm.

National Center for AIDS/STD Control and Prevention, China CDC & International Labour Office for China and Mongolia, HIV and AIDS Related Employment

Discrimination in China. www.ilo.org/wcmsps/groups/public/-—-asia/---ro-bangkok/---sro-bangkok/documents /publication /wcms_150386.pdf.
Rueda SI, “Labour Force Participation and health-related quality of life in people living with HIV”, AIDS Behavior 16, no. 8 (2012):2350-60.
www.ncbi.nlm.nih.gov/pubmed/22814570.

Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf. The Global Commission on HIV and the Law is an independent body, convened by UNDP on behalf of the program
Coordinating Board of the Joint United Nations program on HIV/AIDS (UNAIDS).
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HIV, AIDS

When anti-discrimination provisions are in place, they are often not effectively enforced. Fewer
than 6o per cent of countries report having a mechanism to record, document and address cases
of HIV-related discrimination. In 2010, the vast majority of countries reported that they addressed
stigma and discrimination in their national HIV strategies; however, most countries did not have a
budget for activities aimed at responding to HIV-related stigma and discrimination.s:

Four organizations have partnereds4 to document the experiences of people living with HIV-related stigma,
discrimination, and rights violations by developing an index called “People Living with HIV Stigma Index.”
The aim of the index is to “broaden our understanding of the extent and forms of stigma and discrimination
faced by people living with HIV in different countries|,]” and to use the data as an advocacy tool.5* This tool
is helpful in understanding and documenting the extent to which discrimination and stigma affect the daily
lives of persons living with HIV.

The People Living with HIV Stigma Index demonstrates that stigma and discrimination are widespread.
Stigma can lead to social ostracism, loss of income or livelihoods, denial of medical services or poor care
within the health sector, loss of marriage and childbearing options, violence and depression/loss of hope
(internalized stigma).5” Discrimination perpetuates the stigma associated with HIV-positive status and
hinders HIV prevention and intervention. HIV-related stigma and discrimination make people afraid to
seek information and education about prevention methods, to find out their status, to disclose their sta-
tus—even to family and sexual partners—and to adhere to treatment schedules.s®

HIV education plays an important role in reducing discrimination and stigma. It is also important to en-
sure that services are delivered in a manner that changes negative social norms at the population level.®
For example, there is some evidence that HIV-associated stigma is decreasing in some communities due
to high rates of social exposure to people who are receiving ART.®° Education, outreach, and other mech-
anisms to reduce social stigma can make people less afraid of HIV, more willing to be tested, to disclose
their status, and to seek care when necessary. All these factors contribute to a more open and inclusive
environment.®’
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HIV, AIDS

Gender inequality, gender-based violence, and the low status of women and
girls remain three of the principal drivers of HIV.

Women and girls are disproportionately affected by the HIV epidemic. It is estimated that about 75% of all
women living with HIV are in sub-Saharan Africa.® HIV remains the “leading cause of death of women of
reproductive age”® and a leading cause of maternal death.% In 2011, approximately 1.2 million women and
girls were newly infected with HIV.® Young women between 15 to 24 years of age account for 63% of young
people living with HIV and have “infection rates twice as high as among men of the same age.”%® Despite
this, “Less than half (46%) of all countries allocate resources for the specific needs of women and girls in
their national response to HIV.”¢7

The manifestation of gender inequality in the HIV epidemic extends beyond infection rates. The Interna-
tional Guidelines on HIV/AIDS and Human Rights notes the extensive impact of gender inequality on the
HIV epidemic:

Women’s subordination in the family and in public life is one of the root causes of the rapidly
increasing rate of infection among women. Systematic discrimination based on gender also impairs
women’s ability to deal with the consequences of their own infection and /or infection in the family,
in social, economic and personal terms.

As the UN Secretary General noted, “Gender inequality affects women’s experience of living with HIV, their
ability to cope once infected and their access to HIV and AIDS services, including treatment.”® Women'’s
experiences of living with HIV are further influenced by social and economic gender disparities. For exam-
ple, women are often care givers, which is complicated if the person they care for contracts HIV or they
themselves become HIV infected. Their duties as care givers can become significantly more demanding
and complex, compounded by additional economic and social burdens. Also, if women lose their partners
to HIV, they may face economic insecurity because of discriminatory employment, inheritance, or property
laws. Legal and social empowerment, as well as increased education for women, are both important mea-
sures to address the manifest gender disparities that exist in the context of HIV.
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Gender in the law

Laws and policies can be an important source of empowerment for women in the context of HIV, but they
can also be equally discriminatory. Laws can create barriers for women to access health services or HIV
treatment itself and to protect themselves from HIV infection. Laws can also harm women by legalizing
genital mutilation or denying inheritance and property rights, causing more risk and vulnerability to the
social determinants of HIV and its effects.” For example, the Global Commission noted that, in 2012, 127
countries did not have laws criminalizing marital rape.”

Economic status

Women are at an increased risk of becoming infected with HIV due to unequal access to resources,
including land and income-generating opportunities, as well as economic dependence on men. Unequal
access to resources and economic dependence on men increase the probability that women and girls will
engage in variety of unsafe sexual behaviors, including transaction sex, coerced sex, earlier sexual debut,
and multiple sex partners.”> Despite initial concerns that women might face greater barrier to ART access,
there is no evidence of socio-economic gradients in ART access, with the exception of distance to the near-
est clinic.”» However, a lack of resources can prevent women from accessing necessary health services for
prevention, treatment and care.

Gender-based power imbalances in sexual and reproductive decision-making
Gender-based power imbalances in sexual decision-making put women at increased risk to contract HIV
and can have grave consequences for women. The majority of HIV transmissions to women occur during
heterosexual intercourse, and women are twice more likely than men to acquire HIV from an infected part-
ner during unprotected heterosexual intercourse.’ Gender inequality in sexual relationships can range from
women not having power to control their sexual relations both in and out of marriage, women who are
married to men for whom having multiple partners is encouraged, the genital mutilation of women, and the
early or forced marriage of women. Violence against women also puts women at increased risk for HIV and
remains a real threat for women worldwide. Gender-based power imbalances also affect women’s autono-
my and independent decision-making on reproductive issues, including methods of protection against HIV
during sexual encounters, methods of contraception, testing for HIV, and treatment and care options.
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The rights and needs of children under the age of I5 are largely ignored

in the response to HIV.
An estimated 3.4 million children under 15 are living with HIV today. In 2011, 330,000 new children became
infected with HIV—91% of whom live in sub-Saharan Africa—and an additional 230,000 children died of
AIDS-related causes.”s Children and young people are among the worst affected by HIV due to failures to
protect their human rights. The UNAIDS and OHCHR Handbook on HIV and Human Rights for National-
Human Rights Institutions states:

According to the Convention on the Rights of the Child and its optional protocols, children have
many of the rights of adults in addition to particular rights for children that are relevant in relation
to HIV and AIDS. Children have the right to freedom from trafficking, prostitution, sexual exploita-
tion and sexual abuse; the right to seek, receive and impart information on HIV; and the right to
special protection and assistance if deprived of their family environment. They also have the right
to education, the right to health and the right to inherit property. The right to special protection
and assistance if deprived of their family environment protects children if they are orphaned by
AIDS. And the right of children to be actors in their own development and to express their opinions
empowers them to be involved in the design and implementation of HIV-related programmes for
children.”®

Nevertheless, progress remains unsatisfactory in the prevention, diagnosis, and treatment of HIV in
children. Many children affected by HIV experience poverty, homelessness, school drop-out, discrimina-
tion, loss of economic and social opportunity, and early death. Countries are not adequately fulfilling their
commitments to provide care and support for vulnerable children, including and especially orphans and
children living in AIDS-affected families.

Prevention of mother-to-child transmission of HIV

Preventing mother-to-child transmission of HIV (PMTCT) remains a priority in eliminating HIV in children.
More than 90% of HIV-positive children are infected through their mother during pregnancy, labor, delivery,
and breastfeeding. Without intervention, there is a 20 to 45% chance that a mother will transmit HIV to her
baby.”” Moreover, without intervention, half of all infected children will die before their second birthday.”

Lack of universal access to PMTCT services highlights inequities that result from a failure to protect
human rights. The prescribed strategy requires administering antiretrovirals (ARTs) to the mother before
birth and during labor, administering ARTs to the baby following birth, and undertaking preventative mea-
sures to avoid HIV transmission through breast milk. These methods are successfully applied in high-in-
come countries, where mother-to-child transmission is rare.

75 UNAIDS, Global AIDS epidemic facts and figures (July 18, 2012). www.unaids.org/en/media/unaids/contentassets/documents/epidemiolo-
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port_2010_EN.pdf.
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Women in resource-poor countries, however, often do not have access to PMTCT services.” Despite
concerted efforts to address the issue, in 2011 just 57% of the 1.5 million pregnant women living with

HIV in low- and middle-income countries received ARTs to avoid transmission to their child.® Barriers in
resource-poor settings include clinic resources, testing methods, fear and distrust, disclosure and dis-
crimination issues, drug effectiveness, treatment for mothers, feasibility of replacement feeding, and male
visits to antenatal clinics. Despite these challenges, effective delivery of PMTCT services has been well
documented in resource-limited public health systems.®

Protection, care, and support for children living with or affected by HIV

Many children lack full access to the HIV prevention information, education, and services they are entitled
to under international human rights law. They also receive less antiretroviral treatment than adults, with
just 28% of those in need receiving treatment,® and they have limited access to pediatric formulations of
HIV medicines.® Moreover, children are highly vulnerable to the impact of AIDS on their family and com-
munity environments. An estimated 17.1 million children under 18 have lost one or both parents to AIDS,
with around 14.8 million such orphans in sub-Saharan Africa.?4 In some instances, children may be forced
to become child heads of their households. Orphans and children living in AIDS-affected households are
denied their right to social protection and face higher risks of poverty, abuse, exploitation, discrimination,
property-grabbing, school drop-out, and homelessness.?

The rights and needs of young people aged I5 to 24 are largely ignored in

the response to HIV.
With 890,000 new infections in 2011, approximately 4.9 million young people are living with HIV—75% of
whom are living in sub-Saharan Africa.®¢ Young women make up 63% of all young people living with HIV
globally; however, in sub-Saharan Africa, young women make up 72% of young people living with HIV.
Young women in sub-Saharan Africa are eight times more likely to be living with HIV than their male peers.

Young people still are not receiving adequate education on HIV and they face barriers accessing informa-
tion. Many youth do not receive adequate sex education, and those who do are often misinformed on HIV
prevention and HIV transmission. For example, UNAIDS reports: “Only 24% of young women and 36%
of young men responded correctly when asked five questions on HIV prevention and HIV transmission,
according to the most recent population based surveys in low- and middle-income countries.”®
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Young people also face barriers accessing HIV services, including sexual and reproductive health services,
HIV treatment, and harm reduction. These barriers include stigma, discrimination, and restrictive laws
and policies.®® For example, requiring parental approval to receive HIV testing or treatment can be a signif-
icant deterrent for youth, running counter to HIV prevention efforts.

In addition to an inability to realize the right to the highest attainable standard of health, young people living
with HIV also often face discrimination in accessing the full range of human rights. For example, UNESCO re-
cently released a publication addressing the barriers and discriminatory practices impeding HIV-positive youth
from attending school and getting an education.? According to the IPU, “Evidence has demonstrated that
getting and keeping young people (particularly girls) in school dramatically lowers their vulnerability to HIV.”9°

The most vulnerable and worst affected populations often receive the least atten-
tion in national responses to HIV.

In most countries, men who have sex with men; people who use drugs; sex workers; and prisoners have a
higher prevalence of HIV infection than that of the general population because they engage in behaviors
that put them at higher risk of becoming infected, and they are among the most marginalized and discrim-
inated-against populations in society. Punitive approaches to drug use, sex work, and homosexuality fuel
stigma and hatred against these populations, pushing them further into hiding and away from services to
prevent, treat, and mitigate the impact of HIV. At the same time, the resources devoted to HIV prevention,
treatment, and care for these populations are not proportional to the HIV prevalence, which represents “a
serious mismanagement of resources and a failure to respect fundamental human rights.”>

Sex workers

UNAIDS defines sex workers as “consenting female, male, and transgender adults and young people over
the age of 18 who receive money or goods in exchange for sexual services, either regularly or occasionally.”*>
Sex workers are particularly vulnerable to HIV because of their multiple sexual partners and inconsistent
condom use,® discrimination and stigma, criminalization of their work, increased risk of violence, lack of
education or information, and barriers to accessing health services. For example, in Rwanda, the prevalence
of HIV among female commercial sex workers was 51%, which is 17 times the national average of 3%.94

88
89
90
91

92

93
94

2.15

Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

UNESCO and the Global Network of People Living with HIV, Positive Learning: Meeting the needs of young people living with HIV (YPLHIV) in the education
sector. http://unesdoc.unesco.org/images/0021/002164/216485E.pdf.

Inter-Parliamentary Union (IPU), Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007), www.unaids.org/en/media/unaids/conten-

tassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

UNAIDS, quoted in Open Society Institute, 10 Reasons Why Human Rights Should Occupy the Centre of the Global AIDS Struggle (2009). www.hivhuman-
rightsnow.org.vs3.korax.net/downloads/nmte_20090923_o.pdf.

UNAIDS, UNAIDS Terminology Guidelines (Oct. 2011). www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2011/]C2118_ter-
minology-guidelines_en.pdf.

AVERT, “Sex Workers and HIV Protection.” www.avert.org/sex-workers.htm.

IRIN News, Rwanda: Criminalization of sex work hinders HIV prevention efforts (Nov. 17, 2011). www.irinnews.org/Report/94231/RWANDA-Criminaliza-
tion-of-sex-work-hinders-HIV-prevention-efforts.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://hivlawcommission.org/resources/report/FinalReport-Risks,Rights&Health-EN.pdf
http://hivlawcommission.org/resources/report/FinalReport-Risks,Rights&Health-EN.pdf
http://unesdoc.unesco.org/images/0021/002164/216485E.pdf
http://www.unaids.org/en/media/unaids/contentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf
http://www.hivhumanrightsnow.org.vs3.korax.net/downloads/nmte_20090923_0.pdf
http://www.hivhumanrightsnow.org.vs3.korax.net/downloads/nmte_20090923_0.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2011/JC2118_terminology-guidelines_en.pdf
http://www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2011/JC2118_terminology-guidelines_en.pdf
http://www.avert.org/sex-workers.htm
http://www.irinnews.org/Report/94231/RWANDA-Criminalization-of-sex-work-hinders-HIV-prevention-efforts
http://www.irinnews.org/Report/94231/RWANDA-Criminalization-of-sex-work-hinders-HIV-prevention-efforts

HIV, AIDS

Criminalization of sex work creates barriers to accessing HIV prevention and treatment services. More
than 100 countries criminalize some aspect of sex work, according to the Global Commission on HIV and
the Law.% In many countries, including Kenya, Namibia, Russia, South Africa, and the United States, police
confiscate condoms from sex workers or use condoms as a justification for arrest, thereby undermining
HIV prevention efforts. These practices criminalize condoms and force sex workers to choose between
protecting their health or detention.*®

Sex workers are also vulnerable to violence, which also increases their risk of contracting HIV. Some sex
workers face threats and violence from clients, managers, and intimate partners that prevent them from
enforcing condom use. Street-based sex workers are at particular risk and may be forced to exchange un-
paid and unprotected sex with some police officers in order to prevent arrest, harassment, obtain release
from prison or not be deported.s”

Men who have sex with men

Men who have sex with men are considered a vulnerable or at-risk population for HIV. This is a diverse
group that includes men who identify as gay or bisexual, as well heterosexual men who have sex with men.
They are particularly vulnerable to HIV because sex between men can involve anal sex, a practice that, when
no protection is used, has a higher risk of HIV transmission than unprotected vaginal sex.%®

Men who have sex with men are also vulnerable to HIV because of social stigma, discriminatory practic-
es, and criminalization of same-sex conduct. Sex between men is taboo in many cultures and, as a result,
HIV prevention campaigns only discuss the risks of heterosexual sex. Some countries deny the existence
of homosexuality at all and limit research and funding on the health of this population. There is often little
information available about sex between men in these contexts, and this can provide a false impression of
limited or no risk.%°

The criminalization or punishment of same-sex conduct also creates barriers to accessing healthcare and
HIV prevention measures, which also contributes to the underlying determinants of health. The UN Spe-
cial Rapporteur on the right to health notes:

Various criminal laws exist worldwide that make it an offence for individuals to engage in same-sex
conduct, or penalize individuals for their sexual orientation or gender identity. ... Other laws also
indirectly prohibit or suppress same-sex conduct, such as anti-debauchery statutes and prohibitions
on sex work. Many States also regulate extra-marital sexual conduct through criminal or financial
sanctions, which affects individuals who identify as heterosexual but intermittently engage in same-
sex conduct.™
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Further, “Sanctioned punishment by States reinforces existing prejudices, and legitimizes community violence
and police brutality directed at affected individuals.” The Global Commission on HIV and the Law notes that
78 countries criminalize sexual conduct between same sex partners,®* and it is punishable by death in five of
these countries (Iran, Mauritania, Saudi Arabia, Sudan, Yemen, and parts of Nigeria and Somalia).'®

Prisoners

Although many prisoners living with HIV contracted their infections before imprisonment, the risk of infec-
tion while in prison is high due to high-risk sexual and other behaviors, like sharing needles. High-risk sex-
ual behaviors, including unprotected sex, sexual violence, rape, and coercion, are common in prison and
increase prisoners’ vulnerability to HIV."*4 Unsafe drug injection, blood exchange, and the use of non-ster-
ile needles/cutting instruments for tattooing are also common and increase HIV vulnerability. Poor prison
conditions, including overcrowding, poor food and nutrition, poor security, and lack of health facilities and
staff contribute to the spread of HIV and violate prisoners’ human rights.

Some prisons create separate or alternative sections for HIV-positive prisoners, segregating them from the
rest of the prison population. In parts of Russia, prisoners are tested for HIV and those who test posi-

tive are imprisoned together, but separated from the general prison population. Two states in the United
States, Alabama and South Carolina, continue to segregate prisoners living with HIV. The American Civil
Liberties Union and the AIDS Project recently filed a lawsuit calling the practice discriminatory.’ Their re-
ports highlight additional human rights violations that are consequences from discriminatory segregation.

People who inject drugs

An estimated 15.9 million people worldwide inject drugs, the majority of whom live in middle- and low-in-
come countries.”® Drug-dependent people are frequently subjected to laws, policies and practices that vio-
late their human rights. This increases their vulnerability to HIV and HIV-related risk behaviors, negatively
affects the delivery of HIV programs and compromises their health, as well as the health of their commu-
nities. As a result, people who inject drugs face a disproportionately high risk of infection and injection
drug use accounts for an estimated 10% of total HIV infections.”®”

The link between human rights abuses experienced by people who use drugs and vulnerability to HIV infection
and barriers to accessing is well-documented. Many violations are related to the criminalization of the status
of being a drug user, which can result in the imposition of the death sentence for drug offenses, incarceration
of drug-dependent people and abusive law enforcement practices (for example, police harassment, arbitrary
detention, ill treatment, and torture). Other violations are related to the abusive treatment of people who inject
drugs, such as denial of harm-reduction services (including needle and syringe programs and opioid substi-
tution therapy), discriminatory access to antiretroviral therapy, denial of pain relief and palliative care, and
coercion in the guise of treatment for drug dependence.’®® According to the Now More Than Ever Campaign:

101 Ibid.

102 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

103 AVERT, “HIV, AIDS, and Men who have sex with men.” www.avert.org/men-sex-men.htm.

104 WHO, Effectiveness of Interventions to Address HIV in Prisons (2007). http://whglibdoc.who.int/publications/2007/9789241596190_eng.pdf.

105 For the copy of the legal documents, news reports, and blog posts on the case, please see American Civil Liberties Union, Henderson et al. v. Thomas et
al., www.aclu.org/hiv-aids-prisoners-rights /henderson-et-al-v-thomas-et-al.

106 Mathers B et al., “The global epidemiology of injecting drug use and HIV among people who inject drugs: A systematic review,” Lancet 372, no. 9651
(2008): 1733-1745.

107 World Health Organization, HIV/AIDS: Injecting Drug Use, http://www.who.int/hiv/topics/idu/en/index.html.

108 Jurgens et al, “People who use drugs, HIV, and human rights”, Lancet 376 (2010): 475-485.
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Criminalized populations...are driven from HIV services by discrimination and violence, often at the
hands of police officers and judges charged with enforcing sodomy, narcotics and prostitution laws....
People who use drugs end up in prison or in a revolving door of ineffective and coercive rehabilita-
tion programs, rarely receiving the services for drug addiction or HIV prevention and treatment they
desperately need.™

To effectively address HIV in people who use drugs, there must be greater understanding of human rights
violations as core features of risk environments, as barriers to care, and as social determinants of poor
health and development. HIV prevention and treatment efforts must address the specific needs and rights
of people who inject drugs and promote access to harm prevention services. According to Jurgens et al.:

Protection of the human rights of people who use drugs therefore is important not only because their
rights must be respected, protected, and fulfilled, but also because it is an essential precondition to
improving the health of people who use drugs. Rights-based responses to HIV and drug use have had
good outcomes where they have been implemented, and they should be replicated in other coun-
tries.”

For more detailed information on this topic, please see Chapter 4 on harm reduction and human rights.

HIV testing frequently takes place without the full protection of voluntariness,

confidentiality, and informed consent.
HIV testing implicates a broad range of ethical and human rights issues, including the rights to health,
education, information, privacy, liberty and security of the person, and non-discrimination and equality
before the law.™ The 2004 UNAIDS/WHO Policy Statement on HIV Testing notes:

The conditions of the ‘3 Cs’, advocated since the HIV test became available in 1984, continue to

be underpinning principles for the conduct of HIV testing of individuals. Such testing of individuals
must be confidential, be accompanied by counselling, [and] only be conducted with informed con-
sent, meaning that it is both informed and voluntary.™

Under international human rights law, individuals have a right to information and education, which entitles
them to seek, receive, and impart information relating to HIV testing and treatment. They have the right to
bodily integrity and to physical privacy, which entitles them to withhold consent to medical treatment and
testing. They also have the right to confidentiality of personal information, which entitles them to control the
collection, use and disclosure of information relating to their HIV status.” Jurgens further notes:

The right to be free of discrimination and the right to security of the person, also require that in both
HIV testing policy and practice, governments take into account the outcomes of HIV testing for
people—including stigma, discrimination, violence and other abuse—and do all that they can to
prevent human rights violations associated with this health service.™

109 Open Society Foundations, 10 Reasons Why Human Rights Should Occupy the Centre of the Global AIDS Struggle (2009). www.hivhumanrightsnow.org.

110 Jurgens et al, “People who use drugs, HIV, and human rights,” Lancet 376 (2010): 475-485.

111 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

112 UNAIDS and WHO, “UNAIDS/WHO policy statement on HIV testing” (2004). www.who.int/hiv/pub/vct/statement/en/.

113 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

114 Jurgens R, Increasing Access to HIV Testing and Counseling While Respecting Human Rights (Open Society Institute, 2007). www.opensocietyfoundations.
org/publications/increasing-access-hiv-testing-and-counseling-while-respecting-human-rights-background.
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Traditionally, there have been three main approaches to HIV testing in clinical settings. Opt-in ap-
proaches require patients to affirmatively agree to HIV testing after receiving pretest information.
This client-initiated model has been shown to reduce HIV infection and transmission™ while increas-
ing uptake of testing."® Opt-out approaches, by contrast, require patients to specifically decline
HIV testing after receiving pretest information. This provider-initiated model can result in increased
testing,"” but voluntariness may be compromised by poorly designed protocols, inadequate informa-
tion about consent, and power imbalances between patients and providers.™ The third approach,
involuntary or mandatory testing,™ involves no patient consent and is often required for populations
such as prisoners, military recruits, migrants, and pregnant women. Where HIV testing is required as
a precondition for marriage, this also implicates the right to marry and found a family.> UNAIDS
and WHO do not support the mandatory HIV testing of individuals on public health grounds, and
require “specific judicial authorization” to perform a mandatory HIV test.”™

In recent years, an international consensus in favor of expanded HIV testing has led to a reevaluation of
HIV testing principles. Many in the public health community now advocate for the relaxing or elimination
of counseling and informed consent requirements—such as HIV testing outside medical settings, mass
HIV screening programs'> and mandatory disclosure of HIV status to sexual partners.’ These ideas

are premised on the “right and responsibility” to know one’s HIV serostatus. They are also premised on
the 1984 Siracusa Principles on the Limitation and Derogation of Principles, which permit limitations on
individual rights “if [public health policies] are sanctioned by law, serve a legitimate public health goal, are
necessary to achieve that goal, are no more intrusive or restrictive than necessary, and are non-discrimina-
tory in application.”'4

115 Amon |, “Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights,” in Sudarshan N, ed., HIV/AIDS, Health Care and Human
Rights Approaches (Amicus Books, Jan. 2009).

116 |bid.

117 WHO, Guidance on Provider-Initiated HIV Testing and Counselling in Health Facilities (2007). www.who.int/hiv/pub/guidelines /9789241595568 _en.pdf

118 Amon |, “Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights,” in Sudarshan N, ed., HIV/AIDS, Health Care and Hu-
man Rights Approaches (Amicus Books, Jan. 2009). See also Jurgens R, Increasing Access to HIV Testing and Counseling While Respecting Human Rights
(Open Society Institute, 2007). www.opensocietyfoundations.org/publications/increasing-access-hiv-testing-and-counseling-while-respecting-hu-
man-rights-background.

119 Involuntary measures are those undertaken against the individual’s will. Mandatory or compulsory measures are also undertaken against the individual’s
will and may also be required by law.

120 Open Society Foundations, Mandatory Pre-Marital HIV Testing: An Overview (2010). http://www.soros.org/sites/default/files/mandatory-premari-
tal-hiv-testing-20100513.pdf.

121 Amon |, “Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights,” in Sudarshan N, ed., HIV/AIDS, Health Care and Human
Rights Approaches (Amicus Books, Jan. 2009).

122 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf. Also see Jurgens R, Increasing Access to HIV Testing and Counseling While Respecting
Human Rights (Open Society Foundations, 2007). www.opensocietyfoundations.org/publications/increasing-access-hiv-testing-and-counseling-while-re-
specting-human-rights-background.

123 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

124 Amon |, “Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights,” in Sudarshan N, ed., HIV/AIDS, Health Care and Human
Rights Approaches (Amicus Books, Jan. 2009).
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Nevertheless, there is little evidence to suggest that relaxed consent standards meet these rigorous stan-
dards, let alone provide adequate safeguards against human rights violations. For example, women are
disproportionately affected by coercive and involuntary approaches to HIV testing. According to Amon,
studies in sub-Saharan Africa have found between 3.5 percent and 14.6 percent of women report abuse
following the disclosure of test results.'s Jurgens further notes that women may be exposed to higher risk
of “criminalization in instances of not disclosing to a sexual partner and not using precautions—when it is
precisely because women too often lack autonomy in their sexual relations as a result of violence, cultural
norms, and/or economic subordination that they may be unable to disclose or to negotiate safer sex.”'2¢

Expanding access to HIV testing must be accompanied by renewed commitment to voluntariness, confi-
dentiality and informed consent, as well as measures to increase access to HIV treatment and to reduce
vulnerability to the disease. As Amon notes:

HIV testing in particular—as the entry point for access to anti-retroviral drugs and important
services—must be accessible to all. But efforts to expand HIV testing, and to put in place “routine”
testing, must not become coercive, must recognize the rights of the individuals being tested, and
must provide linkages to both prevention and care.™

Criminalizing HIV transmission and exposure inhibits advances in HIV

prevention and treatment.
Criminalization of HIV transmission inhibits advances in HIV prevention and treatment, deters people
from being tested or disclosing their status and can negatively impact the underlying social determinants
of health. The Global Commission on HIV and the Law found that “[ijn more than 60 countries, it is a
crime to expose another person to or transmit HIV” and that “[m]ore than 600 HIV-positive people across
24 countries, including the United States, have been convicted of such crimes.”?® The UN Special Rap-
porteur on the right to health notes that criminalization has no impact on changing behavior or limiting
the spread of HIV. Furthermore, it undermines public health efforts and has a disproportionate impact on
vulnerable communities.™® Criminalization also forces individuals to disclose their HIV status, which is
a violation of their rights and potentially dangerous to their person. Many individuals, especially women,
cannot disclose their status without facing stigma, isolation, or violence.

125 Ibid.

126 1bid.

127 Jurgens R, Increasing Access to HIV Testing and Counseling While Respecting Human Rights (Open Society Institute, 2007). www.opensocietyfoundations.
org/publications/increasing-access-hiv-testing-and-counseling-while-respecting-human-rights-background.

128 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

129 UN Human Rights Council, Report of the Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and men-
tal health, A/[HRC/14/20 (Apr. 27, 2010).
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Migration policies often discriminate on the basis of HIV status and increase vul-
nerability to HIV.

There are approximately 214 million international migrants and 740 million internal migrants worldwide.’s°
Migrants are disproportionately vulnerable to HIV. According to the Global Commission on HIV and the Law:

Migration policies—restrictions on entry, stay and residence in a country—split families and isolate
people from their peers, friends and known ways. These conditions disempower people, exposing
them to exploitation, changing their sexual behaviours and increasing the likelihood of unsafe prac-
tices. As a result, migrants face a risk of HIV infection that is as much as 3 times higher than that
faced by people with secure homes.

Immigration laws and policies often discriminate on the basis of HIV status. Under international law, it is
not permitted to deny an asylum-seeker entry on the basis of their HIV status,”s' nor is it possible to detain
or restrict the movement of a person on the basis of their HIV status.* Despite this, some countries still
impose mandatory HIV testing for asylum and immigration applications, deny entry based upon HIV sta-
tus,’ and detain people with HIV indefinitely pending asylum or removal. Noncitizens are also excluded
from national health care systems, leaving them without access to medical care and HIV treatment.* This
constitutes a violation of their human rights while also impeding efforts to prevent and address HIV.

Why a human rights response to HIV?
Protection of human rights, both of those vulnerable to infection and those already infected, is not only
important for individuals, but also produces positive public health results. National and local responses
to HIV will not work without the full engagement and participation of those affected by HIV, particularly
people living with HIV. The human rights of women, young people, and children must be protected if they
are to avoid infection and withstand the impact of HIV. The human rights of marginalized groups, includ-
ing people who use drugs, sex workers, prisoners, and gay and bisexual men, must also be respected for
the response to HIV to be effective.

When human rights principles guide implementation of local and national responses to HIV, the results
are tailored to the needs and realities of those affected. Such principles include non-discrimination, partic-
ipation, inclusion, transparency, and accountability. Where states provide comprehensive HIV prevention,
care, and impact mitigation programs to all those in need—supporting vulnerable populations and allow-
ing the full participation of all those affected in the design and implementation of HIV programs—they are
fulfilling their HIV-related human rights obligations and mounting an effective response to HIV.

When human rights inform the content of national responses to HIV, vulnerability to HIV infection dimin-
ishes and people living with HIV can live with dignity. In contrast, where human rights are not respected,
protected, and promoted, the risk of HIV infection is increased, people living with and affected by HIV
suffer from discrimination, and an effective response to the epidemic is often impeded.

130 Institute of Medicine (IOM), World Migration Report 2011 (2011): 49. http://publications.iom.int/bookstore/free/WMR2011_English.pdf.

131 UN Office of the High Commissioner of Human Rights, 10 Key Points on HIV/AIDS and the Protection of Refugees, IDPs and Other Persons of Concern.
www.ohchr.org/Documents/Issues/HIV/SummaryHIV.pdf; UNAIDS, Denying Entry, Stay and Residence Due to HIV Status: Ten Things You Need to Know.
www.unaids.org/en/media/unaids/contentassets/dataimport/pub/basedocument/2009/jc1738_entry_denied_en.pdf.

132 |bid.

133 International AIDS Society (IAS), HIV-specific entry and residence restrictions, IAS Policy Paper (2009). www.iasociety.org/Web/WebContent/
File/ias_policy%20paper.pdf. List of countries with restrictions are provided in the Annex.

134 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012): 60-61. http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.
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What are rights-based interventions and practices in the
area of HIV?

The protection of human rights is essential to mounting an effective public health response to HIV and
safeguarding human dignity. At the same time, an effective response to HIV requires the realization of all
human rights in accordance with international human rights standards. As the IPU states, “A rights-based,
effective response to the HIV epidemic involves establishing appropriate government institutional respon-
sibilities, implementing law reform and support services, and promoting a supportive environment for
groups vulnerable to HIV and for those living with HIV.”3 Programmatic reforms to address human rights
violations must be incorporated in national HIV programs, including measures to combat discrimination
and violence against people infected and affected by HIV. Equally, there must be new laws and policies to
address the human rights violations that place vulnerable and marginalized populations at risk of HIV. 3¢

Many of the following interventions and practices are modeled on the OHCHR/UNAIDS International
Guidelines on HIV/AIDS and Human Rights. These 12 guidelines—issued in 1998 at the request of what is
now the UN Human Rights Council and reissued in 2006'¥—are an essential resource for governments,
policymakers, activists, institutions, and other stakeholders. Since then, UNAIDS has developed a supple-
mental framework called the 2011 Key Programmes to Reduce Stigma and Discrimination and Increase Access
to Justice in National HIV Responses. Together, the International Guidelines and Key Programmes represent
several decades of best practice and should be included in all national responses to HIV. The following list
provides an overview and is not intended to be comprehensive. For additional recommendations, please
refer to both documents, as well the resources listed at the end of this chapter.

National Frameworks for HIV Response

Each country’s HIV epidemic has distinctive drivers, vulnerabilities, aggravating factors, and affected pop-
ulations.”® To address these social and epidemiological complexities, states should establish a national
HIV framework that mobilizes key actors and institutions and includes national HIV action plans, strat-
egies, and activities. At the same time, they should ensure the integration of HIV and human rights into
all public sectors, including health, education, law and justice, social security and housing, employment
and public service and immigration, among others. States should also establish and strengthen national
mechanisms for addressing HIV-related legal, ethical, and human rights issues. An effective, well-integrat-
ed, and coordinated national framework for HIV response can help harmonize national laws and policy
priorities, facilitate stakeholder engagement and ensure the protection of human rights.'s?

135

Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). www.unaids.org/en/media/unaids/contentas-
sets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

136 Amon |, “Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights,” in Sudarshan N, ed., HIV/AIDS, Health Care and Human

137

138
139

Rights Approaches (Amicus Books, Jan. 2009).
Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). www.unaids.org/en/media/unaids/contentas-
sets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

Ibid.
UN Office of the High Commissioner for Human Rights and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.
unaids.org/Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.
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Community Partnership and Consultation
National responses to the epidemic should include consultation and partnership with community rep-
resentatives in all phases of HIV policy, programs and evaluation. Community representation should
comprise people living with HIV, community-based organizations, administrative services organizations,
human rights NGOs, and representatives of vulnerable groups, since these individuals and organizations
have highly relevant knowledge and experience of HIV and human rights. States should establish formal
and regular mechanisms to facilitate ongoing dialogue with community partners. States also ensure they
have political and financial support for activities relating to HIV, law, ethics and human rights.«

“Therapeutic Citizenship”, Self-Help, and Empowerment
The experience in some African countries has demonstrated the strengths of “therapeutic citizenship” in
promoting access to treatment and improving adherence, particularly in resource-constrained settings.
According to Nguyen et al., therapeutic citizenship refers to “the way in which people living with HIV ap-
propriate ART as a set of rights and responsibilities” that is less focused on negotiating biosocial vulner-
ability than social and institutional relationships.'# Robins describes the efforts of one organization, the
Treatment Action Campaign in South Africa:

Whereas public health practitioners report that most of their HIV/AIDS patients wish to retain
anonymity and invisibility at all costs, TAC successfully advocates the transformation of the stigma
of HIV/AIDS into a “badge of pride.” It is through these activist mediations that it becomes possi-
ble for the social reintegration and revitalization of large numbers of isolated and stigmatized HIV/
AIDS sufferers into a social movement and a caring community—a HIV/AIDS activist culture.*?

These collectivist responses to HIV and treatment have created an empowering experience and resulted in
a network of informed activists who are better able to navigate the health system and advise others on how
to best negotiate the health care system.'s

140 Ibid.

141 Robins, S. 2006. “From ‘Rights’ to ‘Ritual’”: AIDS Activism in South Africa.” American Anthropologist 108(2):312-323. http://onlinelibrary.wiley.com.ezp-
prodi.hul.harvard.edu/doi/10.1525/aa.2006.108.2.312/pdf; Nguyen VK, “Chapter 17: Trial Communities: HIV and Therapeutic Citizenship in West Africa,”
Evidence, Ethos and Experience: The Anthropology and History of Medical Research in Africa, Geissler WP and Molyneux C, eds., (Berghahn Books, 2011).

142 Robins, S. 2006. “From ‘Rights’ to ‘Ritual’”: AIDS Activism in South Africa.” American Anthropologist 108(2):312-323. http://onlinelibrary.wiley.com.ezp-
prodi.hul.harvard.edu/doi/10.1525/aa.2006.108.2.312 /pdf.

143 Robins, S. 2006. “From ‘Rights’ to ‘Ritual’”: AIDS Activism in South Africa.” American Anthropologist 108(2):312-323. http://onlinelibrary.wiley.com.ezp-
prodi.hul.harvard.edu/doi/10.1525/aa.2006.108.2.312/pdf; Nguyen VK, “Chapter 17: Trial Communities: HIV and Therapeutic Citizenship in West Africa,”
Evidence, Ethos and Experience: The Anthropology and History of Medical Research in Africa, Geissler WP and Molyneux C, eds., (Berghahn Books, 2011).
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Public Health Legislation
States should review and reform public health legislation and practices so that they support access to HIV
and health services."# Specifically, legislation should ensure provision of comprehensive HIV prevention
and treatment services—such as information and education, voluntary testing and counseling, sexual and
reproductive health services, condoms, harm reduction services, drug treatment, antiretroviral therapy,
treatment for HIV/AIDs-related illnesses and palliative care. Legislation should also ensure that HIV
testing is only performed with an individual’s specific, informed consent, provide for pre-test and post-test
counseling and protect against unauthorized collection, use or disclosure of information relating to HIV
status. No one should be subjected to coercive measures such as isolation, detention or quarantine based
on their HIV status.'¢

Criminal Laws and Correctional Systems
Punitive laws, correctional systems, and denial of access to justice for people infected and affected by HIV
are fueling the epidemic.'# States should review and reform criminal legislation, correctional systems and
law enforcement practices to ensure they are “consistent with international human rights obligations and
are not misused in the context of HIV or targeted at vulnerable groups.”#® The following measures are
among those recommended:

o Decriminalize the transmission of HIV. At most, “criminalization should be considered permissible
only in cases involving intentional, malicious transmission.”'4

e Decriminalize homosexuality and decriminalize same-sex relations. This is an important step to
reducing the stigma, discrimination and inequality increases the vulnerability of men who have sex
with men.

o Decriminalize sex work and provide support to sex workers. Criminalization exposes sex workers
to violence, exploitation and victimization, including from police. Creating safer working environ-
ments and ensuring access to health services, advocacy and other forms of support enable sex
workers to seek services and protection without fear of criminal penalties.’°

e Reform approaches to drug use and advocate for non-discriminatory treatment of people who
inject drugs. Harsh and punitive drug laws exacerbate harms associated with drug use. States
should offer harm reduction programs and voluntary, evidence-based treatment.’s'

144 UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National HIV Responses (2012). http://www.unaids.org/en/
media/unaids/contentassets/documents/document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

145 UN Office of the High Commissioner for Human Rights and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.
unaids.org/Publications/IRC-puboz/jci252-internguidelines.

146 1bid.

147 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

148 UN Office of the High Commissioner for Human Rights and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.
unaids.org/Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

149 UN Human Rights Council, Report of the Special Rapporteur on the right of everyone to the enjoyment of the highest attainable standard of physical and men-
tal health, AJHRC/14/20 (Apr. 27, 2010). http://www2.ohchr.org/english/bodies/hrcouncil /14session/reports.htm.

150 UNAIDS, UNAIDS Guidance Note on HIV and Sex Work (2009). www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2009/
JC2306_UNAIDS-guidance-note-HIV-sex-work_en.pdf.

151 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.
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e Review laws, policies, and practices that prevent prisoners from accessing HIV-related services.
Prisoners are entitled to the same rights as other individuals, “with the exception of restrictions
on liberty directly related to their imprisonment,” and should have access to health information,
treatment, care, and support.’?

A necessary complement to legislative and criminal justice reform is the sensitization of lawmakers and
law enforcement agencies and personnel to the role of law, ethics and human rights in the HIV response.
Such programs can “help ensure that individuals living with and vulnerable to HIV can access HIV services
and lead full and dignified lives, free from discrimination, violence, extortion, harassment, and arbitrary
arrest and detention.”'s3

Anti-Discrimination and Protective Laws
Enabling legal, social and policy environments are necessary to eliminate HIV-related stigma, discrimi-
nation, and violence, to provide legal protections for people affected by HIV, and to promote and protect
the human rights in the context of HIV.* States should therefore enact or strengthen anti-discrimination
and other protective laws that protect people living with HIV or members of vulnerable populations from
discrimination in both the public and private sectors, ensure privacy and confidentiality and provide access
to justice for HIV-related right violations.™ Specific recommendations include, but are not limited to:

«  Explicitly prohibit discrimination against people based on actual or perceived HIV status,
covering “health care, social security, welfare benefits, employment, education, sport,
accommodation, clubs, trades unions, qualifying bodies, access to transport and other
services” ;s

« Abolish mandatory HIV-related registration, testing and forced treatment;

«  Work with guardians of traditional and customary laws for consistency with anti-discrimi-
nation principles and provide legal remedies for misuse;'s

« Enact general privacy and confidentiality laws, including the use of HIV-related informa-
tion;"® and

«  Promote and protect the rights of vulnerable and at-risk populations, including women,
children, young persons, men who have sex with men, sex workers, prisoners, and other
people in detention settings and people living with HIV.™®

152 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

153 UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National HIV Responses (2012). http://www.unaids.org/
en/media/unaids/contentassets/documents/document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

154 See 2011 Political Declaration

155 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

156 1bid.

157 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf. See also Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://
www.hivlawcommission.org/resources /report/FinalReport-Risks,Rights&Health-EN.pdf.

158 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

159 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.
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The IPU’s Handbook for Legislators on HIV/AIDS, Law and Human Rights provides a checklist of key compo-
nents of anti-discrimination legislation, privacy legislation and employment legislation to help stakeholders
develop longer-term, strategic plans and programs to address HIV-related stigma and discrimination.’®

Universal Access to HIV Prevention, Treatment, Care, and Support
Vast inequities in access to HIV prevention, treatment, care, and support violate a number of human
rights—including the right to health, the right to non-discrimination and equality before the law, the right
to an adequate standard of living and social security, the right to participation in political and cultural
life, and the right to enjoy the benefits of scientific progress.’®' States should therefore enact legislation,
policies and other measures to ensure universal and equal access to appropriate, affordable and quality
HIV-related goods, services and information, “including antiretroviral and other safe and effective medi-
cines, diagnostics and related technologies for preventive, curative and palliative care of HIV and related
opportunistic infections and conditions.”*¢

States should make sufficient resources available to meet the commitments outlined in their national HIV
strategies, strengthen their health systems and address health-worker shortages. States should also strive
to make HIV medicines more affordable for all. A barrier to access is a global intellectual property (IP) pro-
tection regime that hinders the production and distribution of low-cost medicines. The IP regulations en-
forced by the World Trade Organization’s TRIPS (“The Agreement on Trade Related Aspects of Intellectual
Property Rights”) enable pharmaceutical companies to maintain monopolies on drug patents, resulting in
higher costs and “catastrophic” outcomes for resource-poor countries unable to afford HIV medicines.’®
The IPU recommends the following measures to address the situation:

A number of mechanisms are available to help make HIV medicines more affordable. These include
generic competition, local production, differential pricing by research-based and generic pharmaceu-
tical companies, voluntary licensing by innovator to generic companies, high-volume and bulk-pur-
chasing arrangements, elimination of tariffs and taxes on essential medicines, and the use of flexi-
bilities in the international trade and intellectual property rules (through the TRIPS Agreement and
other WTO mechanisms) to achieve wider access to affordable generic medicines.

The Global Commission on HIV and the Law thus urges all countries to suspend TRIPS as it relates to
essential medicines and adopt a “moratorium on the inclusion of any intellectual property provisions in
any international treaty that would limit the ability of countries to retain policy options to reduce the cost
of HIV-related treatment.”"6+

160 Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). http://www.unaids.org/en/media/unaids/con-
tentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

161 UNAIDS and UN Office of the High Commissioner for Human, Handbook on HIV and Human Rights for National Human Rights Institutions (2007).
http://data.unaids.org/pub/Report/2007/jc1367-handbookhiv_en.pdf.

162 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

163 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

164 1bid.
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Finally, States should also address barriers to equal access by vulnerable populations, such as poverty,
migration, rural location, and discrimination.’® Social protection programs can promote the uptake of HIV
services while alleviating the social and economic impacts of HIV."¢ According to UNICEF, “HIV sensitive
social protection can be grouped into three broad categories of interventions: financial protection through
predictable transfers of cash or food for those HIV-affected and most vulnerable; access to affordable qual-
ity services including treatment, health, and education services; and policies, legislation and regulation to
meet the needs and uphold the rights of the most vulnerable and excluded.”"®?

Legal Support Services
According to OHCHR, “States should implement and support legal support services that will educate
people affected by HIV about their rights, provide free legal services to enforce those rights, develop exper-
tise on HIV-related legal issues and utilize means of protection in addition to the courts, such as offices
of Ministries of Justice, ombudspersons, health complaint units and human rights commissions.”®® The
provision of HIV-related legal services can facilitate access to justice and redress in cases of HIV-related
discrimination or other legal matters, including but not limited to “estate planning; breaches of privacy
and confidentiality; illegal action by the police; discrimination in employment, education, housing or social
services; and denial of property and inheritance rights.” At the same time, legal literacy programs and
campaigns (“Know Your Rights”) teach people about human rights and laws relevant to HIV, enabling
them to organize around these rights advocate for their needs.”®

Reducing Vulnerability Among Key Groups

Women and Girls

“Gender inequality, gender-based violence, and the low status of women remain three of the principal
drivers of HIV.” Addressing the political, social, economic, and sexual subordination of women and girls is
therefore critical to reducing their vulnerability to HIV."7° States should enact or strengthen laws to protect
women’s equal rights in a broad range of areas, including:

e Education. Education is instrumental in providing information on HIV itself, but also in empower-
ing women and providing a means for their economic and social independence.

o Inheritance and Property Ownership. Unequal inheritance and property laws and customs deprive
women of the financial and social resources to prevent infection and mitigate the consequences of
HIV.7

e Employment and Compensation. Equal rights to employment and fair compensation provide the
opportunity to offset the costs of care associated with HIV or the loss of an income-earning part-
ner or family member.

165 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

166 Nolan A, Social Protection in the Context of HIV and AIDS (OECD, 2009), www.oecd.org/development/povertyreduction/43280854.pdf.

167 UNICEF, Enhancing Social Protection for HIV Prevention, Treatment, Care & Support —The State of Evidence (2010). www.unicef.org/aids /files/Social_Protec-
tion_Brief_LowresOct2010.pdf.

168 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

169 UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National HIV Responses (2012). http://www.unaids.org/en/
media/unaids/contentassets/documents/document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

170 Ibid.

171 Strickland R, To Have and To Hold: Women’s Property and Inheritance Rights in the Context of HIV/AIDS in Sub-Sahara Africa (International Center for
Research on Women, June 2004). www.icrw.org/files/publications/To-Have-and-To-Hold-Womens-Property-and-Inheritance-Rights-in-the-Context-of-HIV-
AIDS-in-Sub-Saharan-Africa.pdf.
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o Gender-Based Violence, Domestic Violence, and Spousal Rape. Measures to eliminate violence
against women include: enactment of formal laws, like those that criminalize marital rape; policy
and program changes; training programs for police and health care providers; increased health
and psychological services; and legal recourse for rights violations.

e Equitable Budgetary Allotment. Only 46% of countries allocate resources for the specific needs of
women and girls into HIV programs.’”2 HIV programs must incorporate women and their needs
and countries must demonstrate their commitment through budgetary allotment.

o Sexual and Reproductive Health Rights. Providing information and access to reproductive services
enables women to protect themselves against HIV and mitigate its consequences. Formal education-
al efforts, as well as health providers and mediators can provide women with information on HIV.

Children

Less than a quarter of children in need of ART receive treatment,” and children affected by the loss of

a caregiver from HIV-related causes are at grave risk of human rights violations. States should there-

fore reduce the vulnerability of children and to protect their rights through the following measures: laws
protecting orphans and other vulnerable children from abuse, violence, exploitation, and discrimination;
full implementation of the Convention on the Rights of the Child and its Optional Protocols into national
legislation; laws, policies, and practices to prevent mother-to-child transmission and to increase access to
affordable HIV treatment for children; and policies and programs to enable children to stay in school.”#
Additional measures aimed at the empowerment of children include ensuring access to health information
and education; education about the rights of persons, including children, living with HIV; and access to
confidential sexual and reproductive health services.””s

Young People

Young people aged 15 to 24 represent half of all new HIV infections, and young women are disproportion-
ately vulnerable. States should address the specific needs of this population by ensuring that they have full
access to HIV prevention, treatment, care and support, including comprehensive sex and health informa-
tion and education. Programs should also address HIV-related ignorance, fear, and prejudice by empower-
ing young people to discuss and address the social and cultural issues related to the epidemic, including
gender-discrimination, violence, exploitation, and rape. Finally, the IPU recommends ensuring that young
people have life skills education “to develop healthy attitudes and the negotiating capacity to make in-
formed, healthy choices about sex, drugs, relationships and other issues.”"7

172 UNAIDS, Report on the global AIDS epidemic 2010 (2010) www.unaids.org/globalreport/global_report.htm.

173 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

174 Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). http://www.unaids.org/en/media/unaids/con-
tentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

175 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

176 Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). http://www.unaids.org/en/media/unaids/con-
tentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.
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Men Who Have Sex With Men

Men who have sex with men are frequently marginalized by society, and many HIV programs and policies
do not address their specific needs. As a result, they experience high rates of infection. Laws and policies
should address the stigma and discrimination experienced by men who have sex with men and increase
access to HIV prevention and treatment services. Countries should also enact anti-discrimination laws, im-
plement privacy laws for same-sex relations, create measures to prevent violence and permit gay, lesbian
and bisexual groups to organize.””’

Sex Workers

Sex workers are highly vulnerable to infection and often lack access to HIV services “due to exploitation
within the industry, as well as widespread police abuse.””® OHCHR/UNAIDS recommend that adult sex
work that involves no victimization should be decriminalized, and then legally regulated with respect to
occupational health and safety conditions. This can protect both sex workers and their clients, including
support for safe sex during sex work.'7? Additionally, sex workers should be provided full and equal access
to HIV prevention, treatment, care, and support services, tailored to their needs and consistent with their
fundamental human rights.

People Who Inject Drugs

In many countries, people who use illicit drugs account for the majority of people living with HIV but they
are the least likely to receive ART. To reduce the vulnerability of this population and to eliminate one of the
key drivers of the HIV epidemic, states should put in place rights-based and evidence-based programs that
are effective in reducing the risk behaviours and vulnerability to HIV of people who use drugs, including
needle and syringe programs, voluntary drug treatment programs, sensitization of health care providers
and law enforcement personnel, equal access to ART and care services, peer education and outreach, and
access to legal assistance and legal remedies for rights violations.’®

Prisoners

Many prisoners have little or no access to voluntary HIV prevention information and tools or to HIV test-
ing or treatment. States should scale up funding as well as access to access to health services for prison-
ers, including HIV services. Specific measures to reduce vulnerability include provision of condoms and
needles and syringes, as well as criminal justice reform to reduce the number of people in prison—e.g.,
decriminalizing the status of drug users and limiting pretrial detention.’®

177 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

178 Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). http://www.unaids.org/en/media/unaids/con-
tentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.

179 UN Office of the High Commissioner for Human and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.unaids.org/
Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

180 Inter-Parliamentary Union, Handbook for Parliamentarians on HIV/AIDS, Law and Human Rights (2007). http://www.unaids.org/en/media/unaids/con-
tentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.
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Education, Training, and Media
While many countries outlaw discrimination based on HIV, these laws are routinely ignored, unenforced or
flouted. According to the Global Commission on HIV and the Law:

To make law real on the ground, the state must education health care workers, legal professionals,
employers and trade unionists, and school faculties about their legal responsibilities to guarantee
inclusion and equality.”®

The goal of education and training is to inform people living with HIV of their rights, as well to challenge
beliefs based on ignorance, fear, prejudice, and moral judgment. States should therefore “promote the
wide and ongoing distribution of creative education, training and media programmes explicitly designed
to change attitudes of discrimination and stigmatization associated with HIV to understanding and ac-
ceptance.”'®

Public and Private Sector Standards and Mechanism
OHCHR/UNAIDS recommend that “[s]tates should ensure that Government and the private sector devel-
op codes of conduct regarding HIV issues that translate human rights principles into codes of profession-
al responsibility and practice, with accompanying mechanisms to implement and enforce these codes.”'
This includes training health care providers and other professionals in health care settings on human
rights and medical ethics related to HIV. As UNAIDS notes:

Human rights and ethics training for health care providers focus on two objectives. The first is to
ensure that health care providers know about their own human rights to health (HIV prevention and
treatment, universal precautions, compensation for work-related infection) and to non-discrimination
in the context of HIV. The second is to reduce stigmatizing attitudes in health care settings and to
provide health care providers with the skills and tools necessary to ensure patients’ rights to informed
consent, confidentiality, treatment and non-discrimination.™

Monitoring and Enforcement of Human Rights
OHCHR/UNAIDS recommend that “[s]tates should ensure monitoring and enforcement mechanisms to
guarantee HIV-related human rights, including those of people living with HIV, their families and com-
munities.”8¢

International Cooperation
OHCHR/UNAIDS recommend that “[s]tates should cooperate through all relevant programmes and
agencies of the United Nations system, including UNAIDS, to share knowledge and experience concerning
HIV-related human rights issues, and should ensure effective mechanisms to protect human rights in the
context of HIV at the international level.”"®

182 Global Commission on HIV and the Law, Risks, Rights and Health (July 2012). http://www.hivlawcommission.org/resources/report/FinalRe-
port-Risks,Rights&Health-EN.pdf.

183 UN Office for the High Commissioner for Human Rights and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.
unaids.org/Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

184 1bid.

185 UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National HIV Responses (2012). http://www.unaids.org/en/
media/unaids/contentassets/documents/document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

186 UN Office for the High Commissioner for Human Rights and UNAIDS, International Guidelines on HIV/AIDS and Human Rights (2006). http://data.
unaids.org/Publications/IRC-pubo7/jc1252-internguidelines_en.pdf.

187 Ibid.
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HIV, AIDS

2. WHICH ARE

THE MOST RELEVANT

INTERNATIONAL AND REGIONAL HUMAN
RIGHTS STANDARDS RELATED TO HIV?

How to read the tables

Tables A and B provide an overview of relevant international and regional human rights instruments. They
provide a quick reference to the rights instruments and refer you to the relevant articles of each listed hu-
man right or fundamental freedom that will be addressed in this chapter.

From Table 1 on, each table is dedicated to examining a human right or fundamental freedom in detail as it
applies to HIV. The tables are organized as follows:

Human right or fundamental freedom

Examples of Human Rights Violations

Human rights standards

UN treaty body interpretation

This section provides general comments issued by UN treaty bodies as
well as recommendations issued to States parties to the human right
treaty. These provide guidance on how the treaty bodies expect countries
to implement the human rights standards listed on the left.

Human rights standards

Case law

This section lists case law from regional human rights courts only. There
may be examples of case law at the country level, but these have not been
included. Case law creates legal precedent that is binding upon the states
under that court’s jurisdiction. Therefore it is important to know how the
courts have interpreted the human rights standards as applied to a specif-
ic issue area.

It includes interpretations by:
« UN Special Rapporteurs
« UN working groups

Other interpretations: This section references other relevant interpretations of the issue.

« International and regional organizations
« International and regional declarations

The tables provide examples of

human rights violations as well as legal standards and precedents that can

be used to redress those violations. These tools can assist in framing common health or legal issues as
human rights issues, and in approaching them with new intervention strategies. In determining whether

any human rights standards or
tions occur in your country and

interpretations can be applied to your current work, consider what viola-
whether any policies or current practices in your country contradict human

rights standards or interpretations.

Human rights law is an evolving field, and existing legal standards and precedents do not directly address
many human rights violations. Through ongoing documentation and advocacy, advocates can build a
stronger body of jurisprudence on human rights and HIV.
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Abbreviations

In the tables, we use the following abbreviations to refer to the eleven treaties and their corresponding

enforcement mechanisms:

Treaty

Enforcement Mechanism

Universal Declaration of Human Rights (UDHR)

None

International Covenant on Civil and
Political Rights (ICCPR)

Human Rights Committee (HRC)

International Covenant on Economic, Social, and
Cultural Rights (ICESCR)

Committee on Economic, Social and Cultural
Rights (CESCR)

Convention on the Elimination of All Forms of
Discrimination Against Women (CEDAW)

Committee on the Elimination of Discrimination
Against Women (CEDAW Committee)

International Convention on the Elimination of All
Forms of Racial Discrimination (ICERD)

Committee on the Elimination of Racial
Discrimination (CERD)

Convention on the Rights of the Child (CRC)

Committee on the Rights of the Child
(CRC Committee)

African Charter on Human and Peoples’ Rights and
Protocols (ACHPR)

African Commission on Human and Peoples’
Rights (ACHPR Commission)

[European] Convention for the Protection of Hu-
man Rights and Fundamental Freedoms (ECHR)

European Court of Human Rights (ECtHR)

1996 Revised European Social Charter (ESC)

European Committee of Social Rights (ECSR)

American Convention on Human Rights (ACHR)

Inter-American Court of Human Rights (IACHR)

American Declaration of the Rights and Duties
of Man (ADRDM)

Inter-American Court of Human Rights (IACHR)

Also cited are the former Commission on Human Rights (CHR) and various UN Special Rapporteurs (SR)

and Working Groups (WG).
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Table A: International Human Rights Instruments and
Protected Rights and Fundamental Freedoms

UDHR ICCPR ICESCR CEDAW ICERD CRC
Life Art. 3 Art. 6(1) Art. 6(1)
Torture or Cruel, Inhuman or
Degrading Treatment* Art. 5 Art.7 Art. 37(a)
Liberty and Security
of Person Art. 3 Art. 9(1) Art. 5(b)
Enjoy and Seek Asylum Art. 14
Privacy Art. 12 Art.17 Art.16
Expression and Art.5(d) | Art.12, Art.
Information Art.19 Art-19(2) (viii) 13, Art. 17
Assembly and Art. 21, Art. .
Association Art. 20 9o Art. 5(d) (ix) Art. 15
Marry and Found .
a FaZily Art. 16 Art. 23(2) Art.16(1) | Art. 5(d)(iv)
Non-discrimination Art. 2(1), Art. 2, Art.
and Equality Art. 1, Art. 2 Art.3 Art. 2(2), Art. 3 Art. 2, All 5. Al Art. 2
Health Art. 25 Art. 12 Art. 12 Art. 5(e) (iv) Art. 24
Women and Children Art 16, Art. | Art. 3, Art. 23, Art. 3, Art. 10, Al Al

25(2) Art. 24 Art. 12(2)(a)

*See also Convention against Torture and Other Cruel, Inhuman or Degrading Treatment or Punishment, Article 2.

Table B: Regional Human Rights Instruments & Protected Rights
and Fundamental Freedoms

UDHR ICCPR ICESCR CEDAW ICERD CRC
Life Art.3 Art. 6(1) Art. 6(1)
Torture or Cruel, Inhuman or
Degrading Treatment* Art. 5 Art.7 Art. 37(a)
Liberty and Security
of Person Art. 3 Art. 9(1) Art. 5(b)
Enjoy and Seek Asylum Art. 14
Privacy Art. 12 Art. 17 Art. 16
Expression and Information Art. 19 Art.19(2) Art. 5(d) (vii) Art. 12, Art.

13, Art. 17

Assembly and Art. 21, Art. .
Association Art. 20 s Art. 5(d) (ix) Art. 15
Marry and Found a Family Art. 16 Art. 23(2) Art.16(1) Art. 5(d) (iv)
Non-discrimination Art. 2(1), Art. 2(2), Art. 2, Art.
and Equality Art. 1, Art. 2 Art. 3 Art. 3 Art. 2, All o, Al Art. 2
Health

Art. 25 Art. 12 Art. 12 Art. 5(e) (iv) Art. 24
Women and Children Art 16, Art. Art. 3, Art. | Art. 3, Art. 10,

All All
25(2) 23, Art. 24 Art. 12(2) (a)
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Table I: HIV, AIDS and the right to life

Examples of Human Rights Violations

« Police fail to investigate the murder of a person living with HIV.

« Government places unjustified legal restrictions on access to life-saving HIV-prevention or treatment measures.
- Government imposes a death sentence for intentional transmission of HIV.

« Woman is denied access to post-exposure prophylaxis to prevent HIV following rape.

Human Rights Standards Treaty Body Interpretation

ICCPR 6(1) Every human being has the inherent right to life. | HRC General Comment 6: Explaining that Art. 6 of the ICCPR
This right shall be protected by law. No one shall be arbitrarily | creates positive obligations on States to protect life, and
deprived of his life. that “the Commiittee considers that it would be desirable for
States parties to take all possible measures to reduce infant
mortality and to increase life expectancy, especially in adopt-
ing measures to eliminate malnutrition and epidemics.” q5

(1982).

HRC: Interpreting the right to life, the HRC has recommend-
ed that Namibia “pursue efforts to protect its population
from HIV/AIDS” and “adopt comprehensive measures
encouraging and facilitating greater numbers of persons suf-
fering from HIV and AIDS to obtain adequate antiretroviral
treatment and facilitate such treatment.” CCPR/CO/81/NAM

(July 30, 2004).

HRC: Recommending “equal access to treatment” in Kenya.
CCPR/CO/83/KEN (April 29, 2005).

HRC: Recommending that Uganda “allow greater number of
persons suffering from HIV/AIDS to obtain adequate antiret-
roviral treatment.” CCPR/CO/80/UGA (May 4, 2004).

Human Rights Case Law

Standards

ECHR 2(1): Everyone’s | ECtHR: The applicant argued that the decision to remove him from the U.K. where he receives
right to life shall be antiretroviral drugs to control his case of HIV to St. Kitts where he would likely be unable to obtain

protected by law. No | antiretroviral drugs necessary to prevent his death from HIV/AIDS-related illness would violate Art.
one shall be deprived | 2. The Court found that the complaint under Art. 2 is “indissociable” from the substance of the

of his life intentionally | complaint under Art. 3 (freedom from inhuman or degrading treatment). D.V. v. The United Kingdom,
save in the execution |30240/96 (May 2, 1997).

of a sentence of a
court following his
conviction of a crime
for which this penalty
is provided by law.
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Table 2: HIV, AIDS and freedom from torture and cruel, inhuman,
and degrading treatment, including in prison

Examples of Human Rights Violations

equipment, and bleach) and HIV testing/treatment.

« Outreach workers conducting HIV prevention with MSM are detained and beaten by police.
« An activist is detained and tortured for exposing State complicity in a HIV blood scandal.
« Prisoners are denied HIV-related information, education, means of prevention (e.g., condoms, sterile injection

« Authorities fail to take steps to prosecute or prevent prison rape.

Human Rights Standards

Treaty Body Interpretation

ICCPR 7: No one shall be subjected to torture or to cruel, in-
human or degrading treatment or punishment. In particular,
no one shall be subjected without his free consent to medical

HRC: expressing concern about the “high incidence of HIV/
AIDS and tuberculosis among detainees in facilities of the
State party. . . along with absence of specialized care for

pre-trial detainees” in Ukraine. The Committee recommend-
ed that Ukraine relieve prison overcrowding, provide hygienic
facilities, assure access to health care and adequate food and
reduce the prison population, including by using alternative
sanctions. CCPR/C/UKR/CO (2006).

or scientific experimentation.

Human Rights Standards Case Law

ECHR 3: No one shall be
subjected to torture or to
inhuman or degrading treat-
ment or punishment.

ECtHR: finding failure to provide a prisoner with timely and appropriate AIDS and TB treat-
ment to constitute a violation of the right to freedom from torture and inhuman or degrading
treatment. Yakovenko v. Ukraine, 15825/06 (October 25, 2007).

ECtHR: The applicant applied for and was refused asylum in the U.K. Her claim under Art. 3
was based on her medical condition (HIV/AIDs) and the lack of sufficient treatment in her
home country. The Court found that the deterioration that she would suffer involved a certain
degree of speculation and that it did not involve exceptional circumstances. Therefore, the
Court found no violation of Art. 3. N. v. The United Kingdom, 26565/05 (May 27, 2008).

Other Interpretations

Standard Minimum Rules for the Treatment of Prisoners (1955)

Principle 22(2): Sick prisoners who require specialist treatment shall be transferred to specialized institutions or to civil hospitals. Where
hospital facilities are provided in an institution, their equipment, furnishings and pharmaceutical supplies shall be proper for the medical
care and treatment of sick prisoners, and there shall be a staff of suitable trained officers.

Principle 24: The medical officer shall see and examine every prisoner as soon as possible after his admission and thereafter as necessary,
with a view particularly to the discovery of physical or mental illness and the taking of all necessary measures; the segregation of prisoners
suspected of infectious or contagious conditions; the noting of physical or mental defects which might hamper rehabilitation, and the
determination of the physical capacity of every prisoner for work.
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Table 3: HIV, AIDS and the right to liberty and security
of the person

Examples of Human Rights Violations

«  Government quarantines people living with HIV or detains them in special colonies.

«  Penal code imposes explicit prison term for intentional transmission of HIV.

«  Government requires HIV testing either for all individuals or as a condition of employment, immigration or military
service.

Human Rights Standards Treaty Body Interpretation

ICCPR o: Everyone has the right to liberty and None
security of person. No one shall be subjected
to arbitrary arrest or detention. No one shall be
deprived of his liberty except on such grounds
and in accordance with such procedure as are
established by law.

Human Rights Standards Case Law

ECHR 5(1): Everyone has the right to liberty and | ECtHR: The Court held that the involuntary placement in the hospital of
security of person. No one shall be deprived of | an HIV-positive gay man to prevent him from spreading HIV to others
his liberty save [for those cases enumerated in | violated Art. 5. The Court found that the “compulsory isolation of the ap-
this article and only in accordance with the law]. | plicant was not a last resort in order to prevent him from spreading the
HIV virus because less severe measures had not been considered and
found to be insufficient to safeguard the public interest. Moreover, the
Court considered that by extending over a period of almost seven years
the order for the applicant’s compulsory isolation, with the result that
he was placed involuntarily in a hospital for almost one and a half years
in total, the authorities failed to strike a fair balance between the need
to ensure that the HIV virus did not spread and the applicant’s right to
liberty.” Enhorn v. Sweden, 56529/00 (January 25, 2005).

Other Interpretations

Working Group on Arbitrary Detention: expressed concern at the arbitrary detention of “drug addicts” and “people suffering from AIDS.”
Recommended that persons deprived of their liberty on health grounds “must have judicial means of challenging their detention.” (2003)

Code of Conduct for Law Enforcement Officials (1979)

Basic Principles on the Use of Force and Firearms by Law Enforcement Officials (1990)
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Table 4: HIV, AIDS and the right to seek and enjoy asylum

Examples of Human Rights Violations

« A State returns an asylum-seeker to a country where she or he faces persecution on the basis of HIV status or
HIV activism.

« A State excludes persons living with HIV from being granted asylum, or discriminates on the basis of HIV status in the
context of travel regulations, entry requirements or immigration and asylum procedures.

«  Refugees and asylum seekers face discrimination in access to HIV prevention and treatment services.

Human Rights Standards Treaty Body Interpretation

ICCPR 14(1): All persons shall be equal before HRC: Has confirmed that the right to equal protection of the law prohib-
the courts and tribunals. its discrimination in law or in practice in any fields regulated and pro-
tected by public authorities. This would include travel regulations, entry
requirements, and immigration and asylum procedures.

Human Rights Standards Case Law
ECHR 14: The enjoyment of the rights and ECtHR: Held that refusing a residence permit to a foreign national solely
freedoms set forth in this Convention shall be on the basis of their HIV-positive status amounted to unlawful discrimina-

secured without discrimination on any ground tion. Kiyutin v. Russia, 2700/10 (March 10, 2011).
such as sex, race, colour, language, religion, po-
litical or other opinion, national or social origin,
association with a national minority, property,
birth or other status.

Other Interpretations

Special Rapporteur on Trafficking: Recommending to Lebanon that “[p]otential victims of trafficking and exploitation, including women
that have contracted HIV/AIDS or other sexually transmitted diseases, must not be immediately deported but given adequate legal, medi-
cal and social assistance, including access to interpretation in language they understand.”

E/CN.4/2006/62/Add.3 (SR Trafficking, 2006)

Geneva Convention Relating to the Status of Refugees (as amended by the 1967 Protocol Relating to Status of Refugees). Defining “refu-
gee” and providing rule of non-refoulement.

Convention Against Torture 3(1): No State Party shall expel, return (“refouler”) or extradite a person to another State where there are sub-
stantial grounds for believing that he would be in danger of being subjected to torture.

The United Nations High Commissioner for Refugees issued policy guidelines in 1988 stating that refugees and asylum seekers should
not be targeted for special measures regarding HIV infection and that there is no justification for screening to exclude HIV-positive indi-
viduals from being granted asylum.

Declaration of Territorial Asylum, G.A. Res. 2312 (XXII) (December 14, 1967).

Convention Governing the Specific Aspects of Refugee Problems in Africa, adopted September 10, 1969 (entered into force June 20,
1974).
Recommended Guidelines on Human Rights and Human Trafficking

Guideline 2(7): Ensuring that procedures and processes are in place for receipt and consideration of asylum claims from both traf-
ficked persons and smuggled asylum seekers ...

Guideline 6(8): Measures should be taken to ensure the provision of appropriate physical and psychological health care, housing and
educational and employment services for returned trafficking victims.

HIV-related restrictions on entry, stay, and residence, UNAIDS Human Rights and Law Team, July 2012, available at:
www.unaids.org/en/media/unaids/contentassets /documents /factsheet/2012/20120724CountryList_TravelRestrictions_July2012.pdf.
Restrictions listed by country.
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Table 5: HIV, AIDS and the right to privacy

Examples of Human Rights Violations

medical prescriptions.

adultery.

« A person is tested for HIV without his or her consent.

«  Ahospital or health care worker fails to maintain confidentiality of a patient’s HIV status or medical records.

- Government requires registration by name of all people living with HIV.

«  Government requires disclosure of HIV status on certain forms such as sick-leave certificates, job applications, and

«  Penal code criminalizes certain sexual acts between consenting adults, such as fornication, oral sex, anal sex, or

Human Rights Standards

Treaty Body Interpretation

ICCPR 17(1): No one shall be
subjected to arbitrary or unlawful
interference with his privacy, family,
home or correspondence, nor to
unlawful attacks on his honor and
reputation.

ICCPR 17(2): Everyone has the right
to the protection of the law against
such interference or attacks.

HRC [Jurisprudence]: In finding that the right to privacy is violated by laws that crim-
inalize homosexual acts between consenting adults, the Human Rights Committee
noted that “...the criminalization of homosexual practices cannot be considered a
reasonable means or proportionate measure to achieve the aim of preventing the
spread of HIV and AIDS...[B]y driving underground many of the people at risk of
infection...[it] would appear to run counter to the implementation of effective edu-
cation programmes in respect of the HIV and AIDS prevention.” Toonen v. Australia,
CCPR/C/50/D/488/1992 (March 31, 1994).

ICESCR 12(1): The States Parties to
the present Covenant recognize the
right of everyone to the enjoyment
of the highest attainable standard
of physical and mental health.

CESCR: Recommending to Moldova that “the state party ensure the confidentiality of
a patient’s HIV status, including through reforming the law on HIV/AIDS, and reform
of the data management system on HIV/AIDS. The committee also recommends that
the state party take steps to eliminate the mandatory indication of disease codes on
all medical sick leave forms.” E/C.12/MDA/CO/2 (CESCR, 2011)

CEDAW 12(1): States Parties shall
take all appropriate measures to
eliminate discrimination against
women in the field of health care

in order to ensure, on a basis of
equality of men and women, access
to health care services.

CEDAW Committee General Recommendation No. 24: Explaining that “[t]he issue of
HIV/AIDS and other sexually transmitted disease are central to the rights of women
and adolescent girls to sexual health. . . . In particular, States parties should ensure
the rights of female and male adolescents to sexual and reproductive health education
by properly trained personnel in specially designated programmes that respect their
rights to privacy and confidentiality.” Para. 18 (2oth Session, 1999).

CEDAW Committee General Recommendation No. 24: explaining that “States parties
should also, in particular . .. (e) Require all health services to be consistent with the
human rights of women, including the rights to autonomy, privacy, confidentiality,
informed consent and choice . .. .” Para. 31 (20th Session, 1999).

CEDAW Committee: recommending to Zambia that it “undertake awareness-raising
campaigns throughout the state party and among personnel in multiple sectors of
government in respect of the prevention, protection and maintenance of confidential-
ity in order to systemize and integrate approaches for combating HIV/AIDS.” CE-
DAW/C/ZMB/CO/5-6 (CEDAW, 2011)
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Table 5 (cont.)

Human Rights Standards

Case Law

ECHR 8(1): Everyone has the
right to respect for his private
and family life, his home and his
correspondence.

ECHR 8(2): There shall be no
interference by a public author-
ity with the exercise of this right
except such is in accordance with
the law and is necessary in a dem-
ocratic in the interests of national
security, public safety or the eco-
nomic well-being of the country,
for the prevention of disorder or
crime, for the protection of health
or morals, or for the protection of
the rights and freedoms of others.

ECtHR: “As the spouse of a Russian national and father of a Russian child, the appli-
cant was eligible to apply for a residence permit by virtue of his family ties to Russia . .
.. For his application to be completed, he needed to submit to HIV-testing and enclose
a certificate showing that he was not infected with HIV . . . . After the test revealed his
HIV-positive status, his application for a residence permit was rejected on account of
the absence of the mandatory HIV clearance certificate.” “Taking into account that the
applicant belonged to a particularly vulnerable group, that his exclusion has not been
shown to have a reasonable and objective justification, and that the contested legisla-
tive provisions did not make room for an individualised evaluation, the Court held that
the applicant was a victim of discrimination on account of his health status in violation
of Art. 14, taken together with Art. 8. Kiyutin v. Russia, 2700/10 (March 10, 2011).

ECtHR: The applicant’s HIV status was published in the newspaper claiming that the
diagnosis was confirmed by the local hospital. The Court explained that “the Court has
previously held that the protection of personal data, not least medical data, is of funda-
mental importance to a person’s enjoyment of his or her right to respect for private and
family life as guaranteed by Article 8 of the Convention. Respecting the confidentiality
of health data is a vital principle in legal systems of all Contract Parties to the Con-
vention. The above considerations are especially valid as regards the protection of the
confidentiality of a person’s HIV status.” The Court found that “State failed to secure
the applicant’s right to respect for her private life.” Biriuk v. Lithuania, 23373/03, para.
39 (November 25, 2008).

ECtHR: “In her application to the Commission the applicant complained, amongst
other things, about the failure of the Finnish authorities to prevent the disclosure by
the press of her identity and her medical condition as an HIV carrier . . . The Court thus
reaches the conclusions that there has been no violation of Article 8 of the Convention
(art. 8) (1) with respect to the orders requiring the applicant’s medical advisers to give
evidence or (2) with regard to the seizure of her medical records and their inclusion

in the investigation file. On the other hand, it finds (3) that making the medical data
concerned accessible to the public as early as 2002 would, if implemented, give rise to
a violation of Article (art. 8) and (4) that there has been a violation thereof (art. 8) with
regard to the publication of the applicant’s identity and medical condition in the Court
of Appeal’s judgment.” Z v. Finland, 22009/93, para. 62 (February 25, 1997).

Other Interpretations

Declaration on the Promotion of Patients’ Rights in Europe, Art. 4.1: All information about a patient’s health status . . .
must be kept confidential, even after death.

Declaration on The Promotion of Patients’ Rights in Europe, Art. 4.8: Patients admitted to health care establishments
have the right to expect physical facilities which ensure privacy .

European Convention on Human Rights and Biomedicine, Art. 10(1): Everyone has the right to respect for private life in relation to

information about his or her health.
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Table 6: HIV, AIDS and freedom of expression and information

Examples of Human Rights Violations

AIDS policies.

«  Government censors HIV-prevention information directed at LGBT persons, sex workers, or people who use
drugs on the grounds that it is obscene or promotes criminalized behavior.

«  Schools deny young people information about HIV and AIDS, safer sex, sexuality, or condoms.

«  Media reporting on HIV engages in stigma and stereotyping rather than providing factual information.

- Government restricts a newspaper, website, or other communication by activists critical of government

Human Rights Standards

Treaty Body Interpretation

CRC 13(1): The child shall have the right to
freedom of expression,; this right shall in-

clude freedom to seek, receive and impart
information and ideas of all kinds, regard-
less of frontiers, either orally, in writing or
in print, in the form of art, or through any
other media of the child’s choice.

CRC 17: States Parties recognize the im-
portant function performed by the mass
media and shall ensure that the child has
access to information and material from
a diversity of national and international
sources, especially those aimed at the
promotion of his or her social, spiritual
and moral well-being and physical and
mental health.

CRC General Comment No. 4: Providing numerous connections between the
provisions of art. 13 and the right of children to access information regarding their
health. CRC/GC/2003/4 (2003).

CRC General Comment No. 3: Has concluded that adolescent’s right to informa-
tion about HIV and AIDS is part of the right to information. CRC/GC/2003/3, 4
(2003).

CRC General Comment No. 3: Finding that “[a]dequate measures to address
HIV/AIDS can be undertaken only if the rights of children and adolescents are ful-
ly respected. The most relevant rights in this regard, in addition to those enumer-
ated in paragraph 5 above, are the following: the right to access information and
material aimed at the promotion of their social, spiritual and moral well being and
physical and mental health (art. 17) ...."”, CRC/GC/2003/3, §6 (2003).

CRC: Recommending that Panama “provide children with accurate and objective
information about substance use, including hard drugs and tobacco, and protect
children from harmful misinformation,” as well as to “strengthen its efforts to
address adolescent health issues... [including those] to prevent and combat HIV/
AIDS and the harmful effects of drugs.” CRC/C/15/Add.233 (2004).

CRC: Has expressed concern that Estonia is “increasing number of HIV-infections
among injecting drug users” and encouraged the government “to continue its ef-

forts to provide children with accurate and objective information about substance
use”. CRC/C/15/Add.196 (2003).

Other Interpretations

SR Education: Has noted the need for sexuality education in schools, as well as the need for schools to ensure the safety of gay and lesbi-

an students.

SR Freedom of Expression and Information: Has commented on the abuse of the rights of sex workers and LGBT persons; noted restric-
tions on public speech and denial of HIV and AIDS information to these communities; noted the detention of persons in Kuwait because
of a letter mentioning a lesbian relationship; and expressed concern in Uganda about the arrests and harassment of two gender-non-con-

forming women.
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Table 7: HIV, AIDS and freedom of assembly and association

Examples of Human Rights Violations

«  State restricts formation of nongovernmental, community-based, or service organizations working on HIV and AIDS
or imposes prohibitive bureaucratic requirements.
«  Police disperse a peaceful and authorized demonstration by AIDS activists.

Other Interpretations
Charter of Fundamental Rights of the European Union

Art. 12(1): Everyone has the right to freedom of peaceful assembly and to freedom of association at all levels, in particular in political, trade
union and civic matters, which implies the right of everyone to form and to join trade unions for the protection of his or her interests.

Art. 12(2): Political parties at Union level contribute to expressing the political will of the citizens of the Union.

Table 8: HIV, AIDS and the right to marry and found a family

Examples of Human Rights Violations

«  State requires HIV testing or proof of HIV-negative status as a condition of marriage.

«  State forces woman living with HIV to undergo abortion or sterilization, rather than providing her with information
and services to prevent mother-to-child transmission of HIV.

«  Women are denied equal rights in marriage, divorce, or within families, thus decreasing their ability to negotiate
safer sex or leave relationships that pose a risk of HIV.

«  State denies migrants the right to be accompanied by family members, thus increasing risk of HIV through
casual sex.

«  State denies asylum to HIV-positive claimant while granting asylum to his or her family.

«  State removes child from household solely because parent(s) have HIV/AIDS.

Human Rights Standards Treaty Body Interpretation

CEDAW 16: States Parties shall CEDAW Committee: Recommending that Kenya “take appropriate action to eliminate
take all appropriate measures to | all discriminatory laws, practices and traditions and ensure women'’s equality with men
eliminate discrimination against | particularly in marriage and divorce . . .” including through passage of HIV and AIDS

women in all matters relating to | legislation. Concluding Observations to Kenya, A/58/38 (2003).
marriage and family relations.
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Table 9: HIV, AIDS and the right to non-discrimination

and equality

Examples of Human Rights Violations

« A person is denied work, housing, medicine, or education due to actual or presumed HIV status.

« A child affected by HIV faces discrimination because of his or her parents’ HIV status.

«  Government-sponsored HIV-prevention materials exclude information targeted at certain minorities such as
LGBT persons, persons with disabilities, or people who use drugs.

« Discrimination in access to property and divorce render women more vulnerable to HIV.

Human Rights Standards

Treaty Body Interpretation

ICCPR 2(1): Each State Party to the present
Covenant undertakes to respect and to
ensure to all individuals within its territory
and subject to its jurisdiction the rights rec-
ognized in the present Covenant, without
distinction of any kind, such as race, colour,
sex, language, religion, political or other
opinion, national or social origin, property,
birth or other status.

HRC: Finding that Jamaica “should also ensure that persons living with HIV/
AIDS, including homosexuals, have equal access to medical care and treat-
ment.” CCPR/C/JAM/CO/3 (HRC, 2011)

HRC: Recommending to Cameroon that “public health programmes to combat
HIV/AIDS should have a universal reach and ensure universal access to HIV/
AIDS prevention, treatment, care and support.” CCPR/C/CMR/CO/4 (HRC,

2010)

CHR: Confirmed that the term “other status” in anti-discrimination provisions
includes health status, including HIV status (1995 and 1996).

CRC 2: States Parties shall respect and
ensure the rights set forth in the present
Convention to each child within their juris-
diction without discrimination of any kind,
irrespective of the child’s or his or her
parent’s or legal guardian’s race, colour,
sex, language, religion, political or other
opinion, national, ethnic or social origin,
property, disability, birth or other status.

CRC: Explaining the right to non-discrimination: “States parties have the
obligation to ensure that all human beings below 18 enjoy all the rights set
forth in the Convention without discrimination (art. 2), including with regard to
‘race, colour, sex, language, religion, political or other opinion, national, ethnic
or social origin, property, disability, birth or other status’. These grounds also
cover adolescents’ sexual orientation and health status (including HIV/AIDS
and mental health). Adolescents who are subject to discrimination are more
vulnerable to abuse, other types of violence and exploitation, and their health
and development are put at greater risk. They are therefore entitled to special
attention and protection from all segments of society.” General Comment No.
4, CRC/GC/2003/4, 46 (2003).

CRC Committee: observing of Ukraine that “the principle of non-discrimination
with respect to . . . children living with HIV/AIDS . . . is not fully implemented
in practice” and that there is a “lack of an express reference to the principle of
non-discrimination with respect to the protection of children’s rights in domes-
tic legislation.” CRC/C/UKR/CO/3-4 (CRC, 2011)

CRC Commiittee: in the context of anti-discrimination, recommended that
Kazakhstan undertake awareness-raising and sensitization of legal and other
professionals on the impact of HIV and AIDS on children (2006).

CRC Committee: Has recommended that States protect children from HIV-
based discrimination in Ukraine (2011), Angola (2010), Burundi (2010), Cam-
eroon (2010), Paraguay (2010), Burkina Faso (2010), Tajikistan (2010), Mo-
zambique (2009), Niger (2009), Mauritania (2009), Malawi (2009), Moldova
(2009), Chad (2009), Bhutan (2008), Djibouti (2008), Uruguay (2007).
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Table 9 (cont.)

Human Rights Standards Treaty Body Interpretation

CEDAW 1: For the purposes of the pres- CEDAW Committee: Has made several recommendations on the elimination
ent Convention, the term “discrimination | of discrimination against women in the context of HIV and AIDS (see Table 12,
against women” shall mean any distinc- below).

tion, exclusion or restriction made on the
basis of sex which has the effect or pur-
pose of impairing or nullifying the recog-
hition, enjoyment or exercise by women,
irrespective of their marital status, on a
basis of equality of men and women, of
human rights and fundamental freedoms
in the political, economic, social, cultural,
civil or any other field.

CEDAW Committee: Recommending to Singapore “to review and repeal the
law requiring a work - permit holder, including foreign domestic workers, to be
deported on grounds of pregnancy or diagnosis of sexually transmitted diseas-
es such as HIV/AIDS.” CEDAW/C/SGP/CO/4 (CEDAW, 2011)

ICERD s: States Parties undertake to CERD: Expressed concern at the high rate of HIV and AIDS among minorities
prohibit and to eliminate racial discrimina- | and ethnic groups and recommended that governments take appropriate ac-
tion in all its forms and to guarantee the tion in Estonia (2006) and South Africa (2006 and 2003).

right of everyone, without distinction as to
race, colour, or national or ethnic origin, to
equality before the law, notably in the en-
joyment of the following rights: (e) (iv) The
right to public health, medical care, social
security and social services.

Other Interpretations

Select National Non-Discrimination Laws:
United States: www.ada.gov/aids/ada_aids_discrimination.htm

Australia; www.afao.org.au/__data/assets/pdf_file/oo11/4520/BPo606_Discrimination.pdf

South Africa: http://manuals.southernafricalitigationcentre.org/manual/equal-rights-all-litigating-cases-hiv-related-discrimination /chap-
ter-5-comparative-law-releva
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Table 10: HIV, AIDS and the right to the highest attainable

standard of health

Examples of Human Rights Violations

such services.

«  State fails to take progressive steps to ensure access to HIV-prevention information and services (e.g.,
condoms, sterile syringe programs, or voluntary counseling and testing) or imposes restrictions on

«  State fails to take progressive steps to ensure access to anti-retroviral drugs, treatment for opportunistic
infections, opioid pain medications for palliative care, or comprehensive TB care.

«  State fails to ensure that sex workers, MSM, prisoners, people who use drugs and other vulnerable groups
enjoy proportionate access to HIV prevention, treatment, and care services.

Human Rights Standards

Treaty Body Interpretation

ICESCR 12(1): The States Parties to
the present Covenant recognize the
right of everyone to the enjoyment
of the highest attainable standard
of physical and mental health.

ICESCR 12(2): The steps to be taken
by the States Parties to the pres-
ent Covenant to achieve the full
realization of this right shall include
those necessary for: . .. (c) The
prevention, treatment and control
of epidemic, endemic, occupational
and other diseases

CESCR: Art. 12 includes “the right to prevention, treatment and control of epidemic...
diseases,” including HIV. Recommendations include: Georgia to undertake general
HIV-prevention measures (2002); Moldova to “intensify efforts” on HIV (2003); Russia
to take “urgent measures to stop the spread of HIV” and related discrimination (2003);
Ukraine to provide HIV information to adolescents (2001).

CESRC: Recommending that Kenya ensure that “[p]regnant women with HIV/AIDS are
not refused treatment, segregated in separate hospital wards, forced to undergo HIV/
AIDS testing, and discriminated or abused by health workers, and that they are informed
about and have free access to antiretroviral medication during pregnancy, labour and
after birth, including for their children.” E/C.12/KEN/CO/1 (CESCR, 2008)
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Table 10 (cont.)

Human Rights Standards Treaty Body Interpretation

CRC 24(1): States Parties recognize | CRC Committee: Recommended that Russia study its practice of “segregating children
the right of the child to the en- of HIV-positive mothers in hospital wards or separate orphanages and of HIV positive
joyment of the highest attainable | children being refused access to regular orphanages, medical care and educational facili-
standard of health and to facilities | ties.” CRC/C/RUS/CO/3 (2005)

for the treatment of illness and .
rehabilitation of health. States CRC Committee: Has recommended that States improve HIV-prevention services for

Parties shall strive to ensure that | children, protect children from HIV-based discrimination, and include children’s rights in
no child is deprived of his or her | HIV strategies. See, for example, comments on Belarus (2011), Panama (2011),Ukraine
right of access to such health care | (2011), Angola (2010), Grenada (2010), Nigeria (2010), Malawi (2009), Bhutan (2008),
services. Eritrea (2008), Mali (2007), Benin (2006), Senegal (2006), Swaziland (2006), Nigeria
(2005), Uganda (2005), Armenia (2004), Burkina Faso (2002), Mozambique (2002),
Kenya (2001), Georgia (2000), Tajikistan (2000), and South Africa (2000).

CEDAW 12(1): States Parties shall | CEDAW Committee: Recommending that Zambia “improve access to free prevention,
take all appropriate measures to | treatment and care and support services at the programming level where gender and
eliminate discrimination against | customary factors contribute significantly to infection rates among women and girls”
women in the field of health care | and “improve access to services for HIV-positive women by incorporating gender-based
in order to ensure, on a basis violence concerns into health-care protocols and introducing measures to effectively

of equality of men and women, respond to gender-based violence and abuse.” CEDAW/C/ZMB/CO/5-6 (CEDAW, 2011)

access to health care services, )
including those related to family | CEDAW Committee: recommending that Ethiopia “provide free antiretroviral treatment

planning. for women and men living with HIV/AIDS, including pregnant women, so as to prevent
mother-to-child transmission; train technical and administrative staff to implement

the national multisectoral strategy/action framework to combat HIV/AIDS and adopt
prevention programmes targeting high-risk groups , such as young women, sex workers
and internally displaced persons; conduct awareness-raising activities to de stigmatize
orphans and vulnerable children affected by HIV/AIDS and strengthen the material and
psychological support provided to them.” CEDAW/C/ETH/CO/6-7 (CEDAW, 2011)

Other Interpretations

The Declaration on the Promotion of Patients’ Rights in Europe, Art. 5.3: Patients have the right to a quality of care which is marked both by
high technical standards and by a humane relationship between the patient and health care provider.

WHO 1978 Declaration of Alma-Ata: The Conference strongly reaffirms that health, which is a state of complete physical, mental and social
wellbeing, and not merely the absence of disease or infirmity, is a fundamental human right and that the attainment of the highest possible
level of health is a most important world-wide social goal whose realization requires the action of many other social and economic sectors in
addition to the health sector.

World Health Organization Constitution, Preamble: The enjoyment of the highest attainable standard of health is one of the fundamental
rights of every human being without distinction of race, religion, political belief, economic or social condition.

Charter of Fundamental Rights of the European Union, Art. 35: Everyone has the right of access to preventive health care and the right to ben-
efit from medical treatment under the conditions established by national laws and practices. A high level of human health protection shall be
ensured in the definition and implementation of all the Union’s policies and activities.

The European Committee for the Prevention of Torture and Inhuman or Degrading Treatment or Punishment (CPT 2001), Para 33: The provi-
sion of basic necessities of life must always be guaranteed in institutions where the State has persons under its care and/or custody. These
include adequate food, heating and clothing as well as, in health establishments, appropriate medication.
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Table II: HIV, AIDS and the rights of women and children

Examples of Human Rights Violations

«  Women are denied access to a full range of health services, including reproductive health care, to prevent and
mitigate the impact of HIV for themselves and their children.

«  Children are denied access to comprehensive HIV-prevention services and information.

«  Children orphaned or affected by AIDS are withdrawn from school, denied their inheritance, and forced into
hazardous situations such as forced labor, begging, and sexual exploitation.

Human Rights Standards

Treaty Body Interpretation

CRC 24(1): States Parties
recognize the right of the
child to the enjoyment

of the highest attainable
standard of health and to
facilities for the treatment
of illness and rehabilitation
of health. States Parties
shall strive to ensure that
no child is deprived of his
or her right of access to
such health care services.

CRC: Recommending that Myanmar “increase its efforts to prevent the spread of HIV/AIDs,
with an emphasis on prevention among young people, provide protection and support for
orphans and vulnerable children, and ensure universal and cost-free access to antiretroviral
therapy.” CRC/C/MMR/CO/3-4 (CRC, 2012)

CRC: Recommending that Azerbaijan “intensify efforts to provide adolescent s with education
on sex and reproductive health, particularly with regard to HIV, and improve the accessibility of
contraception.” CRC/C/AZE/CO/3-4 (CRC, 2012)

CRC: Recommending to Togo “to increase both the coverage and quality of PMTCT services in
order to attain the objective of virtually eliminating mother-to-child HIV transmission by 2015”
and “to reinforce preventive action among youth, targeting teenagers that belong to the most
vulnerable groups, and ensure that the necessary budget is allocated to the HIV/AIDs educa-

tion programme provided in secondary schools.” CRC/C/TGO/CO/3-4 (CRC, 2012)

CRC: recommending to Madagascar and Burundi to improve prevention of mother-to-child
transmission. CRC/C/MDG/CO/3-4 (CRC, 2012); CRC/C/BDI/CO/2 (CRC, 2010)

CRC: recommending Panama “undertake steps to reduce the greater risk of HIV/AIDs among
indigenous children, including through the provision of culturally sensitive sex education and
information on reproductive health, reduce the greater risk of HIV/AIDs among teenagers by
providing reproductive health services especially aimed at them and by expanding their access
to information on prevention of sexually transmitted diseases, and that it direct programmes at
children with HIV/AIDs.” CRC/C/PAN/CO/3-4 (CRC, 2011)

CRC: Recommending that Ukraine (a) ensure effective implementation of the national HIV/AIDs
programme 2009-2013 and the national strategic action plan for HIV prevention among children
and by allocating adequate public funding and resources to these programmes; (b) to take all
measures to implement the act on prevention of AIDS and social protection of the population,
with special focus on respecting human rights of children and youth affected by HIV/AIDs or at
risk of HIV/AIDs, including children in street situations and children suffering from substance
abuse, and ensure access to confidential and youth-friendly services; and (c) to intensify informa-
tion and awareness campaigns on HIV/AIDs and other sexually transmitted diseases, aimed at
adolescents as well as at the general public. CRC/C/UKR/CO/3-4 (CRC, 2011)

CRC: recommending Belarus and Guatemala implement youth-friendly HIV testing and coun-
selling. CRC/C/BLR/CO/3-4 (CRC, 2011); CRC/C/GTM/CO/3-4 (CRC, 2010).

CRC: recommending increasing awareness and education about HIV/AIDs to Sudan CRC/C/
SDN/CO/3-4 (CRC, 2010); Belarus CRC/C/BLR/CO/3-4 (CRC, 2011); Montenegro CRC/C/
MNE/CO/1 (CRC, 2010); Angola CRC/C/AGO/CO/2-4 (CRC, 2010); Sri Lanka CRC/C/LKA/
CO/3-4 (CRC, 2010); Burundi CRC/C/BDI/CO/2 (CRC, 2010); Grenada CRC/C/GRD/CO/2
(CRC, 2010); Nigeria CRC/C/NGA/CO/3-4 (CRC, 2010); Japan CRC/C/JPN/CO/3 (CRC, 2010);
Cameroon CRC/C/CMR/CO/2 (CRC, 2010); El Salvador CRC/C/SLV/CO/3-4 (CRC, 2010); etc.
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Human Rights Standards

Treaty Body Interpretation

CEDAW 12(1): States Par-
ties shall take all appropri-
ate measures to eliminate
discrimination against
women in the field of
health care in order to en-
sure, on a basis of equality
of men and women, access
to health care services,
including those related to
family planning.

CEDAW 12(2): Notwith-
standing the provisions of
paragraph | of this article,
States Parties shall ensure
to women appropriate
services in connection with
pregnancy, confinement
and the post-natal peri-
od, granting free services
where necessary, as well as
adequate nutrition during
pregnancy and lactation.

CEDAW Committee: Explaining to Zambia that the “Committee is concerned about the impact
of HIV/AIDS on women and especially own young girls who are raped due to the belief that
intercourse with a virgin cures the infection. In this respect, the Committee is concerned that
women and girls may be particularly susceptible to infection owing to gender-specific norms
and that the persistence of unequal power relations between women and men and the inferior
status of women and girls may hamper their ability to negotiate safe sexual practices, thereby
increasing their vulnerability to infection.” CEDAW/C/ZMB/CO/5-6 (CEDAW, 2011)

CEDAW Committee: Recommending that Russia “address gender aspects of HIV/AIDS, includ-
ing power differential between women and men, which often prevents women from insisting
on safe and responsible sex practices.” A/57/38(SUPP) (CEDAW, 2002)

ICESCR 2(2): The States
Parties to the present
Covenant undertake to
guarantee that the right
enunciated in the present
Covenant will be exercised
without discrimination of
any kindasto...sex....

ICESCR 3: The States Par-
ties to the present Cove-
nant undertake to ensure
the equal right of men and
women to the enjoyment
of all economic, social and
cultural rights set forth in
the present Covenant.

CESRC: Recommending that Kenya ensure that “pregnant women with HIV/AIDS are not
refused treatment, segregated in separate hospital wards, forced to undergo HIV/AIDS testing,
and discriminated or abused by health workers, and that they are informed about and have free
access to antiretroviral medication during pregnancy, labour and after birth, including for their
children.” E/C.12/KEN/CO/1 (CESCR, 2008)

CESCR: Noting with concern that children and orphans affected by HIV/AIDS in Kenya are not
adequately supported by the State party and that the care for these children and the task of
monitoring their school attendance is frequently delegated to their extended families and to
community and faith-based organizations, without adequate support and supervision from the
State party. E/C.12/KEN/CO/1 (CESCR, 2008)
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3. WHAT IS A HUMAN RIGHTS-BASED
APPROACH TO ADVOCACY,
LITIGATION, AND PROGRAMMING?

What is a human rights-based approach?

“Human rights are conceived as tools that allow people to live lives of dignity, to be free and equal citizens,
to exercise meaningful choices, and to pursue their life plans.”'s®

A human rights-based approach (HRBA) is a conceptual framework that can be applied to advocacy,
litigation, and programming and is explicitly shaped by international human rights law. This approach can
be integrated into a broad range of program areas, including health, education, law, governance, employ-
ment, and social and economic security. While there is no one definition or model of a HRBA, the United
Nations has articulated several common principles to guide the mainstreaming of human rights into
program and advocacy work:

+ The integration of human rights law and principles should be visible in all work, and the
aim of all programs and activities should be to contribute directly to the realization of one
or more human rights.

« Human rights principles include: “universality and inalienability; indivisibility; interdepen-
dence and interrelatedness; non-discrimination and equality; participation and inclusion;
accountability and the rule of law.”'® They should inform all stages of programming and
advocacy work, including assessment, design and planning, implementation, monitoring
and evaluation.

«  Human rights principles should also be embodied in the processes of work to strengthen
rights-related outcomes. Participation and transparency should be incorporated at all stag-
es and all actors must be accountable for their participation.

A HRBA specifically calls for human rights to guide relationships between rights-holders (individuals and
groups with rights) and the duty-bearers (actors with an obligation to fulfill those rights, such as States).’°
With respect to programming, this requires “[a]ssessment and analysis in order to identify the human
rights claims of rights-holders and the corresponding human rights obligations of duty-bearers as well as
the immediate, underlying, and structural causes of the non-realization of rights.”’

188 Yamin AE, “Will we take suffering seriously? Reflections on what applying a human rights framework to health means and why we should care,” Health
and Human Rights 10, no. 1 (2008).

189 For a brief explanation of these principles, see UN Development Group (UNDG), The Human Rights Based Approach to Development Cooperation Towards
a Common Understanding Among UN Agencies (May 2003), available at: www.undg.org/archive_docs/6959-The_Human_Rights_Based_Approach_to_
Development_Cooperation_Towards_a_Common_Understanding_among_UN.pdf.

190 Ibid.

191 Ibid.
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A HRBA is intended to strengthen the capacities of rights-holders to claims their entitlements and to
enable duty-bearers to meet their obligations, as defined by international human rights law. A HRBA also
draws attention to marginalized, disadvantaged and excluded populations, ensuring that they are consid-
ered both rights-holders and duty-bearers, and endowing all populations with the ability to participate in
the process and outcomes.

What are key elements of a human rights-based approach?
Human rights standards and principles derived from international human rights instrument should guide
the process and outcomes of advocacy and programming. The list below contains several principles and
questions that may guide you in considering the strength and efficacy of human rights within your own
programs or advocacy work. Together these principles form the acronym PANELS.

e Participation: Does the activity include participation by all stakeholders, including affect-
ed communities, civil society, and marginalized, disadvantaged or excluded groups? Is it
situated in close proximity to its intended beneficiaries? Is participation both a means and
a goal of the program?

e Accountability: Does the activity identify both the entitlements of claim-holders and the
obligations of duty-bearers? Does it create mechanisms of accountability for violations of
rights? Are all actors involved held accountable for their actions? Are both outcomes and
processes monitored and evaluated?

e Non-discrimination: Does the activity identify who is most vulnerable, marginalized and
excluded? Does it pay particular attention to the needs of vulnerable groups such as wom-
en, minorities, indigenous peoples, disabled persons and prisoners?

o Empowerment: Does the activity give its rights-holders the power, capacity, and access to
bring about a change in their own lives? Does it place them at the center of the process
rather than treating them as objects of charity?

e Linkage to rights: Does the activity define its objectives in terms of legally enforceable
rights, with links to international, regional, and national laws? Does it address the full
range of civil, political, economic, social, and cultural rights?

e Sustainability: Is the development process of the activity locally owned? Does it aim to re-
duce disparity? Does it include both top-down and bottom-up approaches? Does it identi-
fy immediate, underlying and root causes of problems? Does it include measurable goals
and targets? Does it develop and strengthen strategic partnerships among stakeholders?
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Why use a human rights-based approach?

There are many benefits to using a human rights-based approach to programming, litigation and advocacy.
It lends legitimacy to the activity because a HRBA is based upon international law and accepted globally. A
HRBA highlights marginalized and vulnerable populations. A HRBA is effective in reinforcing both human
rights and public health objectives, particularly with respect to highly stigmatizing health issues.* Other
benefits to implementing a human rights-based approach include:

e Participation: Increases and strengthens the participation of the local community.
e Accountability: Improves transparency and accountability.

e Non-discrimination: Reduces vulnerabilities by focusing on the most marginalized and
excluded in society.

e Empowerment: Capacity building.

e Linkage to rights: Promotes the realization of human rights and greater impact on policy
and practice.

e Sustainability: Promotes sustainable results and sustained change.

How can a human rights-based approach be used?
A variety of human rights standards at the international and regional levels applies to patient care. These
standards can be used for many purposes including to:

« Document violations of the rights of patients and advocate for the cessation of these violations.
« Name and shame governments into addressing issues.

« Sue governments for violations of national human rights laws.

« File complaints with national, regional and international human rights bodies.

« Use human rights for strategic organizational development and situational analysis.

«  Obtain recognition of the issue from non-governmental organizations, governments or
international audiences. Recognition by the UN can offer credibility to an issue and move a
government to take that issue more seriously.

« Form alliances with other activists and groups and develop networks.

« Organize and mobilize communities.

« Develop media campaigns.

«  Push for law reform.

« Develop guidelines and standards.

« Conduct human rights training and capacity building

+ Integrate legal services into health care to increase access to justice and to provide holistic care.

« Integrate a human rights approach in health services delivery.

192 Gauri V & Gloppen S, Human Rights Based Approaches to Development: Concepts, Evidence, and Policy, World Bank Policy Research Working Paper 5938
(Jan. 2012). http://elibrary.worldbank.org/content/workingpaper/10.1596/1813-9450-5938.
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4. SOME EXAMPLES OF EFFECTIVE
HUMAN RIGHTS-BASED WORK IN THE
AREA OF HIV, AIDS AND HUMAN RIGHTS?

This section contains eight examples of effective activities in the area of HIV, AIDS, and human rights.
These are:

2.51

1.

2.

3.

Litigating for universal access to medicines under the right to health;

Combating legislation criminalizing HIV transmission;

Documenting effective HIV policies and programs for women and girls;

Using litigation to protect HIV-positive women from coerced sterilization;

Using medical-legal partnerships to promote the rights of people living with HIV;

Using constitutional rights to equal protection to fight against employment discrimination
of those living with HIV; and

The Now More Than Ever Campaign.

Strategic litigation to protect the rights of women forcibly sterilized in Namibia.
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Example [: Litigating for universal access to medicines
under the right to health

Minister of Health v. Treatment Action Campaign 2002 (5) SA 721 (CC) ( S. Aft.).
www.saflii.org/cgi-bin/disp.pl?file=za/cases/ZACC/2002/15.htmI&query=%20treatment%20action%20

campaign

Project Type
Litigation

The Organization

The Treatment Action Campaign (TAC) is a 16,000-member strong civil society organization founded on
December 10, 1998 in Cape Town, South Africa. TAC is committed to increasing access to treatment, care
and support programs for people living with HIV and also works to spread information and strategies for
reduces the transmission of HIV. In 2004, TAC won the Nobel Peace Prize for their efforts.

The AIDS Law Project (ALP), founded in 2007 by dedicated public interest lawyers, is a nongovernmental
organization seeking justice and equal treatment for those living with HIV. The AIDS Law Project provides
a range of programs and services related to legal services, human rights and health; policy advocacy and
communication; and capacity strengthening.

Violations of the South African Bill of Rights

Section 27(1): Everyone has the right to have access to (a) health care services, including reproductive
health care.

Section 27(2): The state must take reasonable legislative and other measures, within its available re-
sources, to achieve the progressive realization of each of these rights.

Section 28(1): Every child has the right . . . (c) to basic nutrition, shelter, basic health care services and
social services.

Southern Africa Legal Information Institute.
www.saflii.org/cgibin/disp.pl?file=za/legis /num_act/cotrosa 1996423 /cotrosa1996423.html&query=-
constitution

The Problem

Treatment to reduce the likelihood of mother-to-child transmission of HIV was unavailable to the vast ma-
jority of women who needed it in South Africa. In 2001, it was estimated that approximately 70,000 children
would become infected with HIV through mother-to-child transmission. Although treatment with azidothy-
midine (AZT) or Nevirapine can significantly reduce the risk of HIV transmission from mother to child, in
2001 the South African government was restricting this treatment to two pilot sites in each province.
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Procedure

In 2001, Treatment Action Campaign (TAC) and the AIDS Law Project (ALP) brought a suit in the High
Court in Pretoria to secure access to medication for pregnant women to reduce mother-to-child trans-
mission of HIV. The high court found for TAC and held that the South African Constitution required the
government to make Nevirapine available to HIV-positive pregnant women who give birth in public health
facilities; the women’s babies were also to receive the medication. The Court also held that the Constitu-
tion required the Government to formulate and implement a national health program to reduce the trans-
mission of HIV from mother to child. The Government appealed the decision of the high court to

the Constitutional Court.

Arguments and Holdings

TAC challenged the Government based on section 27 of the South African Bill of Rights, which protects
“the right to have access to health care services.” TAC claimed that the Government could not refuse to
make Nevirapine, a registered drug, available to pregnant women with HIV who give birth in a public hos-
pital or clinic. Moreover, TAC claimed that the government had a constitutional duty to create and imple-
ment a national program to prevent mother-to-child transmission of HIV.

The Constitutional Court set aside the orders of the high court and ordered the government to remove
restrictions on Nevirapine to permit its use in public health facilities. The Court also held that counsellors
should be provided at public hospitals and clinics for training and use of Nevirapine, if necessary. Finally,
the Court held that the government should take reasonable measures to extend the testing and counsel-
ling facilities at hospitals and clinics throughout the public sector.

Commentary and Analysis
In addition to a strong litigation strategy, there were several other factors that contributed to the success
of the litigation. These included:

+ A broad social movement accompanying the litigation;

« Charismatic and committed leadership on the part of people living with HIV;
« Alliances with treatment activists around the world;

« The existence of a constitutional democracy with independent courts and a constitution protecting
health rights; and
« Alegacy of public interest litigation dating back to the post-apartheid era.
This victory was a significant achievement for activists advancing social and economic rights. Traditionally,
claims based on the right to health have not been successful in litigation and so this case marked a new
era in health and human rights litigation. Health rights activists are now strategically using constitutional
provisions to secure health right victories to instigate legal and policy changes.

Additional Resources
There are several wonderful resources to aide health right activists to understand the advances in right to
health litigation and to help develop litigation strategies:

Yamin AEY and Gloppen S, eds., Litigating Health Rights: Can Courts Bring More Justice to Health? (2011)
Meier BM and Yamin AEY, Right to Health Litigation and HIV/AIDS Policy, 39 Journal of Law, Medicine &
Ethics (Spring 2011).

Gloppen S, Litigation as a Strategy to Hold Governments Accountable for Implementing the Right to Health,
10 Health and Human Rights: An International Journal, no. 2, 2008. www.hhrjournal.org/index.php/hhr/arti-
cle/viewFile/79/145.
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Example 2: Combating legislation criminalizing
HIV transmission

Project Type
Advocacy

The Organization

The Canadian HIV/AIDS Legal Network is an international organization that promotes the human rights of
people living with and vulnerable to HIV through research, analysis, advocacy, litigation, public education,
and community mobilization.

Africa National statutes criminalizing the spread of HIV

Adopted: Burundi (2005), Djibouti (2007), Kenya (2006), Madagascar (2005), Mozambique (2009)
and Tanzania (2008), Cameroon (2002) , Chad (2007), Congo (2009) , Democratic Republic of Congo
(2008), Equatorial Guinea (2006), Benin (2006), Burkina Faso (2008), Cape Verde (2008), Guinea
(2005), Guinea- Bisseau (2007), Liberia (2008), Mali (2006), Mauritania (2007), Niger (2007), Sierra
Leone (2007), Togo (2005), Lesotho (2003), Zimbabwe (2001).

Proposed: Malawi, Uganda, Botswana. Status Unclear: Angola (2004), Central AfricanRepublic (2006),
Senegal (2010).

Africa: National statutes criminalizing the spread of a deadly disease
Adopted: Ethiopia, Botswana.
Proposed: Rwanda.

Source: NAM: www.aidsmap.com/

The Problem

A model law on HIV transmission was drafted following a meeting held in N’'Djamena, Chad in 2004

by Action for West Africa Region—HIV/AIDS (AWARE), with funding from the United States Agency for
International Development (USAID). The model law expands criminal liability for intentional transmission
of HIV. Over 25 African countries now criminalize wilful transmission of HIV, including twelve countries in
Western Africa that have adopted legislation based on the model law.

The model law allows for radically expanded criminal liability for wilful transmission of HIV by setting out a
broad definition of “wilful transmission” and by demanding punishment for all wilful transmissions of the
virus. Article 36 of the model law sets out that “any person who is guilty of wilful transmission of HIV shall
be sanctioned . . ..” The article broadly defines “wilful transmission” as “transmission of the HIV virus
through any means by a person with full knowledge of his/her HIV/AIDS status to another person.” There-
fore, the model law would expand criminal liability to include, inter alia, mother-to-child transmission;
transmission between consenting parties engaging in safe sex; and the transmission that results from the
sharing of needles for injection drug use, even after attempts have been made to disinfect.
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Actions Taken

The Canadian HIV/AIDS Legal Network (CHLN), along with other concerned NGOs, worked to raise pub-
lic awareness of the effects of this model law. In addition, the CHLN pressed UNAIDS to publish an alter-
native model law. CHLN provided legal analysis and aided the drafting of various provisions of the alter-
native model law. UNAIDS later published the alternative model law as part of its materials, and domestic
NGOs used the alternative model law to try to reform criminalization provisions that had passed or were
pending adoption. The alternative model law was designed for policy makers and advocates in developing
countries where legislative drafting resources may have been scarce.

Results & Lessons Learned

HIV prevention, care and treatment services operate best within a clear legal framework. Law reform is not
a complete solution, but it is a necessary and often neglected step. Reforming law and policy around the
issue of HIV can be especially challenging given the stigma and discrimination in the general population
against those living with HIV and competing demands on the time and energy of local advocates.

Additional Resources

Richard Pearshouse, Canadian HIV/AIDS Legal Network, A Human Rights Analysis of the N’Djamena Model
Legislation on AIDS and HIV-specific Legislation in Benin, Guinea, Guinea-Bissau, Mali, Niger, Sierra Leone and
Togo (September 2007). www.aidslaw.ca/publications/publicationsdocEN.php?ref=967.

Cécile Kazatchkine et al, Canadian HIV/AIDS Legal Network, Criminalizing HIV Transmission or Exposure in
the Context of West and Central French-speaking Africa (2010). www.aidslaw.ca/EN/aids2010/documents/
AIDS10_CK_Africa.pdf.

Legislation contagion: building resistance, 13 Canadian HIV/AIDS Legal Network: HIV/AIDS Policy & Law
Review, no. 2/3 (December 2008). www.aidslaw.ca/publications/interfaces/downloadFile.php?ref=1412.

NAM, The ‘Legislation Contagion’ of the N’Djamena Model Law.
www.aidsmap.com/page/1442068/.

Pearshouse R., Legislation contagion: the spread of problematic new HIV laws in Western Africa. HIV/AIDS
Policy & Law Review 12 (2/3), 2007.

Pearshouse R., Legislation contagion: building resistance. HIV/AIDS Policy & Law Review 12 (2/3), 2008.

Canadian HIV/AIDS Legal Network
Toronto, Canada

Website: http://www.aidslaw.ca
E-mail: info@aidslaw.ca
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Example 3: Documenting effective HIV policies and programs
for women and girls

Project Type
Advocacy

The Organization

What Works for Women & Girls is a comprehensive website documenting the evidence for effective HIV in-
terventions to guide donors, policymakers, and program managers in planning effective HIV policies and
programs for women and girls. The resource spans nearly 3,000 reports and articles with more than 450
interventions in nearly 100 countries. (www.whatworksforwomen.org)

What Works has been a collaborative effort. It was originally funded by the Open Society Foundations’
Public Health Program. Currently, it is supported by the U.S. President’s Emergency Plan for AIDS Relief
(PEPFAR) and Open Society Foundations. It is carried out under the auspices of the United States Agency
for International Development (USAID)-supported Health Policy Project at the Futures Group, in collabo-
ration with the Public Health Institute.

The three primary authors of the What Works report bring a unique set of research, gender and communi-
cation expertise that enable the resource to be both technically rigorous and widely accessible. Moreover,
each of the sections of What Works underwent extensive peer review from experts in the respective areas,
ensuring that all of the key literature was included and put into context. The massive undertaking of cre-
ating What Works across the spectrum of HIV topics would not have been possible without the more than
100 experts in research, programming and advocacy.

The Problem

Women are disproportionately affected by the HIV epidemic. For example, women make up more half or
more of those living with HIV and young women 15-24 years old are as much as eight times as likely as
men to be living with HIV in sub-Saharan Africa — the region most affected by HIV (UNAIDS, 2010). In the
context of HIV, women face unique risks and have diverse needs influenced by their physical and social
environment. Transforming gender norms; advancing education, employment and women'’s legal rights;
and reducing stigma, discrimination, and violence against women remain urgent priorities in HIV pro-
gramming.

Awareness of the vulnerability of women and girls to HIV is only the first step. Identifying and imple-
menting HIV programs that address the particular vulnerabilities of women and girls is the next step.
When designing HIV and AIDS programs, policymakers and program planners have scarce resources and
encounter a wide array of statistics, recommendations, best practices, scientific studies, and public health
interventions. Policymakers and programmers have been forced, at best, to undertake their own research
to identify effective programming and, at worst, to base policies and programs on unquestioned practices.
Until now, there has not been one central location to obtain been a clear universal understanding of what
works for women and girls.
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Actions Taken

What Works makes gender sensitive HIV resources more widely available by providing a one-stop resource
center. Through a comprehensive literature review of published work and gray literature, the What Works
team reviews the evidence and distils successful interventions from that evidence. Written in clear lan-
guage with policymakers and program planners in mind, What Works outlines the interventions that have
been proven to work for women and girls, thus providing the evidence base for those designing policies
and programs. It also demonstrates the significant gaps in programming for which there are few, if any,
evaluated data, thus serving to spur researchers and implementers to design and evaluate additional
programming for women and girls. What Works for Women and Girls helps maximize the efficiency and ef-
fectiveness of HIV programs by providing, in one place, evidence of successful and promising approaches
and interventions. In the words of one advocate, “What Works is absolutely the bottom line...”

What Works for Women & Girls is available free online, with flash drives of static copies available for those
with unreliable internet service, thus putting the evidence into the hands of those who cannot access or
afford costly database subscriptions. Outreach efforts to provide technical assistance are underway to
achieve the goal of becoming the leading go-to source of evidence on HIV interventions for women and
girls, with health and gender ministries, implementing agencies, NGOs, and advocates using the evidence
to develop women-friendly, gender transformative HIV policies and programs around the world.

Lessons Learned

HIV programs and policies must be based on evidence and What Works for Women and Girls provides the
available evidence. What Works points out clear interventions that work for women and girls and highlights
the supporting evidence. The interventions were not pre-defined with supporting evidence sought. Instead,
interventions emerged from the literature reviews. Both authors and experts were at times surprised that
almost 30 years into the epidemic, numerous studies do not disaggregate data by sex or consider gender.
What Works also demonstrates the need for more evaluation and measurement of innovative programs to
add to the list of what works for women and girls. As a resource, What Works for Women & Girls can guide
effective, evidence-based programming, and highlight what remains to be done to address the needs of
women and girls.

Website: http://www.whatworksforwomen.org/

2.57 Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.whatworksforwomen.org

HIV, AIDS

Example 4: Using litigation to protect HIV-positive women
from coerced sterilization

L M and Others v. The Government of the Republic of Namibia (July 30, 2012).

Project Type
Litigation

The Organization

Southern Africa Litigation Centre (SALC) provides technical assistance and financial backing to public and
private lawyers, civil society organizations and community-based organizations pursuing the public inter-
est through impactful litigation. Strategic litigation, like that undertaken by SALC, can help level the playing
field. Through litigation, the SALC challenges existing laws and regulations and pursues progressive legal
reform through judicial decision-making. In addition to securing justice for their clients and others similar-
ly situated, the SALC'’s efforts draw public attention to the issues faced by those they represent.

The Problem

Discrimination against people living with HIV stymies efforts to reduce morbidity and increase access to
HIV prevention and treatment. Many people living with HIV often face economic hardship, violence and
social stigma, contributing to an increased risk of human rights abuses. Legal remedies for discrimination
against people living with HIV are often difficult to obtain. In Namibia, people living with HIV do not have
full access to justice, due in part to a lack of access to legal services, a legal system with pervasive corrup-
tion and lack of knowledge of individual rights.

“I have been taught to be quiet. It would be helpful if someone could come and speak on my behalf.”
— Esther K. of Chilumba, Malawi (Chi Mgbako et al, We Will Still Live, 31 Fordham International Law
Journal 528, 583 (Jan. 2008)).

Coerced sterilization is a common practice in countries with high rates of HIV infection. Coerced steril-
ization is defined as any procedure performed on a man or women without their informed consent that
eliminates their ability to have children. Doctors at government hospitals in Namibia continue to sterilize
HIV-positive women without their informed consent. A 2009 study by the International Community of
Women Living with HIV/AIDS found that, of those surveyed, nearly one out every five women living with
HIV in Namibia has been subjected to coerced sterilization. Coerced sterilization violates a women'’s bodi-
ly integrity and reproductive rights. Moreover, for women in Namibia, sterilization can lead to additional
exclusion, social stigma and restricted marriage prospects.

Actions Taken

With the help of the SALC, three HIV-positive Namibian women who were victims of coerced sterilization
at a government hospital brought a common law and constitutional tort action against the government for
money damages and injunctive relief.
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Results and Lessons Learned

On July 30, 2012, the Namibian High Court ruled that the three women had been sterilized without their
consent and therefore coerced into sterilization. Although the court did not rule on the constitutional
claim or whether the women were selected for sterilization based on their HIV-positive status, the court
did determine that the government owed the plaintiffs money damages. As noted by Nicole Fritz, director
of SALC, “The court’s detailed ruling as to what constitutes informed consent upholds the rights of the
plaintiffs, recognises their entitlement to redress and lessens the vulnerability to which women especially
are likely to be subject [to coerced sterilization].” Priti Patel, the deputy director of SALC, noted that this
case means that authorities in Namibia “must [now] meaningfully investigate all the other cases to ensure
justice for every woman who has been coercively sterilised.”

Additional Resources
The Guardian (U.K.): Namibia court rules HIV-positive women sterilised without consent.
www.guardian.co.uk/global-development/2012/jul/30/namibia-hiv-women-sterilised-without-consent

Mindy Roseman: The Day After Victory: More Work Needed to Protect Rights of Namibian
Women Living with HIV. http://harvardhumanrights.wordpress.com/2012/07/ 1/the-day-after-victory-
more-work-needed-to-protectrights-of-namibian-women-living-with-hiv/

The International Community of Women Living with HIV/AIDS (ICW), The Forced and
Coerced Sterilization of HIV Positive Women in Namibia (2009). www.icw.org/files/The%20forced%20
and%2ocoerced%20sterilization%200f%20HI1V%20positive%20women%20in%20Namibia%2009.pdf

South African Litigation Centre (SALC)

Johannesburg, South Africa

E-mail: Enquiries@salc.org.za

Website: http://www.southernafricalitigationcentre.org/
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Example 5: Using medical-legal partnerships to promote the
rights of people living with HIV

Project Type
Advocacy

The Organizations

The Legal Aid Centre of Eldoret (LACE) and the Christian Health Association of Kenya (CHAK) are closely
related in purpose and organization. Founded in 2008 by Kenyan attorneys and judges, LACE works to pro-
vide access to justice for those living with HIV in Western Kenya. In similar fashion, the Christian Health
Association of Kenya (CHAK) comprises 435 member health facilities throughout Kenya, 15 of which
provide not only health services but also rights awareness and legal services to their clients. Both organi-
zations work to provide health and human rights to those living with HIV in western Kenya.

The Problem

An estimated 1.4 million people live with HIV in Kenya and they face stigmatization, discrimination, de-
rogatory stereotypes, and pervasive prejudice. As a result, people living with HIV experience legal issues
related to the denial of property rights, criminal charges, unfair dismissal, breach of confidentiality, physi-
cal and sexual abuse, and child support payment disputes.

Actions Taken

LACE (The Legal Aid Centre of Eldoret): Health care workers at the Academic Model Providing Access to
Healthcare (AMPATH) office in western Kenya have training to recognize legal problems expressed by their
patients. When a legal issue arises, the medical workers refer their patients to LACE, which occupies an office
directly across the street from the AMPATH office. The LACE attorneys refer the patients to pro bono attor-
neys practicing in the area or the pro bono legal clinic at Moi University School of Law. Clients also receive
referrals for psychosocial support services. Once their legal needs are addressed, they are referred back to
AMPATH social workers.

CHAK (Christian Health Association of Kenya): CHAK and the Kenya Episcopal Conference health facilities
account for approximate 40% of all health service providers in Kenya. CHAK’s attorney travels regularly to
15 of CHAK's health facilities to train health care workers to recognize human right violations. The lawyer
also works with community leaders to foster the creation of community organizations that monitor and
report human rights violations.
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Results and Lessons Learned

LACE: LACE combats the so-called “third epidemic” of HIV—the economic, social, and cultural effects HIV
has on a community and on individuals. By working closely with AMPATH, an established health care pro-
vider, LACE receives a high volume of clients and is able to address the health and human rights abuses of
those often-marginalized people who live with HIV. In 2009, LACE counselled 336 HIV-positive clients.

CHAK: In 2011, CHAK received 198 cases, most of which they referred to lawyers at partner organizations.
CHAK'’s legal officer emphasizes the need to work closely with community opinion leaders, as they are
critical in responding to most HIV-related human rights violations. She also recommends carrying out an
initial needs assessment and identifying stakeholders for partnership because it is not possible for one
organization to address all of the community’s needs.

Legal Aid Center of Eldoret (LACE)
Eldoret, Kenya
E-mail: info@lacelaw.org

Website: |acelaw.org

Christian Health Association of Kenya (CHAK)
Nairobi, Kenya
Website: www.chak.or.ke
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Example 6: Using constitutional rights to equal protection to
fight against employment discrimination of those living with HIV

India: MX v. ZY, AIR 1997 Bom 406 (High Court of Judicature, 1997).
http://indiankanoon.org/doc/1264404/.

South Africa: Hoffman v. South African Airways, Constitutional Court of South Africa, Case CCT 17/00
(2000); 2001 (1) SA1 (CC); 2000 (11) BCLR 1235 (CC). www.saflii.org/za/cases/ZACC/2000/17.html.

Project Type
Litigation

The Organization
These two separate cases are both examples of individuals bringing successful human rights actions
against their respective governments.

The Problem

With the largest and second largest population of HIV-positive individuals in the world, South Africa and
India experience high rates of employment discrimination on the basis of HIV status. However, both the
South African and Indian constitutions provide for equal protection under the law. The two litigation case
studies here show how equal protection—a constitutional guarantee in many countries—can protect indi-
viduals living with HIV from discrimination in the workplace.

In both cases, a public company terminated its relationship with an employee because of that employee’s
HIV-positive status. In MX v. ZY (India), the employer terminated its relationship with plaintiff-employee
once it learned of that employee’s HIV-positive status. In Hoffman (South Africa), the employer withdrew
its offer of employment once it learned of the employee candidate’s HIV-positive status.

Arguments and Holdings

Both employees sued their public-corporation employer for violations of their respective country’s consti-
tutional equal protection provisions. In both cases, the public-corporation employer argued that it had “le-
gitimate” reasons for terminating their relationship with their HIV-positive employee. In MX v. ZY, the em-
ployer argued that medical requirements were legitimate because of the added financial and administrative
burdens associated with hiring an HIV-positive individual. In Hoffman, the public-employer also made
business strategy arguments, including the undue cost of training an individual with a shorter lifespan and
the unfair advantage that its private competitors—who may discriminate against individuals, unlike their
government counterparts—would gain if they were forced to treat HIV-positive individuals equally. In both
cases, the court rejected business strategy arguments, finding that the equal protection guarantees of the
constitution trumped profit interests of the business.
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In addition to business strategy arguments, the defendant in Hoffman argued that the ability of HIV-posi-
tive individuals may not be capable of performing essential job responsibilities. First, the defendant airline
argued that the court should allow it to reject an applicant based on its HIV-positive status because the
National Department of Health required international air cabin attendants to receive yellow fever vacci-
nations, which may be dangerous for HIV-positive individuals to receive. Second, the airline defendant
argued that HIV-positive individuals may not be able to perform the responsibilities of an air cabin atten-
dant during an emergency. The court rejected both these arguments, finding that equal protection de-
mands that the employer perform individual assessments of each candidate’s ability to perform essential
job functions.

Equal Protection

Indian Constitution. Article 14:

The State shall not deny to any person equality before the law or the equal protection of the laws within the
territory of India.

South African Constitution. Section g:

(1) Everyone is equal before the law and has the right to equal protection and benefit of the law.

(2) Equality includes the full and equal enjoyment of all rights and freedoms . . .. (3) The state may not
unfairly discriminate directly or indirectly against any on one or more grounds, including race, gender, sex,
pregnancy, marital status, ethnic or social origin, colour, sexual orientation, age, disability, religion, con-
science, belief, culture, language and birth. (4) No person may unfairly discriminate directly or indirectly
against anyone on one or more ground in terms of subsections (3) .. .. (5) Discrimination on one or more
of the grounds listed in subsection (3) is unfair unless it is established that the discrimination is fair.

Analysis and Commentary

Many of the world’s constitutions provide for equal protection under the law. The two cases profiled here
show how domestic equal protection guarantees can protect those living with HIV. In both cases, the
courts found that a public corporation, bound by constitutional equal protection provisions, must assess
individual candidates; a blanket rejection of HIV-positive individuals is in violation of an HIV-positive can-
didate’s constitutional right to equal protection under the law.

People living with HIV are among the world’s most vulnerable populations, facing widespread stigma and

discrimination. Equal treatment requires government and state actor employers to individually assess each
candidate. Policies discriminating on the basis of HIV status are not allowed.
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Example 7: Now More than Ever Campaign

Project Type
Advocacy

The Organization

The Now More than Ever Campaign represents hundreds of AIDS activists worldwide who believe that
human rights should at the center of the response to HIV. It is their belief that if governments and organi-
zations base their efforts upon human rights, the response will be more inclusive and effective.

“That virus is just as smart at exploiting social weakness as it is at exploiting the weaknesses of the im-
mune system.” — Jonathan Cohen, Deputy Director, Open Society Public Health Program

The Problem

Those most affected by HIV are often those who are marginalized by society. They include women and
girls, children, people who use drugs, sex workers, men who have sex with men, transgender persons, pris-
oners, people needing palliative care, and others whose voices are rarely heard. The Now More Than Ever
Campaign places particular emphasis on protecting members of these marginalized groups and believes
that a human rights-based approach is necessary to the global response.

Actions Taken

The campaign developed a joint statement on 10 reasons why human rights should occupy the center

of the global HIV response. Since first publishing the joint statement, the Campaign has organized and
led events at each successive International AIDS Conference. Information related to those events may be
found at www.hivhumanrightsnow.org/about-us/#overview.

Results and Lessons Learned

Over 650 organizations and networks worldwide have endorsed the joint statement, which is also supported
by the United Nations Office of the High Commissioner for Human Rights (OHCHR), the United Nations
Development Programme (UNDP), and the Joint United Nations Programme on HIV/AIDS (UNAIDS).

Additionally, tens of thousands of people participated in the campaign’s protest march and rally for human
rights in Vienna at the 2010 International AIDS Conference to call for human rights for all in the face of
HIV—often expressing opinions that they could not legally express in their home country.

The Now More Than Ever Campaign brings together thousands of AIDS activists worldwide who believe
that human rights should be at the center of the response to HIV. The campaign offers them a unique
platform aimed at ensuring that governments move from rhetoric to real action on HIV and human rights,
including by investing in key human rights initiatives as part of national HIV programs.
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Human Rights and HIV: Now More Than Ever

www.hivhumanrightsnow.org/

Ten Reasons Why Human Rights Should Occupy the Center of the Global AIDS Struggle

o

2.

8.

0.

Universal access will never be achieved without human rights;

Gender inequality makes women more vulnerable to HIV, most women and girls now have the highest
rates of infection in heavily affected countries;

The rights and needs of children and young people are largely ignored in the response to HIV, even
though they are the hardest-hit in many places;

The worst-affected receive the least attention in national responses to HIV;
Effective HIV-prevention, treatment, and care programs are under attack;

AIDS activists risk their safety by demanding that governments provide greater access to HIV
and AIDS services;

The protection of human rights is the way to protect the public’s health;
AIDS poses unique challenges and requires an exception response;

Rights-based” responses to HIV are practical, and they work;

10. Despite much rhetoric, real action on HIV/AIDS and human rights remains lacking.

Twenty-four HIV/AIDS and human rights organizations worldwide jointly developed the declaration, and
hundreds of other organizations endorsed it. The declaration is also available in Arabic, Bulgarian, Chi-
nese, French, German, Portuguese, Romanian, Russian, and Spanish.

Human Rights and HIV: Now More Than Ever
Website: http://www.hivhumanrightsnow.org/
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WHERE CAN | FIND ADDITIONAL
RESOURCES ON HIV/AIDS AND
HUMAN RIGHTS?

The most comprehensive collection of resources on HIV and human rights is contained in an e-Library at
AIDSLEX: www.aidslex.org. This resource is available online and in six different languages. This e-Library is
a comprehensive repository of materials on HIV, law, and human rights. UNAIDS also has a large collec-
tion of UN and WHO documents available for download on its website, www.unaids.org. Resources are
categorized according to the 2011 Political Declaration targets and elimination commitments.

A list of commonly used resources on HIV, AIDS and human rights follows organized according to key
topics highlighted within the text. It is organized into the following categories:

International Instruments

Regional Instruments

Other Statements and Declarations

General Resources

Non-Discrimination and Equality

Right to Marry and Right to Found a Family

Right to Privacy

Freedom of Liberty of Movement

Freedom of Expression and Information

Right to Health and Right to the Enjoyment of the Benefits of Scientific Progress
Right to Adequate Standard of Living and Social Security
Right to Work

Women and HIV

Children and HIV

Criminalization of HIV Exposure and Transmission

Key Populations — People who use drugs

Key Populations — Sex Workers

Key Populations — LGBTQ & MSM

Key Populations — Prisoners

Key Populations — People with Disabilities

Key Populations — Refugees and Internally Displaced Persons\

Journals

Blogs and Listservs
Training Manuals
Websites

XXLE<CHAVNDBOUOZZIrAT " IOTMTMOUN®m>
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A. International Instruments

All resources in this section available at OHCHR, “Publications and Documents on HIV and AIDS”,
(www.ohchr.org/EN/Issues/HIV/Pages/Documents.aspx), unless otherwise indicated. Available in
multiple languages.

Nonbinding
« International Labor Organization, Code of Practice on HIV/AIDS and the World of Work (June 1, 2001).

« International Labor Organization, Recommendation concerning HIV and AIDS and the World of Work, No.
200 (2010).

« UN, Standard Minimum Rules for the Treatment of Prisoners (August 30,1995).
wwwi.umn.edu/humanrts/instree/gismr.htm

«  UN Commission on the Status of Women, Women, the girl child and HIV/AIDS. Resolutions 47/1 (2003),
50/2 (2006), 53/2 (2009), 55/2 (2011).

« UN Committee on the Elimination of Discrimination against Women, General Recommendation No.
15: Women and AIDS (1990). www.un.org/womenwatch /daw/cedaw/recommendations/recomm.ht-
m#recom1s

«  UN Committee on Economic, Social and Cultural Rights, General Comment no. 20: Nondiscrimination in
Economic, Social and Cultural Rights, E/C.12/GC/20 (2009). http://tb.ohchr.org/default.aspx?Symbol-
=E/C.12/GC/20

«  UN Committee on the Rights of the Child, General Comment no. 3: HIV/AIDS and the Rights of the Child,
CRC/GC/2003/3 (2003). http://tb.ohchr.org/default.aspx?Symbol=CRC/GC/2003/3

«  UN Committee on the Rights of the Child, General Comment no. 4: Adolescent Health, CRC/GC/2003/4
(2003). http://tb.ohchr.org/default.aspx?Symbol=CRC/GC/2003/4

« UN General Assembly, Declaration of Commitment on HIV/AIDS, AJ/RES/S-26/2 (June 27, 2001).
« UN General Assembly, Political Declaration on HIV/AIDS, A/RES/60/262 (June 15, 2006).

« UN General Assembly, Political Declaration on HIV and AIDS: Intensifying Our Efforts to Eliminate HIV and
AIDS, A/RES/65/277 (July &, 2011).

«  UN Human Rights Council, Access to medication in the context of pandemics such as HIV/AIDS, tuberculo-
sis and malaria. Decision 2/107 (2006).

«  UN Human Rights Council, Access to medication in the context of pandemics such as HIV/AIDS, tuberculo-
sis and malaria. Resolutions 2003/29 (2003), 2004/26 (2004), 2005/23 (2005).

«  UN Human Rights Council, Access to medicines in the context of right of everyone to the enjoyment of the
highest attainable standard of physical and mental health. Resolutions 12/24 (2009), 17/14 (2011).

«  UN Human Rights Council, Rights of the child. Resolution 2004/48 (2004).

«  UN Human Rights Council, The right of everyone to the enjoyment of the highest attainable standard of
physical and mental health. Resolutions 2004/27 (2004), 6/29 (2007), 15/22 (2010).

«  UN Human Rights Council, The protection of human rights in the context of HIV and AIDS. Resolutions

16/28 (1997),1997/33 (1997), 1999/49 (1999), 2001/51 (2001), 2003/29 (2003), 2003/47 (2003),
2004/26 (2004), 2005/23 (2005), 2005/84 (2005), 12/27 (2009), 16/28 (2011).

«  UN Security Council, Children in armed conflict. Resolution 1460 (2003).
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UN Security Council, HIV and peacekeeping. Resolution 1983 (2011).
UN Security Council, HIV/AIDS and peacekeeping. Resolution 1308 (2000).

WHO, A Declaration on the Promotion of Patients’ Rights in Europe, ICP/HLE 121 (1994). www.who.int/
genomics/public/eu_declaration19g4.pdf

WHO, Global Strategy and Plan of Action on Public Health, Innovation and Intellectual Property, WHA61.21
(2008). http://apps.who.int/gb/ebwha/pdf_files/A61/A61_R21-en.pdf

B. Regional Instruments

WHO, Scaling up response the response to HIV/AIDS in the European Region of WHO, Resolution EUR/
RC52/R9 (2002). www.euro.who.int/Governance/resolutions/2002/20021231_4

C. Other Statements & Declarations

Global Treatment Access Group, The Global AIDS Crisis: 5 Steps for Canada—A Civil Society Platform for
Action (2011). www.aidslaw.ca/gtag.

Open Society Foundations, Demand for Action on TB and HIV (2007). www.opensocietyfoundations.org/
press-releases/public-health-watch-and-partners-demand-urgent-action-tb-and-hiv. Available in French,
Portuguese and Spanish.

Open Society Foundations, Human Rights and HIV/AIDS: Now More Than Ever [Joint Statement] (2009).
www.hivhumanrightsnow.org. Available in Arabic, Bulgarian, Chinese, French, German, Portuguese,
Romanian, Russian, Spanish.

Oslo Declaration on HIV Criminalization [international civil society organizations] (Feb. 13, 2012). www.
hivjustice.net/oslo/.

D. General Resources

Amon |. Preventing the Further Spread of HIV/AIDS: The Essential Role of Human Rights, Human Rights
Watch (2006). www.hrw.org/legacy/wr2k6 /hivaids /hivaids.pdf.

Fundacién Huésped, Guia de Buenas Prdcticas ético legales en VIH /sida (2012). www.huesped.org.ar/wp-
content/uploads/2012/07/BP-Etico-Legales-WEB.pdf. Available in Spanish.

Global Commission on HIV and the Law, HIV and the Law: Rights and Health (July 2012).
www.hivlawcommission.org/index.php/report. Available in Spanish, French and Russian.

Inter-Parliamentary Union, UNDP & UNAIDS, Taking action against HIV: A handbook for parliamen-
tarians, No. 15 (2007). www.unaids.org/en/media/unaids/contentassets/dataimport/pub/manu-
al/2007/20071128_ipu_handbook_en.pdf.

Open Society Institute, 10 Reasons Why Human Rights Should Occupy the Centre of the Global AIDS Strug-
gle (2009). www.hivhumanrightsnow.org.

Open Society Institute, UNAIDS, and WHO, The Role of Human Rights in Ensuring Universal Access to HIV
Testing and Counselling (2010). www.opensocietyfoundations.org/sites/default/files /hiv-testing-human-
rights-20091012.pdf.
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Robins S, “From ‘Rights’ to ‘Ritual’”: AIDS Activism in South Africa.” American Anthropologist 108, no 2
(2006):312-323. http://onlinelibrary.wiley.com.ezp-prodi.hul.harvard.edu/doi/10.1525/aa.2006.108.2.312/

pdf.

Roseman M|, Gruskin S. HIV/AIDS & Human Rights in a Nutshell. Toronto & Boston: ICASO & Program
on International Health and Human Rights, 2005. www.hivlawandpolicy.org/resources/view/242.

UNAIDS and OHCHR, International Guidelines on HIV/AIDS and Human Rights: 2006 Consolidated Ver-
sion (2006). http://data.unaids.org/Publications/IRC-pubo7/jci252-internguidelines_en.pdf.

UNAIDS and OHCHR, Handbook on HIV and Human Rights for National Human Rights Institutions
(2007). www.ohchr.org/Documents/Publications/HandbookHIVNHRIs.pdf. Available in French and
Spanish.

UNAIDS, Terminology Guidelines (October 2011). www.unaids.org/en/media/unaids/contentassets/doc-
uments/unaidspublication/2011/]C2118_terminology-guidelines_en.pdf.

UN Human Rights Council, Report of the Secretary-General on the protection of human rights in the context
of HIV and AIDS. Reports: E/CN.4/2003/81 (2003), A/HRC/4/110 (2007), A/HRC/10/47 (2009),
A/HRC/16/69 (2010). www.ohchr.org/EN/Issues/HIV/Pages/Documents.aspx.

UN Human Rights Council, Report of the UN High Commissioner on the protection of human rights in the
context of HIV and AIDS, A/JHRC/19/37 (2011).
www2.ohchr.org/english/bodies/hrcouncil /docs/19session/A.HRC.19.37_en.pdf.

Vasquez |, Pan American Health organization, Human Rights & Health: Persons Living with HIV/AIDS
(2008). www.paho.org/english/dd/pub/10069_HIV-Aids.pdf.

. Right to Non-Discrimination and Equality

AVERT, “HIV and AIDS Stigma and Discrimination.” www.avert.org/hiv-aids-stigma.htm#contentTable1.

Bor ) et al, Social exposure to an antiretroviral treatment programme in rural KwaZulu Natal, (Africa Centre
and University of Kwazulu-Natal, 2011). www.africacentre.ac.za/Portals/o/News%20Archive/SA%20
AIDS%20Conf%202011/02%20]acobBor.pdf.

Global Network of People Living with HIV (GNP+), Evidence Brief: Stigma and Discrimination at Work:
Findings from the People Living With HIV Stigma Index (2012). www.gnpplus.net/images/stories/Rights_
and_stigma/SI_WorkBriefing_Online.pdf.

Jewkes R, “Beyond Stigma: social responses to HIV in South Africa,” The Lancet 368, no. 9534 (2006).
www.sciencedirect.com.ezp-prodi.hul.harvard.edu/science/article/pii/S0140673606691307.

UNAIDS, HIV-related stigma, discrimination and human rights violations. Case studies of successful pro-
grammes, (2005). http://data.unaids.org/publications/irc-pubo6/jcg9g-humrightsviol_en.pdf.

UNAIDS, Key Programmes to Reduce Stigma and Discrimination and Increase Access to Justice in National
HIV Responses, Guidance Note (2012). www.unaids.org/en/media/unaids/contentassets/documents/
document/2012/Key_Human_Rights_Programmes_en_May2012.pdf.

UNAIDS, Reducing HIV Stigma and Discrimination: a critical part of national AIDS programmes: A resource
for national stakeholders in the HIV response (2007). http://data.unaids.org/pub/Report/2008/]C1521_
stigmatisation_en.pdf.
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« UNAIDS & Canadian HIV/AIDS Legal Network, Courting rights: case studies in litigating the human rights
of people living with HIV: UNAIDS Best Practice Series (2006). http://data.unaids.org/Publications/IRC-
pubo7/jc1189-courtingrights_en.pdf.

F. Right to Marry and to Found a Family

« Open Society Institute, Mandatory Pre-Marital HIV Testing: An Overview (2010). www.soros.org/sites /de-
fault/files/mandatory-premarital-hiv-testing-20100513.pdf.

G. Right to Privacy

« Csete | and Elliott R, “Scaling up HIV testing: human rights and hidden costs,” HIV/AIDS Policy & Law
Review 11, no. 1 (2006): 5-10. www.aidslaw.ca/publications/publicationsdocEN.php?ref=228. Available in
French.

« Jurgens R, Increasing Access to HIV Testing and Counseling While Respecting Human Rights, Open Society
Foundation Background paper (2007). www.unaids.org.cn/pics/20120821114907.pdf.

«  UN Human Rights Council, Report of the Special Rapporteur on the right to health (right to health and
informed consent). A/64/272 (2009). http://daccess-dds-ny.un.org/doc/UNDOC/GEN/Nog/450/87/
PDF/N0945087.pdf.

«  WHO and UNAIDS, Guidance on provider-initiated HIV testing and counselling in health facilities (2007).
www.who.int/hiv/pub/guidelines/9789241595568_en.pdf.

«  WHO and UNAIDS, UNAIDS/WHO Policy Statement on HIV Testing (2004). http://data.unaids.org/una-
docs/hivtestingpolicy_en.pdf.

H. Freedom of Liberty of Movement
(See also Key Populations: “Refugees and Internally Displaced Persons”)
« Human Rights Watch, Deutsche AIDS-Hilfe, the European AIDS Treatment Group, and the African
HIV Policy Network, Returned to Risk: Deportation of HIV-Positive Migrants (2009). www.hrw.org/re-
ports/2009/09/24/returned-risk-o.

« Human Rights Watch, Discrimination, Denial, and Deportation Human Rights Abuses Affecting Migrants
Living with HIV (2009). www.hrw.org/reports/2009/06/18/discrimination-denial-and-deportation-o.

« International AIDS Society, HIV-specific entry and residence restrictions (January 19, 2009). www.iasociety.
org/Web/WebContent/File/ias_policy%20opaper.pdf.

« UNAIDS, Denying Entry, Stay and Residence Due to HIV Status: Ten Things You Need to Know (2009).
www.unaids.org/en/media/unaids/contentassets/dataimport/pub/basedocument/2009/jc1738_entry_
denied_en.pdf. Available in French, Spanish and Russian.
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I. Freedom of Expression and Information

UN Commission on Human Rights, Report of the Special Rapporteur on the right to freedom of opinion
and expression: Civil and Political Rights, including the question of freedom of expression, E/CN.4/2003/67
(2002). http://data.unaids.org/publications/external-documents-restored/specialrapporteur_opin-

ion_en.pdf.
UN Human Rights Council, Report of the Special Rapporteur on the right to freedom of opinion and expres-

sion (access to information for the purposes of education on, and prevention of, HIV), AE/CN.4/2003/67
(2003). http://daccess-dds-ny.un.org/doc/UNDOC/GEN/Go2/162/62/PDF/G0216262.pdf.

Right to the Highest Attainable Standard of Physical and Mental

Health; Right to Enjoy the Benefits of Scientific Progress and

Its Applications

Human Rights Watch, Global State of Pain Treatment: Access to Palliative Care as a Human Right (2011).
www.hrw.org/sites /default/files/reports/hhros11W.pdf.

Open Society Foundations, The State of Palliative Care and HIV/AIDS in Latin America (2008).
www.opensocietyfoundations.org/publications/state-palliative-care-and-hivaids-latin-america.

UN Human Rights Council, Report of the Secretary-General on access to medication in the context of pan-
demics, such as HIV/AIDS, tuberculosis and malaria. Reports: E/CN.4/2003/48 (2003), E/CN.4/2004/39
(2004), E/CN.4/2005/38 (2005), E/CN.4/2006/39 (2006), A/HRC/7/30 (2008). www.ohchr.org/EN/
Issues/HIV/Pages/Documents.aspx.

UN Human Rights Council, Report of the Special Rapporteur on the right to health (right to health in the
context of access to medicines and intellectual property rights), A/HRC/11/12 (2009). http://daccess-
dds-ny.un.org/doc/UNDOC/GEN/Go9/127/11/PDF/Go9g12711.pdf.

Right to an Adequate Standard of Living and Social Security Services

Nolan A, Social Protection in the Context of HIV and AIDS in Promoting Pro-Poor Growth: Social Protection
by OECD (2009). www.oecd.org/development/povertyreduction/43280854.pdf.

International Labour Organization, Global Extension of Social Security: HIV/AIDS (updated 2011).
www.ilo.org/gimi/gess/ShowTheme.do?tid=1301&ctx=o0.

Population Council, Tap and Reposition Youth (TRY): Providing social support, savings, and microcredit
opportunities for young women in areas with high HIV prevalence, Transitions to Adulthood, Brief no. 15
(2006). www.popcouncil.org/pdfs /TABriefs/PGY_Briefi5_TRY.pdf

UNICEF, Enhancing Social Protection for HIV Prevention, Treatment, Care & Support —The State of Evidence
(2010). www.unicef.org/aids/files/Social_Protection_Brief_LowresOct2010.pdf.

UN Office of Drugs and Crime, Sustainable livelihoods: a broader vision: Social support and integration to
prevent illicit drug use, HIV/AIDS and crime, Discussion Paper (2012). www.unodc.org/documents/alter-
native-development/SL%20oPaper/Final_ebook.pdf.

Right to Work

International Labor Organization, HIV still a major obstacle to employment security (July 24, 2012).
www.ilo.org/global/about-the-ilo/newsroom/news/WCMS_185826/lang--en/index.htm.

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://data.unaids.org/publications/external-documents-restored/specialrapporteur_opinion_en.pdf
http://data.unaids.org/publications/external-documents-restored/specialrapporteur_opinion_en.pdf
http://daccess-dds-ny.un.org/doc/UNDOC/GEN/G02/162/62/PDF/G0216262.pdf
http://www.hrw.org/sites/default/files/reports/hhr0511W.pdf
http://www.opensocietyfoundations.org/publications/state-palliative-care-and-hivaids-latin-america
http://www.ohchr.org/EN/Issues/HIV/Pages/Documents.aspx
http://www.ohchr.org/EN/Issues/HIV/Pages/Documents.aspx
http://daccess-dds-ny.un.org/doc/UNDOC/GEN/G09/127/11/PDF/G0912711.pdf
http://daccess-dds-ny.un.org/doc/UNDOC/GEN/G09/127/11/PDF/G0912711.pdf
http://www.oecd.org/development/povertyreduction/43280854.pdf
http://www.ilo.org/gimi/gess/ShowTheme.do?tid=1301&ctx=0
http://www.popcouncil.org/pdfs/TABriefs/PGY_Brief15_TRY.pdf
http://www.unicef.org/aids/files/Social_Protection_Brief_LowresOct2010.pdf
http://www.unodc.org/documents/alternative-development/SL%20Paper/Final_ebook.pdf
http://www.unodc.org/documents/alternative-development/SL%20Paper/Final_ebook.pdf
http://www.ilo.org/global/about-the-ilo/newsroom/news/WCMS_185826/lang--en/index.htm

HIV, AIDS

M. Women and HIV

Amnesty International, Women, HIV/AIDS and human rights (2004). www.amnesty.org/en/library/info/
ACT77/084/2004. Available in French and Spanish.

AVERT, “Women, HIV and AIDS.” www.avert.org/women-hiv-aids.htm.

Fried S et al, “Integrating interventions on maternal mortality and morbidity and HIV: A human rights-
based framework and approach,” Health and Human Rights: An International Journal 14, no. 2 (2012).
www.hhrjournal.org/index.php/hhr/article/view/512/776.

Global Coalition of Women and AIDS. www.womenandaids.net.

Human Rights Watch, “I can’t afford justice”: Violence against women in Uganda continues unchecked and
unpunished (2010). www.amnesty.org/en/library/info/AFR59/001/2010

International Reproductive and Sexual Health Law Programme, University of Toronto, Women, HIV/
AIDS and Human Rights: An Annotated Syllabus (2008). www.law-lib.utoronto.ca/diana/women_hiv_
aids/HIV_AIDS_Syllabus_Update_18_April_2.pdf.

Maman S et al, HIV Testing During Pregnancy: A Literature and Policy Review (2008). www.hivpolicy.org/
Library/HPPoo1647.pdf.

Open Society Foundations, Against Her Will: Forced and Coerced Sterilization of Women Worldwide (2011).
www.opensocietyfoundations.org/publications/against-her-will-forced-and-coerced-sterilization-women-
worldwide

Open Society Institute, Strategies for Change: Breaking Barriers to HIV Prevention, Treatment, and Care for
Women (2008). www.opensocietyfoundations.org/reports/strategies-change-breaking-barriers-hiv-pre-
vention-treatment-and-care-women

Open Society Institute, Tools for Change: Applying United Nations Standards to Secure Women’s Housing,
Land, and Property Rights in the Context of HIV (2012). www.opensocietyfoundations.org/sites/default/
files/tools-for-change-20120416.pdf

Open Society Institute, Women and HIV Testing, Policies, Practices, and the Impacts on Health and Human
Rights, Public Health Fact Sheet (2008). www.soros.org/initiatives/health/focus/law/articles_publica-
tions/publications /womenhiv_20080730.

Pinkham S, Malinowska-Sempruch K. Women, Harm Reduction, and HIV. New York: International Harm
Reduction Development Program of the Open Society Institute. (2007). www.opensocietyfoundations.
org/sites/default/files/women_20070920.pdf

Strickland RS, To Have and To Hold: Women'’s Property and Inheritance Rights in the Context of HIV/AIDS
in SubSaharan Africa, International Center for Research on Women: Working Paper (June 2004). www.
icrw.org/files/publications /To-Have-and-To-Hold-Womens-Property-and-Inheritance-Rights-in-the-Con-
text-of-HIV-AIDS-in-Sub-Saharan-Africa.pdf.

UNAIDS, “Eliminating Gender Inequalities.” www.unaids.org/en/targetsandcommitments/eliminating-
genderinequalities/.

UN Commission on the Status of Women, Report of the Secretary-General: Women, the girl child and HIV
and AIDS, E/CN.6/2011/7 (December 3, 2010). www.un.org/womenwatch /daw/csw/cswss/documenta-
tion.htm.

UN Women, “Gender Equality and HIV/AIDS.” www.genderandaids.org/.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide 2.72


http://www.amnesty.org/en/library/info/ACT77/084/2004
http://www.amnesty.org/en/library/info/ACT77/084/2004
http://www.avert.org/women-hiv-aids.htm
http://www.hhrjournal.org/index.php/hhr/article/view/512/776
http://www.womenandaids.net
http://www.amnesty.org/en/library/info/AFR59/001/2010
http://www.law-lib.utoronto.ca/diana/women_hiv_aids/HIV_AIDS_Syllabus_Update_18_April_2.pdf
http://www.law-lib.utoronto.ca/diana/women_hiv_aids/HIV_AIDS_Syllabus_Update_18_April_2.pdf
http://www.hivpolicy.org/Library/HPP001647.pdf
http://www.hivpolicy.org/Library/HPP001647.pdf
http://www.opensocietyfoundations.org/publications/against-her-will-forced-and-coerced-sterilization-women-worldwide
http://www.opensocietyfoundations.org/publications/against-her-will-forced-and-coerced-sterilization-women-worldwide
http://www.opensocietyfoundations.org/reports/strategies-change-breaking-barriers-hiv-prevention-treatment-and-care-women
http://www.opensocietyfoundations.org/reports/strategies-change-breaking-barriers-hiv-prevention-treatment-and-care-women
http://www.opensocietyfoundations.org/sites/default/files/tools-for-change-20120416.pdf
http://www.opensocietyfoundations.org/sites/default/files/tools-for-change-20120416.pdf
file:///C:\Documents%20and%20Settings\ADUGER\Application%20Data\Microsoft\Word\www.soros.org\initiatives\health\focus\law\articles_publications\publications\womenhiv_20080730
file:///C:\Documents%20and%20Settings\ADUGER\Application%20Data\Microsoft\Word\www.soros.org\initiatives\health\focus\law\articles_publications\publications\womenhiv_20080730
http://www.opensocietyfoundations.org/sites/default/files/women_20070920.pdf
http://www.opensocietyfoundations.org/sites/default/files/women_20070920.pdf
http://www.icrw.org/files/publications/To-Have-and-To-Hold-Womens-Property-and-Inheritance-Rights-in-the-Context-of-HIV-AIDS-in-Sub-Saharan-Africa.pdf
http://www.icrw.org/files/publications/To-Have-and-To-Hold-Womens-Property-and-Inheritance-Rights-in-the-Context-of-HIV-AIDS-in-Sub-Saharan-Africa.pdf
http://www.icrw.org/files/publications/To-Have-and-To-Hold-Womens-Property-and-Inheritance-Rights-in-the-Context-of-HIV-AIDS-in-Sub-Saharan-Africa.pdf
http://www.unaids.org/en/targetsandcommitments/eliminatinggenderinequalities/
http://www.unaids.org/en/targetsandcommitments/eliminatinggenderinequalities/
http://www.un.org/womenwatch/daw/csw/csw55/documentation.htm
http://www.un.org/womenwatch/daw/csw/csw55/documentation.htm
http://www.genderandaids.org/

2.73

HIV, AIDS

«  University of California, “Women, Children and HIV: Resources for Prevention and Treatment.”
www.womenchildrenhiv.org/.

« University of Toronto, “Women, HIV/AIDS and Human Rights Workshop”, Skill-Building Workshop
Curriculum (2008), www.law-lib.utoronto.ca/diana/women_hiv_aids/HIV_AIDS_Syllabus_Update_18_
April_2.pdf

«  What Works for Women and Girls. www.whatworksforwomen.org.

«  World Bank, Integrating Gender Issues into HIV/AIDS Programs: An Updated Operations Guide Feminiza-
tion of HIV (Sept. 2010). http://siteresources.worldbank.org/INTAFRREGTOPHIVAIDS/Resources/Inte-
grating_Gender_lssues_HIV_Programs_2o010.pdf

N. Children and HIV

« AVERT, “Preventing Mother-to-Child Transmission (PMTCT) in Practice.” www.avert.org/pmtct-hiv.htm.

« Binagwaho A et al., “A question of maturity: participation, decision-making and rights of children in the
context of HIV/AIDS”, Vulnerable Children and Youth Studies 6, no. 4 (2011), 293—300. www.tandfonline.
com/doi/abs/10.1080/17450128.2011.626467

« Binagwaho A et al., “Adolescents and the right to health: eliminating age-related barriers to HIV/AIDS
services in Rwanda”, AIDS Care 24, no. 7 (2012):936-42. www.ncbi.nlm.nih.gov/pubmed /22292484

«  Global youth coalition on HIV/AIDS (gyca). www.gyca.org.

« Human Rights Watch, A Question of Life or Death Treatment Access for Children Living With HIV in Kenya
(2008). www.hrw.org/reports/2008/12/15/question-life-or-death-o

«  Population Council, “HIV and Youth”, Factsheet July 2012. www.populationcouncil.org/pdfs/factsheets/
HIV_Youth.pdf

« Population Council, “Protecting young people from sex without consent”, Transitions to Adulthood,
Brief no. 7 (2011). www.populationcouncil.org/pdfs /TABriefs/o7_Nonconsensual.pdf

« Richter L and Rama S, Building Resilience: A rights-based approach to children and HIV/AIDS in Africa
(Save the Children, 2006). http://resourcecentre.savethechildren.se/content/library/documents/build-
ing-resilience-rights-based-approach-children-and-hivaids-africa.

« UNESCO, “HIV and AIDS: Human Rights: Young People.” www.unesco.org/new/en/hiv-and-aids/
our-priorities-in-hiv/human-rights /young-people/.

« UNESCO and the Global Network of People Living with HIV, Positive Learning: Meeting the needs of
young people living with HIV (YPLHIV) in the education sector (2012). http://unesdoc.unesco.org/imag-
€5/0021/002164/216485E.pdf.

«  UNESCO & UNAIDS, HIV/AIDS and Human Rights: Young People in Action: A kit of ideas for youth organi-
zations (2001). http://unesdoc.unesco.org/images/0012/001264/126403e.pdf.

«  UNICEF, Children and AIDS: Fifth Stocktaking Report (2010). www.unicef.org/publications/files/Children_
and_AIDS-Fifth_Stocktaking_Report_2010_EN.pdf.

«  UNICEF, “Child Info: Monitoring the Situation of Children and Women: Statistics by Area/ HIV/AIDS.”
www.childinfo.org/hiv_aids.html.

. WHO, “Mother-to-child transmission of HIV.” www.who.int/hiv/topics/mtct/en/index.html.
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«  WHO, “Treatment of children living with HIV.” www.who.int/hiv/topics/paediatric/en/index.html.

«  WHO, UNAIDS & OHCHR, HIV: Stand Up for Human Rights (2010). www.ohchr.org/Documents/Publi-
cations/HIVAIDSCartoonen.pdf.

0. Criminalization of HIV Exposure and Transmission

« Amnesty International. Health and Human Rights Policy Paper Series. Criminalisation of HIV Transmis-
sion — Key Issues. London, 2008.

« HIV Justice Network. www.hivjustice.net/.

The HIV Justice Network is a global information and advocacy hub for individuals and organizations
working to end inappropriate criminal prosecutions for HIV non-disclosure, potential or perceived expo-
sure and transmission.

« Open Society Institute, 10 Reasons to Oppose the Criminalization of HIV Exposure or Transmission (Decem-
ber 2008). www.soros.org/publications/ten-reasons-oppose-criminalization-hiv-exposure-or-transmis-
sion. Available in French, Chinese, Portuguese, German, Italian, Spanish, Polish and Russian.

« UNAIDS, Criminalisation of HIV Non-Disclosure, Exposure and Transmission: Scientific, Medical, Legal and
Human Rights Issues (February 2012). www.unaids.org/en/media/unaids/contentassets/documents/doc-
ument/2012/KeyScientificMedicalLegallssuesCriminalisationHIV_final.pdf.

« UNAIDS, Criminal Law, Public Health and HIV Transmission: A Policy Options Paper (2002). http://data.
unaids.org/publications/IRC-pubo2/jc733-criminallaw_en.pdf.

« UNAIDS and UNDP, Policy Brief: Criminalization of HIV Transmission (2008). www.unaids.org/en/media/
unaids/contentassets/dataimport/pub/basedocument/2008/20080731_jc1513_policy_criminalization_

en.pdf.

« Wolfe D and Csete ), “Decriminalization of Drugs as HIV Prevention”, Voices, Open Society Foundation,
Jul. 11, 2012. www.opensocietyfoundations.org/voices/decriminalization-drugs-hiv-prevention

P. Key Populations - People who use drugs (See also “Prisoners”)

« AVERT, Universal Access for People who use Drugs. http://www.avert.org/universal-access-for-people-
who-use-drugs.htm

« Brown C, “How Punitive Drug Policy Fuels the HIV Epidemic in Russia”, Voices, Open Society Founda-
tions, Dec. 1, 2011. www.opensocietyfoundations.org/voices/how-punitive-drug-policy-fuels-hiv-epidem-
ic-russia

« Global Commission on Drug Policy, The War on Drugs and HIV/AIDS: How the Criminalization of Drug
Use Fuels the Global Pandemic (June 2012). www.globalcommissionondrugs.org/hivaids-pandemic/. Also
available in Spanish and Russian.

« International Harm Reduction Association, Human Rights Watch, International Harm Reduction Devel-
opment Program, and the Canadian HIV/AIDS Legal Network, Human Rights and Drug Policy (2010).
www.ihra.net/contents /804

« Jurgens et al, “People who use drugs, HIV, and human rights”, Lancet 376 (2010): 475-485. www.thelan-
cet.com/journals/lancet/article/Pl1So140-6736(10)60830-6
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The Lancet, “HIV in People Who Use Drugs”, Jul. 20, 2010. Open Access. www.thelancet.com/series/
hiv-in-people-who-use-drugs.

This article series addresses “subjects as diverse as women and drugs to the effect of amphetamines,
alcohol, and human rights on the epidemic. The issues surrounding antiretroviral HIV treatment, opioid
substitution therapy, and needle and syringe programmes are covered in depth, as are the social issues
around decriminalisation of drug users and reducing intimidation, stigmatisation, and imprisonment of
drug users.”

Malinowska-Sempruch K and Gallagher S, eds., War on Drugs, HIV/AIDS and Human Rights. (New York:
International Debate Education Association, 2004).

Open Society Foundations, At What Cost? HIV and Human Rights Consequences of the Global “War on
Drugs (2009). www.opensocietyfoundations.org/sites/default/files/at-what-cost_20090302.pdf.

Open Society Foundations, Harm Reduction at Work (2011). www.opensocietyfoundations.org/reports/
harm-reduction-work.

Open Society Foundations, Treatment or Torture? Applying International Human Rights Standards to
Drug Detention Centers (2011). www.opensocietyfoundations.org/sites /default/files/treatment-or-tor-
ture-20110624.pdf.

UN Human Rights Council, Report of the Special Rapporteur on the right to health (right to health and
international drug control, compulsory treatment for drug dependence and access to controlled medi-
cines). A/65/255 (2010). http://daccess-dds-ny.un.org/doc/UNDOC/GEN/N10/477/91/PDF/N1047791.

pdf.
UN Human Rights Council, Report of the Special Rapporteur on torture and other cruel, inhuman or degrad-

ing treatment or punishment, Applying a human rights-based approach to drug policies, A/HRC/10/44
(2009). http://daccess-dds-ny.un.org/doc/UNDOC/GEN/G09/129/53/PDF/G0912953.pdf.

UN Office on Drugs and Crime, “Publications on HIV and Prison Settings”. www.unodc.org/unodc/en/
hiv-aids/publications.html#publications%200n%20HI1V%20and%20PVHT.

. Key Populations - Sex Workers

AVERT, “Sex Workers and HIV Protection.” www.avert.org/sex-workers.htm.

Center for Health and Gender Equity (CHANGE) and the Center for Human Rights and Humanitarian
Law at American University, Human Trafficking, HIV/AIDS, and the Sex Sector: Human Rights for All (Oc-
tober 2010). www.genderhealth.org/files/uploads/change/publications/Human_Trafficking_ HIVAIDS_
and_the_Sex_Sector.pdf.

Human Rights Watch, Sex Workers at Risk: Condoms as Evidence of Prostitution in Four US Cities (2012).
www.hrw.org/sites/default/files/reports/uso712ForUpload_1.pdf.

Open Society Institute, Criminalizing Condoms: How Policing Practices Put Sex Workers and HIV Services at
Risk in Kenya, Namibia, Russia, South Africa, the United States, and Zimbabwe (July 2012). www.soros.org/
reports/criminalizing-condoms.

International HIV/AIDS Alliance and Frontiers Prevention Project, Sex Work, Violence and HIV (2008).
www.aidsalliance.org/includes/Publication/Sex_%2owork_violence_and_HIV.pdf.
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HIV, AIDS

UNFPA, Building Partnerships on HIV and sex work: Report and Recommendations from the first Asia and
the Pacific Regional Consultation on HIV and sex work (March 2011). http://asiapacific.unfpa.org/web-
dav/site/asiapacific/shared/Publications/2011/Building%20Partnerships%200n%20HIV%20and %20
Sex%20Work%202.pdf.

UNAIDS, UNAIDS Guidance Note on HIV and Sex Work (2009). www.unaids.org/en/media/unaids/con-
tentassets/documents/unaidspublication/2009/]C2306_UNAIDS-guidance-note-HIV-sex-work_en.pdf

UN Office on Drugs and Crime, “Publications on HIV and Prison Settings”. www.unodc.org/unodc/en/
hiv-aids/publications.html#drug%2ousers.

R. Key Populations - LGBTQ and MSM

AVERT, HIV, AIDS and Men who have sex with men, www.avert.org/men-sex-men.htm.

Amnesty International, Anti-homosexuality bill is inherently discriminatory and threatens broader human
rights (2010). www.amnesty.org/en/library/info/AFR59/003/2010/en.

Baral S et al., “HIV Prevalence, Risks for HIV Infection, and Human Rights among Men Who Have Sex
with Men in Malawi, Namibia, and Botswana”, PLoS One 4, no. 3 (2009). www.opensocietyfoundations.
org/publications/hiv-prevalence-risks-hiv-infection-and-human-rights-among-men-who-have-sex-men-
malawi.

Global Forum on MSM and HIV, www.msmgf.org/.

International Lesbian, Gay, Bisexual, Trans and Intersex Association, State-sponsored Homophobia: A
world survey of laws criminalising same-sex sexual acts between consenting adults (2012). Available in multi-
ple languages. http://ilga.org/ilga/en/article/1161.

Makofane K et al, “Men who have sex with men inadequately addressed in African AIDS National Strate-
gic Plans,” Global Public Health 8, no. 2 (Feb. 2013). www.ncbi.nlm.nih.gov/pubmed/232523938.

Soros Foundation, Access to Health Care for LGBT People in Kyrgyzstan (2007). www.opensocietyfounda-
tions.org/sites/default/files /kyrgyzstan_20071030.pdf.

UN Human Rights Council, Report of the Special Rapporteur on the right to health (right to health and
criminalization of same-sex conduct and sexual orientation, sex-work and HIV transmission). A/
HRC/14/20 (2010). http://daccess-dds-ny.un.org/doc/UNDOC/GEN/G10/131/18/PDF/G1013118.pdf.

S. Key Populations - Prisoners (See also “People who use drugs”)

ACLU National Prison Project and Human Rights Watch, Southern Exposure: Human Rights and HIV in
the Southern United States (2010). www.hrw.org/node/94476.

Amon |, “The HIV and TB Prison Crisis in Southern Africa”, The Huffington Post, July 23, 2010,
www.huffingtonpost.com/joe-amon/the-hiv-and-tb-prison-cri_b_656961.html.

Human Rights Watch, “Even dead bodies must work”: health, hard labor, and abuse in Ugandan prisons.
(2011). www.hrw.org/reports/2011/07/14/even-dead-bodies-must-work.

Human Rights Watch, Unjust and Unhealthy: HIV, TB, and Abuse in Zambian Prisons. New York: Human
Rights Watch, 2010. www.hrw.org/reports/2010/04/27/unjust-and-unhealthy-o.

Jurgens R, Nowak M, Day M (2011) HIV and incarceration: prisons and detention. | Int AIDS Soc 14: 26.
Doi: 10.1186/1758-2652-14-26
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HIV, AIDS

« Open Society Foundations, Pretrial Detention and Health: Unintended Consequences, Deadly Results
(2011). www.opensocietyfoundations.org/reports/pretrial-detention-and-health-unintended-consequenc-
es-deadly-results.

« Todrys KW et al., “Imprisoned and imperiled: access to HIV and TB prevention and treatment, and deni-
al of human rights, in Zambian prisons”, Journal of the International AIDS Society 14, no. 8 (2011). www.
biomedcentral.com/1758-2652/14/8.

«  Todrys KW, Amon |}, “Criminal Justice Reform as HIV and TB Prevention in African Prisons”, PLoS Medli-
cine 9, no. 5 (2012). www.plosmedicine.org/article/info%3Adoi%2F10.1371%2Fjournal.pmed.1001215.

«  UNODC, WHO, and UNAIDS, HIV Prevention, Care, Treatment and Support in Prison Settings: A Frame-
work for an Effective National Response (2006). www.unodc.org/documents/hiv-aids/HIV-AIDS_prisons_

Octob.pdf..

« UN Office on Drugs and Crime, “Publications on HIV and Prison Settings”. www.unodc.org/unodc/en/
hiv-aids/publications.html#prison.

T. Key Populations - People with Disabilities

« Groce N et al, HIV/AIDS and Disability: Capturing Hidden Voices (New Haven, Connecticut: World Bank
Group/Yale School of Public Health) (2004). http://globalsurvey.med.yale.edu.

« Human Rights Watch, HIV and Disability (2012). www.hrw.org/sites/default/files/related_material/2012_
HIV_Disability_Brochure_LOWRES.pdf.

« Human Rights Watch, Fact Sheet: HIV/AIDS and Disability (2011).
www.hrw.org/news/2011/06 /08 /fact-sheet-hivaids-and-disability .

« Schleifer R and Knight K, “The disabled often are denied information about sex and HIV”, Human Rights
Watch, Dec. 1, 2012. www.hrw.org/news/2012/12/01/disabled-often-are-denied-information-about-sex-
and-hiv.

« UNAIDS, WHO, and OHCHR, Disability and HIV Policy Brief (2009).
www.ohchr.org/Documents/Issues/HIV/DisabilityAndHIV_April2009.pdf.

U. Key Populations - Refugees and Internally Displaced Persons
(See also “Right to Liberty of Movement”)

« IASC Guidelines for Addressing HIV in Humanitarian Settings. www.aidsandemergencies.org/cms/doc-
uments/20101015/IASC_HIV_Guidelines_2010_En.pdf.

«  OHCHR, 10 Key Points on HIV/AIDS and the Protection of Refugees, IDPs and Other Persons of Concern.
www.ohchr.org/Documents/Issues/HIV/SummaryHIV.pdf.

« OHCHR, Note on HIV/AIDS and the Protection of Refugees, IDPs and Other Persons of Concern.
www.ohchr.org/Documents/Issues/HIV/HIV_AIDS_IDP.pdf.
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Journals

Health and Human Rights. www.hhrjournal.org.
A journal dedicated to studying the relationship between human rights and health. Three issues of the
journal have focused on HIV/AIDS and human rights.

HIV/AIDS Policy and Law Review. www.aidslaw.ca.
Provides analysis and summaries of current developments in HIV/AIDS-related policy, law, and
human rights.

W. Blogs and Listservs

AIDS and Rights: A Collaborative Blog Focused on HIV and AIDS and Human Rights.
www.eliminateaids.blogspot.com.

American Bar Association AIDS Coordinating Committee, HIV-LEGAL Listserv. www.americanbar.org/
groups/individual_rights/projects/aids_coordinating_project/resources.html.

HealthGAP: Global Access Project. www.healthgap.org.

UNICEF: Children and Aids Newsletter. www.childrenandaids.com/.

© 2013 FXB Center for Health and Human Rights and Open Society Foundations Health and Human nghtS Resource Guide

. Training Manuals

Joint Oxfam HIV/AIDS Programme, HIV/AIDS and the Law: A Trainer's Manual (second edition, 2005).
www.aln.org.za/downloads/HIV_AIDS_and_the_Law_Complete_Manual.pdf.

South African Litigation Centre, SALC Litigation Manual Series: Equal Rights for All: Litigating Cas-
es of HIV-related Discrimination (2011). www.southernafricalitigationcentre.org/1/wp-content/up-
loads/2012/10/HIV-and-Discrimination-Manual-pdf.pdf.

South African Litigation Centre, SALC Litigation Manual Series: Litigation Cases of HIV Testing and
Confidentiality of Status (November 2012). www.southernafricalitigationcentre.org/1/wp-content/up-
loads/2012/11/Litigating-Cases-of-HIV-Testing-and-Confidentiality-of-Status-Final.pdf.

UNAIDS, Handbook for Parliamentarians: Taking Action Against HIV (2007). www.unaids.org/en/media/
unaids/contentassets/dataimport/pub/manual/2007/20071128_ipu_handbook_en.pdf.
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Y. Websites

« Accion Ciudadana Contra el SIDA (Venezuela) : www.accsi.org.ve (Spanish only).

« Act Up (AIDS Coalition to Unleash Power): www.actupny.org.

« AIDS Law Unit of the Legal Assistance Centre (Namibia): www.lac.org.na.
« AIDS Legal Network (South Africa): www.aln.org.za.
« AIDSLEX: www.aidslex.org.

« AVERT: www.avert.org/.
« Botswana Network on Ethics, Law, and HIV (BONELA): www.bonela.org.

« Canadian HIV/AIDS Legal Network: www.aidslaw.ca/.

« Center for HIV Law and Policy: www.hivlawandpolicy.org.

« Center for Reproductive Rights: http://reproductiverights.org/en/our-issues/hiv/aids.

« Global Commission on HIV and the Law: www.hivlawcommission.org.

« Human Rights Watch: www.hrw.org/topic/health/hivtb.

« Hungarian Civil Liberties Association: www.tasz.hu

« International Council of AIDS Service Organizations (ICASO): www.icaso.org.

« Lawyers Collective HIV/AIDS Unit (India): www.lawyerscollective.org.

«  Office of the United Nations High Commissioner for Human Rights, HIV/AIDS and Human Rights:
www.ohchr.org/EN/Issues/HIV/Pages/HIVIndex.aspx.

« Open Society Institute — Public Health Program, HIV/AIDS:
www.opensocietyfoundations.org/topics/hivaids.

« Southern African Litigation Centre: www.southernafricalitigationcentre.org/our-programmes/hivaids/.

« The People Living with HIV Stigma Index: www.stigmaindex.org/.

« Uganda Network on Law, Ethics, and HIV: www.uganet.org.

. UNAIDS: www.unaids.org.

« United Nations Development Programme (UNDP), HIV/AIDS: www.undp.org/hiv/focuso3.htm.

«  World Health Organization (WHO): www.who.int/topics/hiv_aids/en/.

« Zambia AIDS Law Research and Advocacy Network (ZARAN): www.zaran.org.
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HIV, AIDS

WHAT ARE KEY TERMS RELATED
TO HIV, AIDS AND HUMAN RIGHTS?

A

ARV, ART

Acronyms for anti-retroviral and anti-retroviral treatment. Anti-retroviral drugs inhibit various phases of the
life-cycle of the human immunodeficiency virus (HIV), thus reducing HIV-related symptoms and prolong-
ing life-expectancy of people living with HIV. Treatment with ARVs is also used to prevent transmission of
HIV from mother to child and to prevent HIV infection following exposure.

D

DOC

Acronym for the Declaration of Commitment on HIV/AIDS, adopted by the United Nations General Assem-
bly in a special session in June 2001. The DOC recognizes that “realization of human rights and fundamen-
tal freedoms for all is essential to reduce vulnerability to HIV/AIDS” (paragraph 58).

G

GIPA

Abbreviation for “greater involvement of people living or affected by HIV/AIDS.” The importance and bene-
fits of involving people living with HIV or AIDS in formulating policy and delivering services has been widely
recognized, first at the 1994 Paris AIDS Summit and more recently in the Declaration of Commitment on
HIV/AIDS.

Global Fund
Abbreviation for the Global Fund to Fight AIDS, Tuberculosis, and Malaria, the central global mechanism
for channeling funds between rich and poor countries to finance national responses to HIV and AIDS.

Guidelines

Abbreviation for the International Guidelines on HIV/AIDS and Human Rights, an authoritative set of
non-binding legal and policy recommendations issued by UNAIDS and the Office of the High Commis-
sioner for Human Rights (OHCHR) in 1998.

P

PEPFAR

Acronym for the President’s Emergency Plan for AIDS Relief, a 5-year, US$15 billion AIDS package autho-
rized by U.S. President George W. Bush and enacted by the U.S. Congress in 2003 under the U.S. Global
Leadership on HIV/AIDS, Tuberculosis and Malaria Act. PEPFAR is the largest program to combat HIV and
AIDS financed by a single donor government.
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PMTCT

Acronym for prevention of mother-to-child transmission of HIV, or transmission during pregnancy, labor
and delivery, or breastfeeding. Without treatment, approximately 15-30% of babies born to mothers living
with HIV will be infected during pregnancy and delivery, and a further 5-20% will become infected through
breastfeeding.

PWA, PLWA, PLWHA
Acronyms for person living with HIV or AIDS.

S

Stigma and discrimination

The United Nations has called stigma and discrimination associated with HIV and AIDS “the greatest
barriers to preventing further infections, providing adequate care, support and treatment and alleviating
impact.” Stigmatization leads to discrimination.

1. Stigma is “a powerful discrediting and tainting social label that radically changes the way individuals
view themselves and are viewed as persons.” People who are stigmatized are usually considered devi-
ant or shameful for some reason or other, and as a result are shunned, avoided, discredited, rejected,
restrained or penalized. As such, stigma is an expression of social and cultural norms, shaping rela-
tionships among people according to those norms. Stigma marks the boundaries a society creates
between “normals” and “outsiders,” between “us” and “them.”

2. Discrimination in the context of HIV and AIDS has been defined as “any measure entailing any arbi-
trary distinction among persons depending on their confirmed or suspected HIV serostatus or state of
health.” Discrimination can be legitimate and illegitimate.

lllegitimate discrimination is unjustified, disproportionate, and arbitrary. A measure or an action is unjus-
tified if it lacks rational and objective reasons. It is disproportionate if the means employed and their conse-
quences far exceed or do not achieve the aims pursued. It is arbitrary if it seriously infringes the rights of
the individual and is not necessary to protect the health of others.

U

UNAIDS

Acronym for the Joint United Nations Programme on HIV/AIDS, a consortium of eight United Nations
agencies addressing various aspects of the global AIDS epidemic. UNAIDS has a small program dedicated
to address the legal, ethical, and human rights aspects of HIV and AIDS.
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CHAPTER 3

TUBERCULOSIS AND
HUMAN RIGHTS

Tuberculosis is a disease of poverty and inequality. ... Many of the factors
that increase vulnerability to contracting [TB] or reduce access to diagnostic,

prevention and treatment services are associated with people’s ability to
realize their human rights.

— The Global Fund to Fight AIDS, TB and Malaria
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Tuberculosis

INTRODUCTION

This chapter will introduce you to key issues and resources in tuberculosis (TB) and human rights. Some
of the issues in this chapter are also addressed in Chapter 2 on HIV, AIDS and human rights.

3.1

This chapter is organized into six sections that answer the following questions:

1.

N

o v oA W

How is TB a human rights issue?

Which are the most relevant international and regional human rights standards related to TB?
What is a human rights-based approach to advocacy, litigation and programming?

What are some examples of effective human rights-based work in the area of TB?

How can | find additional resources about TB and human rights?

What are the key terms to TB and human rights?

Health and Human Rights Resource Guide ® 2013 FXB Center for Health and Human Rights and Open Society Foundations



Tuberculosis

. HOW IS TUBERCULOSIS (TB)

A HUMAN RIGHTS ISSUE?
What is TB?

What does TB stand for?

TB stands for tuberculosis, an airborne infectious disease caused by the bacterium Mycobacterium tuber-
culosis. TB typically attacks the lungs (pulmonary TB), although it can affect other parts of the body as well
(extra-pulmonary TB). TB is usually transmitted through the cough, sneeze, or spit of a person with active
TB. When a person breathes in these air droplets, TB bacteria enter the lungs. From the lungs, the bacteria
can move through the blood to other parts of the body, such as the kidney, spine and brain.’

Many healthy people exposed to TB are able to successfully fight off infection. Their immune systems
destroy the bacteria, eliminating any trace of exposure.? However, other people may lack the resistance to
prevent infection or disease.? Infected individuals can progress to active TB disease and experience symp-
toms such as cough, chest pains, weakness, weight loss, fever and night sweats.

If left untreated, TB kills more than half of those who develop active cases.’ People with HIV and other im-
muno-compromised states are at higher risk of developing TB infection and disease. Additionally, people
with HIV and children are at higher risk for developing extra-pulmonary TB.¢ Accurate diagnosis combined
with treatment with anti-TB medicines can greatly reduce mortality rates.” Yet while B is preventable and
curable, barriers to accessing care and maintaining health hinder TB control efforts and contribute to a
global rise in drug-resistant strains of TB.

What are latent TB and active TB?
TB develops in two stages. The first stage, known as latent TB or TB infection, occurs when a person
exposed to TB bacteria becomes infected.® When the body’s immune system is unable to eliminate the
bacteria, it may wall them off with tiny pieces of scar tissue known as granulomas. The bacteria stay in the
body but remain dormant or inactive. The individual is infected, but does not have any symptoms and is
unable to spread TB.9

1 Center for Disease Control and Prevention (CDC), Questions and Answers about Tuberculosis (2012). www.cdc.gov/tb/publications/fags/pdfs/qa.pdf.

2 See High Court of South Africa, Dudley Lee v. the Minister of Correctional Services, Case No. 1041. www.saflii.org/za/cases /ZAWCHC/2011/13.pdf.

3 See UCLA School of Public Health, “Susceptibility Definition.” www.ph.ucla.edu/epi/bioter/anthapha_def_a.html.

4  Center for Disease Control and Prevention, Questions and Answers about Tuberculosis (2012). www.cdc.gov/tb/publications/fags/pdfs/qa.pdf.

5 Tiemersma EW et al., “Natural History of Tuberculosis: Duration and Fatality of Untreated Pulmonary Tuberculosis in HIV Negative Patients: A Systemat-
ic Review,” PLoS Medicine 6, no. 4 (2011). www.plosone.org/article/info%3Adoi%2F10.1371%2Fjournal.pone.oo17601.

6  Zaki SA, “Extrapulmonary tuberculosis and HIV,” Lung India, 28, no. 1, Letters to the Editor (Jan-Mar. 2011). www.ncbi.nlm.nih.gov/pmc/articles/
PMC3099522; Walls T and Shingadia D, “Global epidemiology of paediatric tuberculosis,” Journal of Infection 48, no. 1 (2004). www.sciencedirect.com/
science/article/pii/S016344530300121X.

7  World Health Organization (WHO), Global Tuberculosis Control 2011 (2011). http://www.who.int/tb/publications/global_report/2010/en/.

8 Global Health Education, “TB Tests”. www.tbfacts.org/tb-tests.html. Emphasis added.

9 Center for Disease Control and Prevention, Tuberculosis: General Information, Fact Sheet (2011). www.cdc.gov/tb/publications/factsheets/general /tb.pdf.
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The second stage, known as active TB or TB disease, occurs when the bacteria multiply in the body, usually
causing the person to become sick.” This can happen at any time, even many years after infection.” People
with active TB experience symptoms which can vary depending on whether they have pulmonary or extra-pul-
monary TB."> Additionally, people with TB of the lungs or throat can spread infection to others.” The following
diagram, adapted from Parrish et al., helps illustrate the interaction between latent and active TB:*

How is TB spread?

According to the World Health Organization (WHO), the probability of developing TB infection and dis-
ease increase “with malnutrition, crowding, poor air circulation, and poor sanitation—all factors associat-
ed with poverty”.”s These risks are greater in crowded institutional settings such as prisons and detention
centers. While TB bacteria are vulnerable to sunlight and fresh air, they can survive and circulate in closed,
poorly ventilated environments. Individuals with active TB “can infect up to 10 to 15 other people through
close contact over the course of a year”."® Poverty and limited access to health care fuel the spread of TB by
impeding diagnosis, treatment and care. Moreover, inappropriate treatment fuels drug resistance, result-
ing in higher rates of TB and greater disease severity, particularly in resource-constrained settings.

How is TB diagnosed?

There are several types of tests to determine if a person has been infected with TB. Sputum smear mi-
croscopy is one of the most widely used, particularly in high burden countries. It involves examining the
sputum (lung fluid) of infected persons under a microscope to identify TB bacteria. While the test is fast
and inexpensive, it tends to under-identify the number of infected persons (false negatives) and cannot
test for drug resistance.

Global Health Education, “TB Tests”. www.tbfacts.org/tb-tests.html.

High Court of South Africa, Dudley Lee v. the Minister of Correctional Services, Case No. 1041.

Center for Disease Control and Prevention, Questions and Answers about Tuberculosis (2012). www.cdc.gov/tb/publications /fags/pdfs/qa.pdf.
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Diagram adapted from Parrish NM, Dick JD and Bishai WR, “Mechanisms of latency in Mycobacterium tuberculosis”, Trends in Microbiology 6, no. 3
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Tuberculosis

Drug susceptibility testing (DST) is another type of testing to determine if the bacteria are susceptible

to treatment or resistant to drugs. For example, culturing involves growing TB bacteria in a laboratory to
confirm infection and to test for drug susceptibility.” It is currently the only method available to monitor
patients’ response to treatment for drug-resistant TB. However, it can take weeks and is not always avail-
able.”® In 2011, 19 of the 36 countries with the high burden of TB did not have the recommended laboratory
capacity to perform culture and DST."

More sensitive diagnostic technologies have been developed in recent years. Gene Xpert MTB/RIF is a new
rapid molecular test endorsed by the WHO. It can diagnose TB and drug-resistant TB within hours, and
can be used at lower levels of the laboratory network than culture methods. Efforts to expand access and
to decrease price are currently underway.?> Nevertheless, advances in TB diagnostic capacity must also be
matched by advances in capacity to provide treatment.

What are MDR-TB and XDR-TB?
MDR-TB and XDR-TB refer to multidrug-resistant TB and extensively drug-resistant TB, respectively. Both
can arise as the result of inadequate, incomplete or inconsistent treatment practices. People can also
contract MDR or XDR-TB in settings where drug-resistant strains are prevalent. Treating TB requires strict
adherence to a lengthy regimen of multiple drugs. Most cases of active, drug-susceptible TB can be cured
with a standard six- to nine-month course of “four antimicrobial drugs that are provided with information,
supervision and support to the patient by a health worker or trained volunteers.”* This approach is known
as DOTS, or directly-observed therapy, short-course.

MDR-TB does not respond to standard, first-line anti-TB drugs and is difficult and costly to treat. It ac-
counts for about 3.7% of new TB cases each year and afflicts about 500,000 people. While 60% of these
cases occur in Brazil, China, India, Russia and South Africa, MDR-TB has been documented in all coun-
tries surveyed to date.? Yet in 2009, MDR-TB cases accounted for just 10% of all reported TB cases in high
MDR-TB countries, and just a fraction of them were enrolled in treatment.?» XDR-TB is a form of MDR-

TB “that responds to even fewer available medicines, including the most effective second-line anti-TB
drugs.”24 XDR-TB has been identified in 84 countries, is virtually untreatable, and accounts for around 9%
of all MDR-TB cases.®

Lack of diagnostic capacity has hindered effective responses to HIV-associated TB and drug-resistant

TB. Few national TB programs can perform drug-susceptibility testing for first-line drugs, and even fewer
have the capacity to test for second-line drug resistance. As a result, less than 5% of all MDR-TB cases are
currently detected®® and an even smaller percentage of XDR-TB cases are detected.?? Many TB programs

17 Global Health Education, “TB Tests”. www.tbfacts.org/tb-tests.html.

18 WHO, Global Tuberculosis Report (2012). http://apps.who.int/iris/bitstream /10665/75938/1/9789241564502_eng.pdf.

19 UN General Assembly, Report of the Special Rapporteur in the field of cultural rights: the right to enjoy the benefits of scientific progress and its applications, A/
HRC/20/26 (May 14, 2012). www.ohchr.org/Documents /HRBodies/HRCouncil/RegularSession/Session20/A-HRC-20-26_en.pdf.

20 WHO, Global Tuberculosis Report (2012). http://apps.who.int/iris/bitstream /10665/75938/1/9789241564502_eng.pdf.

21 WHO, Tuberculosis, Fact sheet no. 104 (2013). www.who.int/mediacentre/factsheets/fs104; WHO, “10 Facts about Tuberculosis.” www.who.int/features/
factfiles /tb_facts/en/index.html.

22 WHO, Multidrug-resistant tuberculosis (MDR-TB) 2013 Update (2013). www.who.int/tb/challenges/mdr/MDR_TB_FactSheet.pdf

23 WHO, Towards universal access to diagnosis and treatment of multidrug-resistant and extensively drug-resistant tuberculosis by 2015, Progress Report (2011).
http://whglibdoc.who.int/publications/2011/9789241501330_eng.pdf

24 WHO, Tuberculosis, Fact sheet no. 104 (2013). www.who.int/mediacentre/factsheets/fs104.

25 WHO, Global Tuberculosis Control 2011 (2011). http://www.who.int/tb/publications/global_report/2010/en/.

26 WHO, Towards universal access to diagnosis and treatment of multidrug-resistant and extensively drug-resistant tuberculosis by 2015, Progress Report (2011).
http://whglibdoc.who.int/publications/2011/9789241501330_eng.pdf

27 WHO “TB diagnostics and laboratory strengthening.” www.who.int/tb/laboratory/
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Tuberculosis

wait until the patient fails the standard drug treatment regimen before considering the possibility of drug
resistance.? It is estimated under 1% of persons with MDR-TB receive the quality of care that is consid-
ered standard in high-income settings. Effective management of MDR-TB and XDR-TB requires a com-
mitment to equity: evidence-based diagnostics, therapies and adequate health care delivery, particularly in
resource-constrained settings.?

What is the connection between TB and HIV?»

TB and HIV are overlapping epidemics which worsen health outcomes for those who are co-infected.> An
estimated 14 million individuals have TB-HIV, the majority of whom live in sub-Saharan Africa. At least

one third of all people with HIV are co-infected with TB, and nearly one third of all TB deaths are among
people co-infected with HIV.32TB is the leading cause of death among people living with HIV worldwide—it
accounts for 26% of HIV-related deaths, 99% of which occur in developing countries3

TB and HIV health challenges

TB and HIV co-infection causes specific diagnostic and therapeutic challenges. TB and HIV exacerbate
one another, accelerating the deterioration of immunological functions and resulting in premature death if
untreated. Some evidence suggests that TB may exacerbate HIV infection and accelerate the progression
from HIV to AIDS, although the mechanism remains unclear.34 At the same time, people living with HIV
are 21 to 34 times more likely to develop active TB than those without HIV, making HIV the most power-
ful known risk factor for progression from latent to active TB. HIV co-infection also increases the risk of
TB-related death.®

There has also been research into the interaction of HIV and drug-resistant TB. At the patient level, HIV
infection has not been confirmed to be an independent risk factor for the development of MDR-TB. At
the population level, however, HIV has increased the absolute burden of drug-resistant TB. Regardless
of whether HIV infection is an independent risk factor for drug resistance, HIV has increased the pool of
immuno-compromised patients who serve as hosts and vectors for all forms of TB, including MDR-TB.3
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TB and HIV programming challenges

The HIV epidemic has overwhelmed and disrupted established TB-control programs, leading to high treat-
ment failure rates and increasing the opportunity for drug-resistant TB to emerge and spread.’” Treatment
for drug-resistant TB takes longer and is more complex, expensive, and toxic than treatment for drug-sus-
ceptible TB. It therefore results in lower treatment success rates and higher mortality rates, especially for
those co-infected with HIV.3®

Furthermore, while TB is confined to the lungs in most adult patients, it can be a systemic disease involv-
ing multiple organs in TB-HIV patients. All forms of extra-pulmonary TB, including disseminated TB, have
been described in patients with HIV.3 Extra-pulmonary cannot be diagnosed through microscopy, which
is the most available method of diagnosis worldwide. Therefore TB is also more difficult to diagnose in
persons living with HIV.° Diagnosis may also be delayed or incorrect due to logistical difficulties, such as
the separation of sites for TB diagnosis and treatment from HIV diagnosis and treatment sites.

Collaborative TB-HIV activities

TB can be cured. While there is currently no cure for HIV, people can live healthy and productive lives with
antiretroviral therapy (ART).# Studies show that anti-TB drugs can prolong the lives of people with HIV by
at least two years, even without ART, which can provide indefinite good health.+> Early TB screening and
diagnosis, preventative therapy, treatment and adherence support to people living with HIV greatly in-
creases the manageability of both diseases. Delivering integrated services, at the same time and location,
is especially critical .
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The WHO recommends three types of collaborative TB-HIV activities: (1) establishing and strengthening
mechanisms for integrated delivery of TB and HIV services; (2) reducing the burden of TB among people
living with HIV and initiating early ART; and (3) reducing the burden of HIV among people with presump-
tive TB and diagnosed TB.# In large part to the scale-up of such activities, TB deaths in people living with
HIV declined by 25% between 2004 and 2011.4 Yet further progress is needed. In 2011, just 40% of TB
patients were screened for HIV and just 7% of people living with HIV were screened for TB.4¢ The combi-
nation of HIV, TB and MDR-TB in prisons has created an urgent human rights crisis in many parts of the
world—in African countries such as South Africa, Uganda, and Zambia;# in Central and Eastern European
countries such as Russia, Azerbaijan and Georgia; “ and in Southeast Asian countries such as Cambodia,
Indonesia and Thailand.# For more information on HIV, AIDS, and human rights, please see Chapter 2.

How is TB a global epidemic?

TB is second only to HIV as the leading cause of death from an infectious disease worldwide.>® Approxi-
mately 2.3 billion people—one third of the world’s population—have been infected with TB, the majority
of whom have latent TB and therefore do not have active symptoms and cannot transmit the disease to
others.51 However, around one in ten infected persons goes on to develop active TB disease. There are
currently an estimated 12 million active cases of TB worldwide and nearly 9 million new cases each year.

According to the WHO, Asia and Africa carry the greatest burden of TB, with India and China accounting
for nearly 40% of all cases. Africa accounts for 24% of the world’s cases “and the highest rates of cases
and deaths per capita”.>* In 2011, 1.4 million people died from TB and over 95% of these deaths occurred
in low- and middle-income countries.’* While the TB death rate has dropped 40% between 1990 and 2011,
the disease has never been eradicated in any country.5* Experts caution that progress remains uneven
across economic and social lines. These inequalities, combined with growing resistance to anti-TB drugs,
require urgent attention.
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How is TB a Human Rights Issue?

Who Is Affected By TB?

Human rights are inextricably linked with who gets TB. According to the Global Fund to Fight AIDS, TB
and Malaria (Global Fund):

Tuberculosis is a disease of poverty and inequality.... Many of the factors that increase vulnerability
to contracting [TB] or reduce access to diagnostic, prevention and treatment services are associated
with people’s ability to realize their human rights.s

A lack of respect for human rights fuels the spread of TB5¢ by creating conducive economic, social and en-
vironmental conditions. Key vulnerable groups include people living in poverty, ethnic minorities, women,
children, people living with HIV, prisoners, homeless persons, migrants, refugees and internally displaced
persons. They are more likely to be exposed to conditions that are conducive to TB development and less
likely to have the information, power and resources necessary to ensure their health. Additional groups at
risk include people who work in institutional settings, and people who use alcohol, tobacco and drugs.s

TB also undermines the realization of human rights by increasing vulnerability to the disease. People
affected by TB suffer a double burden: the impact of the disease as well as the “consequential loss of other
rights.”s® TB contributes to poverty, for example, by preventing people from working and by imposing high
costs related to treatment and care. People can also be subjected to arbitrary and harmful measures such
as involuntary treatment, detention, isolation and incarceration. Finally, TB-associated stigma and discrim-
ination—and overlapping discrimination based on gender, poverty, or HIV status—can affect people’s
employment, housing and access to social services.
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These intersecting violations shape the contours of the global TB epidemic. According to the WHO, the
number of people falling ill with TB each year is declining and the death rate has dropped by 40% between
1990 and 2010.% Yet this progress is offset by glaring inequalities: over 95% of all TB cases and deaths
occur in developing countries and 79% of all TB-HIV cases are concentrated in Africa.®® To mount an effec-
tive response to TB, public health approaches must be informed by and harmonized with the protection

of civil, political, economic, social and cultural rights. Human rights are relevant to achieving universal
access to quality TB prevention, diagnosis, treatment, care and support in at least three ways:

1. Human rights violations exist “as core features of risk environments, as barriers to care,
and as social determinants of poor health and development”.®

2. Human rights provide a framework for holding governments and third parties responsible
for developing and implementing evidence-based and rights-based responses to TB.

3. Human rights provide a framework for empowering people to reduce their vulnerability to
TB and to participate in directing the policies, programs and practices that affect them.

This section examines key human rights issues that impinge on the ability of individuals and communities
to maintain health, to access relevant information and services, and to avoid discriminatory and harmful
measures. It also identifies interventions that can assist stakeholders in developing inclusive, equitable
and effective human rights-based approaches to TB.

How Do People Get TB?

TB is most often seen among individuals and communities who share specific biosocial risk factors for
the disease, including poverty, malnutrition, crowding and HIV.®2 These in turn are embedded in larger
economic, social and political realities known as the structural determinants of health.®* TB has no natural
constituencies. Instead, it clusters wherever weak and inequitable social policies create vulnerability to the
disease. TB risk increases with a lack of access to education, poor nutrition, inadequate housing and sani-
tation, poor health services and facilities, lack of employment and social security, and political exclusion.®
According to Hargreaves et al.:

Key structural determinants of TB epidemiology include global socioeconomic inequalities, high levels
of population mobility, and rapid urbanization and population growth. These conditions give rise to
unequal distributions of key social determinants of TB, including food insecurity and malnutrition, poor
housing and environmental conditions, and financial, geographic, and cultural barriers to health care
access. In turn, the population distribution of TB reflects the distribution of these social determinants,
which influence the 4 stages of TB pathogenesis: exposure to infection, progression to disease, late
or inappropriate diagnosis and treatment, and poor treatment adherence and success.®
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Tuberculosis

For example, people in urban slum housing and people in prison may share vulnerabilities in terms of
poor physical space, standard of living and access to health care. Similarly, women and migrant workers
may share vulnerabilities in terms of decreased economic, social and legal agency. People who use drugs
and people living with HIV may share vulnerabilities in terms of stigmatized and often criminalized med-
ical status. And finally, refugees and homeless populations may share vulnerabilities in terms of mobility
and exclusion from social services. These factors in turn determine access to timely and appropriate diag-
nosis, treatment and care, as well as impact TB-related outcomes. According to Lonnroth et al.:

The risk of adverse health, social and financial consequences is determined by socioeconomic status,
gender, social values and traditional beliefs in the community, the availability of social support
services within the health care and social welfare systems, labour laws, and sick leave and pension
systems.

The following social and structural determinants play a significant role in fuelling different stages of TB
and shaping the global epidemic.

Poor Physical Environment

Poor living and working conditions increase the risk of TB exposure and infection. Specific risk factors
include more frequent contact with persons with active TB, as well as crowding and poor ventilation in
homes, workplaces, health care settings, public transportation and prisons. Indeed prisons offer one of the
most compelling examples of how substandard physical environments increase vulnerability to TB. Todrys
and Amon describe the situation in many under-resourced prison cells in Africa:

Overcrowding—resulting in and exacerbating food shortages, poor sanitation, and inadequate
health care—contributes to the spread and development of disease. Minimal ventilation, poor isola-
tion practices, and a significant immuno-compromised population also facilitate the transmission of
TB and the development of TB disease.®

This dangerous environment helps explain why TB is the leading cause of death among the world’s pris-
oners, who account for 8.5% of all TB cases.®® While an estimated 9 million people are incarcerated on a
given day, four to six times this number pass through the prison system each year due to high prisoner
turnover. Prisons act as a conduit of TB transmission, spreading the disease among prisoners, prison
staff, visitors and the greater community.®® As a result, prisons can have TB levels up to 100 times higher
than the non-prison population, and can account for up to a third of a country’s total TB burden.” The
high concentration of active cases in these settings also accelerates the development of drug resistance. In
some prisons up to 24% of TB cases are MDR-TB.”
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Tuberculosis

Similar mechanisms are at work in other crowded, poorly ventilated and underserved settings, such as in ur-
ban slum housing, barracks that house men who work in mines, and refugee and internally displaced persons
(IDP) camps. For example, the Office of the UN High Commissioner for Refugees (UNHCR) reports that 85%
of the world’s 32 million refugees and displaced persons originate from, and remain in, countries with high
burdens of TB. The poor living conditions in many refugee and IDP camps can facilitate TB development,
making the disease an increasingly important cause of sickness and death among these populations.”

Poor Health Status

Poor health increases the risk of TB infection, progression to active disease and poor clinical outcomes.
Coexistent conditions such as HIV, malnutrition, alcoholism, smoking-related conditions, silicosis, diabe-
tes and cancer further weaken the immune system.” The impact of poor health status can be seen at the
population level. In a recent analysis of 22 countries with 80% of the world’s TB burden, experts estimated
that total new cases might be reduced by eliminating the following health risks: malnutrition (34% fewer
cases); indoor air pollution (26.2%); active smoking (22.7%); HIV infection (17.6%); alcohol use (13.1%)
and diabetes (6.6%).7+

The dynamic between TB and poor health is particularly lethal in institutional settings such as hospital
wards and prison cells. For example, prisons often hold a high proportion of susceptible or immuno-com-
promised people, including drug-dependent individuals targeted by punitive drug laws.” This environment
contributes to high risk of TB, HIV, hepatitis C and hepatitis B, endangering prisoners and the larger com-
munity. Risk factors include overcrowding, malnutrition, poor access to health care, sexual activity (includ-
ing sexual violence), inability to access safe injecting equipment, and lack of access to drug treatment and
opioid substitution therapy.

Even as overall TB prevalence is declining, it is rising in many parts of sub-Saharan Africa and the former
Soviet Union due to the epidemic of HIV, TB and MDR-TB in prisons.” For example, Russia has the sec-
ond largest prison population in the world after the United States, with 850,000 to one million prisoners.”
Many are incarcerated for drug-related offenses. Overcrowding, poor nutrition and medical care, and inad-
equate infection control practices fuel TB in the country’s many prisons and prison colonies. The Andrey
Rylkov Foundation explains:

Medical resources are limited and demands on the services are high. Although antiretroviral drugs
are available, there is no HIV prevention and no formal drug treatment. When HIV treatment is
available, the supply is inconsistent as is the treatment of TB and there are no second line drugs
available to treat [MDR-TB].... Collaboration and integration with community health services is
poor, and community hospitals are often unable to save the lives of patients who are released from
prisons in poor health, only to die outside.”®
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Tuberculosis

People who work in prisons, hospitals and others health care settings can also face increased risk of TB.
According to the WHO, health care workers have an ethical obligation to attend to TB patients, even if it
involves some degree of risk. At the same time, they are entitled to adequate protection against contract-
ing TB. Therefore, governments and health care systems have a duty to provide the necessary goods and
services to ensure a safe working environment.” The WHQO's 2010 Guidance on ethics of tuberculosis pre-
vention, care and control (TB and Ethics Guidance) provides further information about health care workers
rights and obligations with respect to TB.%

)

Beyond health care, TB is linked with other occupational exposures such as mining. Prolonged exposure
to silica dust in mine shafts increases risk of lung diseases, particularly TB. According to the AIDS and
Rights Alliance for Southern Africa, “[h]igh rates of HIV transmission and confined, humid, poorly ventilat-
ed working and living conditions further increase the risk of TB among mine workers.”® As miners cross
borders in search of work, they spread and often bring it back to their home countries. A recent study of
men with TB in Lesotho found that a quarter had worked in South African mines.®

TB and HIV infection increase vulnerability to human rights violations. People with TB often face abuse,
stigma, and discrimination—manifested in “social ostracism, loss of income or livelihoods, denial of med-
ical services or poor care within the health sector, loss of marriage and childbearing options, violence and
loss of hope/depression (internalized stigma).”® Experts note that in areas of high HIV prevalence, “TB

is perceived as a marker for HIV positivity; therefore, HIV-associated stigma is transferred to TB-infected
individuals.”3This phenomenon is confirmed by one Kenyan man, who noted: “I have been stigmatized by
friends who thought | was HIV positive. Every time they saw me take the drugs they thought | was taking
[antiretroviral medicines].”®

TB thus contributes to ongoing cycles of poverty, vulnerability and poor health. Most costs related to TB
arise prior to treatment: medical tests, drugs, consultation fees, transportation, and lost income. Addition-
ally, TB diagnosis and treatment themselves can also be very expensive. Accessing care can cause people
to incur debt or sell household assets,® leading to “catastrophic expenditures” which can impoverish
entire families.®” People with TB may lose income because they are sick or seeking care. They may lose
their jobs entirely or be unable to find work due to the stigma associated with the disease. Finally, children
whose caregiver loses income due to TB may be deprived of education, adequate nutrition and access to
social services. For more information, see the section below on “Vulnerability among children” .2
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Tuberculosis

Poor Access to Health Services and Systems

Poor access to health services creates gaps in TB diagnosis and treatment, contributing to higher levels of
active TB cases, worse clinical outcomes and the development of drug resistance.® At an individual level,
economic, social and legal factors often delay and impede contact with health care systems. Common
barriers include a lack of money, difficulty arranging transportation to health facilities, lack of information
about treatment options, fear of being stigmatized for seeking a diagnosis, and lack of social support in
the event of sickness.> For many, maintaining employment may take precedence over maintaining health.
The WHO states:

Treatment for TB, particularly M/XDR-TB, is lengthy, complicated and expensive. Providing uninter-
rupted treatment and care remains a challenge for the health systems in many countries. People with-
out access to a social safety net must often choose between following treatment to get well or working
to support their families. Not completing treatment often means that people will fall ill again.”

At a systemic level, vulnerable and at risk groups are also less likely to have access to functioning health
care systems with appropriate treatment options, adequate patient referral chains, and strong mecha-
nisms for coordinating care.® This is often the case in urban slums and in prisons, particularly in parts of
Africa, Asia and the former Soviet republics. For example, one study on Georgian prisons noted a lack of
coordinated TB screening, delays in diagnosis and therapy, unmanageable case loads, substandard facil-
ities, and poor follow-up of patients.» Another Russian study on drug dependent TB-HIV patients docu-
mented treatment gaps following release from prison or transfers among TB facilities.g4

Mobile and migrant populations are especially likely to experience fragmented or interrupted care, includ-
ing total exclusion from social services. Affected groups include migrant workers, undocumented persons,
the urban homeless, refugees and the internally displaced. According to Human Rights Watch:

Normally, TB is easily and cheaply treated. However the prevalence of difficult to treat drug-resistant
strains of TB, high incidence of co-infection with HIV, lack of cross-border mechanisms for referral
and follow up care and surveillance, and the difficulty of treatment adherence while in transit, make
mobile and migrant populations a serious health challenge.
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Tuberculosis

Even where there is point-of-care diagnostics or treatment (i.e., provided where people live or work),
problems may persist “when HIV and TB are not treated together aggressively or, cross-border referral and
follow up is too slow or insufficient, drug sensitivity is not properly detected.”*® Legal insecurity, language
difficulties and cultural barriers can compound these access issues, especially for people who migrate in
search of work. According to Naing et al.:

Transnational migrant workers are commonly surrounded by difficult and exploitative circumstances,
which may be a result of their terms of employment and often precarious legal status.... Migration
itself also has a major impact on access to and utilization of health services by migrant and host
populations. There are many barriers to access health services for migrants, such as the fact that
migrants need documents to be able to get healthcare services without fear.”

In South Africa, for example, Human Rights Watch has documented cases in which migrants were denied
emergency TB treatment because they lacked identity documents or were foreign. As a result, many were
forced to visit multiple facilities or to go without treatment, resulting in “late diagnosis and treatment and
poorer overall health in migrant communities”.%

Unequal TB Treatment and Care

Effective TB diagnostics and therapies have been available for decades, yet many individuals continue

to receive substandard care or none at all. This may be due to poverty or other marginalized status. For
example, States have a duty to ensure that prisoners receive adequate health services, and that they are at
least the same standard of care as those provided to the general population. The limited provision of TB
services in prisons described above violates international human rights law.

Additionally, many people who use drugs face unduly restrictive conditions in accessing TB services. This
is particularly problematic in Russia, where inpatient treatment is the norm and harm reduction services
are denied. If patients leave TB clinics to obtain drugs, they are punished with discontinuation of TB treat-
ment.® According to the Andrey Rylkov Foundation, the “[ijnability of the health system to offer adequate
drug treatment creates an institutionalized ‘trap,” when drug dependent patients are excluded from stable
TB treatment de-facto.”™*°
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Tuberculosis

Treatment disparities are also linked to global funding and policy inadequacies in resource-constrained
settings.’® Existing treatment standards sometimes fail to account for the flexibility required to effectively
manage drug resistant TB. Global TB policy has emphasized inexpensive, standardized interventions to
treat MDR-TB in low-income settings, despite the success of flexible, tailored protocols in high-income
settings. As a result, less than 1% of people with newly diagnosed MDR-TB receive treatment that is
considered the standard of care in the United States. Additionally, these divergent approaches to MDR-TB
treatment have increased the intensity and scope of the epidemic.*

The Green Light Committee Initiative (GLC) was established to address unequal access to MDR-TB treat-
ment and care, including access to affordable second-line drugs and scale-up of MDR-TB services.' The
Global Drug Facility, established in 2001, provides TB drugs to countries that could otherwise not afford
them either in the form of grants or at the lowest possible price. At the end of 2011, 20 million treatment
courses were delivered to 93 countries.™4

Yet due to a lack of market incentive, TB continues to receive little attention from companies that develop
improved medicines. To address this neglect, The Human Rights Guidelines for Pharmaceutical Companies
in relation to Access to Medicines were created to provide guidelines for pharmaceutical companies on
issues including transparency, quality, clinical trials, neglected disease, patents, pricings, ethics, market-
ing and partnerships.’>s Guidelines 23-25 address the steps that pharmaceutical companies should take
to address the neglect of poverty-related diseases. The right to the highest attainable standard of health
requires that existing medicines are accessible as well as that much-needed new medicines are developed
as soon as possible.'®

Vulnerability Among Women

TB afflicts women during their most economically active years and is among the top three causes of death
among women aged 15 to 44 worldwide. In 2011, an estimated one third of the 8.7 million new TB cases
were among women and 500,000 women died from TB."” TB is linked with poor reproductive health out-
comes, such as risk of infertility, premature birth, obstetric morbidity, and low birth weight. '°® According to
the WHO, vulnerability to TB is related to women’s unequal social status and economic dependence:

Women in many countries have to overcome several barriers before they can access health care.
Where they undertake multiple roles in reproduction, production and child care, they may be left
with less time to reach diagnostic and curative services than men.... Women may be given less priori-
ty for health needs and generally have less decision-making power over the use of household resourc-
es. They often have less knowledge of TB, especially of its signs and symptoms, than men, related to
the higher rate of illiteracy among women than among men worldwide."®
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Tuberculosis

Women often wait longer to seek diagnosis and treatment for TB. This in turn can “increase the severity of
their illness, decrease the success of treatment, and raise the risks that they will infect others.”" Where TB
treatment is provided mostly via in-patients modes—the norm in many former Soviet countries—women
may face particular difficulty adhering to treatment due to their child care responsibilities or inability to leave
home for extended periods. While men and women may both face economic consequences related TB stig-
ma, women can also face lost marriage prospects, divorce, desertion and separation from their children.™

Gender-based inequality can also impair women'’s ability to exercise and claim their human rights, includ-
ing the rights to information, participation, freedom of movement, privacy and individual autonomy, and
health.”2 According to the WHO:

Gender discrimination, even when not directly related to health care—for example denying girls
and women access to education, information, and various forms of economic, social and political
participation—can create increased health risk. Even if the best public health services are available,
a woman has to be able to decide when and how she is going to access them, and that implies that
she has to have the ability to control and make decisions about her life.”

Vulnerability Among Children

Children are vulnerable to TB for interrelated biological and social reasons. Each year there are approx-
imately 500,000 new TB cases and up to 70,000 TB deaths among children. TB in children often goes
undetected because their symptoms are overlooked, unrecognized as TB, or difficult to diagnose and
confirm.™ Key risk factors for TB in children include contact with infected persons, HIV infection, age less
than five years, and severe malnutrition.”s According to the WHO:

Children are exposed to TB primarily through contract with infectious adults—with special risk in
high TB-HIV settings—and will continue to be at risk for TB as long as those adults remain untreat-
ed. Curing TB and preventing its spread in the wider community is thus one important strategy to
reducing children’s vulnerability to TB."

TB in children often rapidly and imperceptibly progresses from infection to disease."” Infants and young
children are at particular risk of TB meningitis, a severe and often fatal form of TB, and HIV-infected chil-
dren have an especially high risk of developing TB meningitis. While the BCG (Bacille-Calmette-Gurin) vac-
cine can protect infants and children against certain severe forms of TB in children, it is no longer believed
to be effective in protecting against pulmonary TB."® This is particularly problematic for adolescents who
are at risk of developing active pulmonary TB."®

110 TB Alert, “TB and Women: TB is the single biggest killer of young women.” www.tbalert.org/worldwide/TBandwomen.php.

111 Courtwright A and Turner AN, “Tuberculosis and Stigmatization: Pathways and Interventions,” Public Health Reports 125, Suppl 4 (2010):34-42; Somma D
et al., “Gender and socio-cultural determinants of TB-related stigma in Bangladesh, India, Malawi and Colombia,” International Journal of Tuberculosis and
Lung Disease 17, no. 7 (2008): 856-866. www.who.int/tdr/publications/documents /tb-related-stigma.pdf.

112 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

113 Ibid.

114 WHO, “Childhood Tuberculosis.” www.who.int/tb/challenges/children/en/index.html.

115 WHO, Guidance for national tuberculosis programmes on the management of tuberculosis in children (2006). http://whglibdoc.who.int/hg/2006 /WHO_
HTM_TB_2006.371_eng.pdf.

116 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

117 Swaminathan S and Rekha B, “Pediatric Tuberculosis: Global Overview and Challenges”, Clinical Infectious Diseases 50, no. S3 (2010): 184-5194. http://
cid.oxfordjournals.org/content/so/Supplement_3/S184.full.pdf+html.

118 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

119 WHO, “Childhood Tuberculosis.” www.who.int/tb/challenges/children/en/index.html.
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Tuberculosis

According to the WHO, “[c]hildren with TB are often poor and live in vulnerable communities where there
may be a lack of access to health care.” Moreover, children who are sick with TB may be taken out of
school, depriving them of their right to education. The WHO notes:

Already marginal households that lose income or incur debt due to TB will experience even greater
poverty as budgets are cut and assets sold. If their primary care giver is ill or is preoccupied with
caring for other ill family members, the child’s care and education may be neglected. If the principal
family provider is ill and cannot work, children risk malnutrition, which increases susceptibility to TB
and brings with it lifelong deleterious effects on both health and education.”

These risk factors are heightened for orphaned children, street children and other vulnerable categories of
youth, who are more likely to experience housing insecurity, poor nutrition, lack of access to care, and lack
of access to education and information.™' It is estimated that there are over 10 million children orphaned
as the result of a parent dying from TB.

What Happens to People Affected by TB?
Current responses to TB often fail to respect the human rights of people who are vulnerable, at risk or affect-
ed by the disease. Under international human rights law, States must respect, protect, and fulfill the human
rights of all people, including those with TB. The duty to respect means that States must refrain from inter-
fering with the enjoyment of rights. The duty to protect means that States must prevent other actors from
infringing on these rights. Finally, the duty to fulfill means that States must adopt all appropriate legislative,
administrative, budgetary, judicial, and other measures toward the full realization of these rights.’

To fulfill the right to health, States must take immediate and targeted steps to ensure that health services,
goods and facilities are available, accessible, acceptable and of quality. As the Global Fund notes, “[t]he
right to non-discrimination, including on the grounds of social and health status, is an immediately en-
forceable obligation”.'>¢ Additionally, every TB patient is entitled to benefit from advanced and high-quality
treatments, medicines, and diagnosis methods on an equitable and affordable basis, consistent with the
right to benefit from scientific progress and its applications.'s States therefore have a core obligation to
ensure access to high quality TB treatment, care and support, and to reduce vulnerability by guaranteeing
the underlying determinants of health.

120 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

121 Stop TB Partnership, “TB and Human Rights Task Force.” www.stoptb.org/global/hrtf/.

122 WHO, Global Tuberculosis Control 2011 (2011). http://www.who.int/tb/publications/global_report/2010/en/.

123 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

124 Stop TB Partnership, “TB and Human Rights Task Force.” www.stoptb.org/global/hrtf/.

125 UN General Assembly, Report of the Special Rapporteur in the field of cultural rights: the right to enjoy the benefits of scientific progress and its applications, A/
HRC/20/26 (2012).

3.17 Health and Human Rights Resource Guide © 2013 FXB Center for Health and Human Rights and Open Society Foundations


http://www.stoptb.org/global/hrtf/
http://www.who.int/tb/publications/global_report/2010/en/
http://www.stoptb.org/global/hrtf/

Tuberculosis

Nevertheless, widespread concern over TB, MDR-TB, and XDR-TB has many led governments to “routinely
cite TB as an example of when it may be justified to limit patients’ rights to protect the health and safety of
the public.”"® International law provides qualified support. Derogation clauses in the two key international
human rights treaties—the International Covenant on Civil and Political Rights (ICCPR)#” and the Inter-
national Covenant on Economic, Social and Cultural Rights (ICESCR)'**—permit restrictions on individual
rights in limited circumstances, provided that they are in accordance with the law, strictly necessary to
achieve a legitimate objective, and consistent with other human rights provided for.

Accordingly, many governments have enacted rights-limiting measures in the name of TB control, such

as detention of infected persons in prisons, forcible admissions into hospitals, home arrests, and travel
restrictions. Yet the extent to which public health concerns may constrain individual human rights is close-
ly circumscribed by the Siracusa Principles, a non-binding document adopted by the UN Economic and
Social Council in 1984.'* These principles state that restrictions on human rights must be:

« provided for and carried out in accordance with the law;

- directed toward a legitimate objective of general interest;

« strictly necessary in a democratic society to achieve the objective;

« the least intrusive and restrictive available to reach the objective;

« based on scientific evidence and neither arbitrary nor discriminatory in application; and

« of limited duration, respectful of human dignity, and subject to review.’s°

In practice, the Siracusa Principles do not provide governments with adequate guidance for developing
measures that protect public health while respecting human rights." Public health authorities are able to
exploit ambiguous provisions in the law to oversee and compel treatment, frequently in correctional facili-
ties. This can result in rights restrictions beyond those explicitly called for.3? According to Amon et al.:

[It is argued] that involuntary detention may legitimately be used in a limited number of cases when
patients infected with drug-resistant strains of TB refuse treatment.... In practice, however, some coun-
tries have invoked sweeping rights-limiting policies that affect TB patients who have not been offered
the global standard of care.... Reliance on compulsory detention, when less intrusive and less restrictive
measures have proven feasible and effective, is not consistent with human rights principles.”

The authoritative interpretations of the Human Rights Committee, which oversees state implementation
of the ICCPR, provides further guidance on when human rights can be restricted in the name of public
health. According to Todrys et al., the 1999 General Comment on freedom of movement “stresses the

126 Howe E, “Is TB a Human Rights Issue?”, Open Society Foundations, Voices, Oct. 4, 2010. www.soros.org/voices/tb-human-rights-issue.

127 International Covenant on Civil and Political Rights, arts. 4, 12.

128 International Covenant on Economic, Social and Cultural Rights, art. 5.

129 Todrys KE, Howe E, Amon }, “Failing Siracusa: governments’ obligations to find the least restrictive options for tuberculosis control”, Public Health
Action 3, no. 1 (2013): 7-10 [“Failing Siracusa”]. http://dx.doi.org/10.5588/pha.12.0094.

130 UN Economic and Social Council, Siracusa principles on the limitation and derogation provisions in the International Covenant on Civil and Political Rights, E/
CN.4/1985/4 (1985). wwwi.umn.edu/humanrts/instree/siracusaprinciples.html. See also WHO, WHO Guidance on human rights and involuntary detention
for xdr-tb control (2007). www.who.int/tb/features_archive/involuntary_treatment/en/index.html.

131 Howe E, “Is TB a Human Rights Issue?”, Open Society Foundations, Voices, Oct. 4, 2010. www.soros.org/voices/tb-human-rights-issue.

132 Todrys KE et al., “Failing Siracusa: governments’ obligations to find the least restrictive options for tuberculosis control”, Public Health Action 3, no. 1
(2013): 7-10 [“Failing Siracusa”]. http://dx.doi.org/10.5588/pha.12.0094.

133 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.
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need for restrictions to be provided for by law, demonstrably necessary, consistent with other rights in the
ICCPR, and non-discriminatory. In particular, the Committee dwells on the requirement of necessity for a
proposed restriction” .34

Incarceration and other coercive TB measures unjustifiably interfere with patients’ human rights and dig-
nity.’s They also neglect more effective, rights-respecting alternatives—such as the provision of communi-
ty-based DOTS, adherence support (e.g., counseling or nutritional supplements to reduce the side effects
of medicine), and in-patient or out-patient treatment options.”¢ These ambulatory and community-based
models of care137 have been shown to be highly successful, especially in resource-constrained settings.s®
Moreover, there is strong evidence that rights-limiting measures increase vulnerability to TB by subject-
ing individuals to conditions that favor TB infection, transmission, illness and death.’® They are generally
considered by human rights experts to be “unnecessary from a scientific standpoint and dangerous from a
programmatic perspective”.'#°

As an important caveat, the implementation and enforcement of rights-restricting measures related to

TB varies widely at the local level. However, as Todrys et al. note, “government authorities and local laws
sometimes do not fully meet, or entirely disregard, the requirements in the Siracusa Principles that restric-
tions on right in the name of public health be strictly necessary and the least intrusive available to reach
their objective”.# The following sections describe different laws, policies and practices which undermine
the health and other human rights of people affected by TB.

Criminalization of TB Status

Criminalization of TB patients who do not complete treatment is not an effective strategy for TB control
and treatment and violates basic human rights.142 Failure to complete treatment can lead to impris-
onment in certain countries. Criminalization however discourages individuals with TB symptoms from
seeking diagnosis and treatment for fear of imprisonment and can thereby delay diagnosis and increase
the risk of transmission:'43

People are more likely to use HIV and TB services if they are confident that they will not face dis-
crimination, their confidentiality will be respected, they will have access to appropriate information
and counseling, and they will not be coerced into accepting services.™+

134 Howe E, “Is TB a Human Rights Issue?”, Open Society Foundations, Voices, Oct. 4, 2010. www.soros.org/voices/tb-human-rights-issue.
135 See Todrys KE et al., “Failing Siracusa: governments’ obligations to find the least restrictive options for tuberculosis control”, Public Health Action 3, no. 1
(2013): 7-10 [“Failing Siracusa”]. http://dx.doi.org/10.5588/pha.12.0094.

136 Ibid.

137 Ambulatory care is care delivered in clinical settings on an outpatient basis. Community-based care is care delivered primarily at patients’ homes by
trained community health workers. For more information, please see the Glossary at the end of this chapter.

138 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.

139 Ibid.
140 Ibid.

141 See “Failing Siracusa: governments’ obligations to find the least restrictive options for tuberculosis control”, Public Health Action 3, no. 1 (2013): 7-10
[“Failing Siracusa”]. http://dx.doi.org/10.5588/pha.12.0094.

142 Howe E, “Is TB a Human Rights Issue?”, Open Society Foundations, Voices, Oct. 4, 2010. www.soros.org/voices/tb-human-rights-issue.

143 Francis LP and Francis )G, “Criminalizing Health-Related Behaviors Dangerous to Others? Disease Transmission, Transmission-Facilitation, and the
Importance of Trust,” Criminal Law and Philosophy 6 (2012): 47-63.

144 Open Society Foundations, Ford Foundation and UNDP, Factsheet on Human Rights, HIV, TB and Malaria (2011). www.undp.org/content/undp/en/
home/librarypage/hiv-aids/factsheet_human_rightshivtbandmalaria.html.
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Criminalization and imprisonment of TB patients increases discrimination and stigmatization and intensi-
fies the wrong done to people who are already ill. Many individuals with TB do not complete treatment due
to a lack of understanding of or education about treatment methods, lack of access to drugs, and negative
side effects from treatment.ss

TB legislation is often focused on punishing patients who “default” from treatment rather than access

to quality and affordable medicines. In some countries, patients can be imprisoned for months without
proper information, legal representation, or an opportunity to defend their actions. For example, in Kenya,
a patient that was placed in jail stopped taking his medicine because he had severe negative side effects
that were exacerbated by hunger caused by drought. Another patient was never told how long to stay on
treatment, stopped taking his medication once he felt better, and was placed in jail as a result. Kenya’s
criminalization and imprisonment mechanisms are contrary to the internationally recommended stan-
dards.146 TB patients are placed in prisons with criminal offenders, often in cramped living environments
and without proper nutrition. While in jail, they can easily infect other prisoners or be re-infected. There
are little to no mechanisms in place to ensure that other prisoners do not contract TB from the infected
individuals, re-infect individuals once they are well, or spread the disease back to their homes and commu-
nities when they are released.'¥

Involuntary Treatment

The issue of involuntary treatment centers on the question: when, if ever, is it justified to compel treatment
of TB patients over their objection? As a preliminary matter, the Siracusa Principles state that with respect
to rights-restricting measures invoked on the grounds of public health, “[d]ue regard shall be had to the
international health regulations of the World Health Organization.”® The WHO affirms that it is unethical
to force TB patients to undergo treatment if they have objected to it; moreover, it is also unlikely to achieve
its intended public health purpose. The WHO’s TB and Ethics Guidance states in relevant part:

In general, TB treatment should be provided on a voluntary basis, with the patient’s informed con-
sent and cooperation... [E[ngaging the patient in decisions about treatment shows respect, promotes
autonomy, and improves the likelihood of adherence. Indeed, non-adherence is often the direct result
of failure to engage the patient fully in the treatment process.™

Contagious TB patients who refuse treatment and/or infection control measures can be isolated to prevent
the spread of disease. Within isolation, if patients provide an informed refusal of treatment, their decision
should be respected. The WHO states:

Forcing these patients to undergo treatment over their objection would require a repeated invasion
of bodily integrity, and could put health-care providers at risk. Moreover, as a practical matter, it
would be impossible to provide effective treatment without the patient’s cooperation.’s

145 KELIN Kenya, “Press Release: Should we treat TB Patients like Criminals?” (Aug. 17, 2011). http://kelinkenya.org/tag/imprisonment-of-tb-patients/

146 1bid.

147 Ibid.

148 UN Economic and Social Council, Siracusa principles on the limitation and derogation provisions in the International Covenant on Civil and Political Rights, E/
CN.4/1985/4 (1985). wwwi.umn.edu/humanrts/instree/siracusaprinciples.html.

149 WHO, Guidance on ethics of tuberculosis prevention, care and control (2010). http://www.who.int/tb/features_archive/ethics/en/.

150 Ibid.
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Involuntary Isolation's'
The WHO'’s TB and Ethics Guidance states that compelled isolation (and detention) is to be viewed as a
last resort measure, and limited to three “exceptional circumstances” when an individual is:
« “known to be contagious, refuses treatment, and all reasonable measures to ensure adherence
have been attempted and proven unsuccessful”;
« “known to be contagious, has agreed to ambulatory treatment, but lacks the capacity to institute
infection control in the home”; or
«  “highly likely to be contagious (based on symptoms and evidence of epidemiological risk factors)
but refuses to undergo assessment of his/her infectious status”.’s
« The given justification is that TB patients who do not voluntarily undergo diagnosis, or who fail to
adhere to treatment or infection control measures, pose serious risks to public health. The WHO
further states that in rare cases where compulsory isolation is justified, measures must comply
with the procedural limitations set forth in the Siracusa Principles.’™

Nevertheless, compulsory isolation often violates these guidelines. First, it cannot be considered an effec-
tive “last resort”, as it comes at the expense of less-restrictive measures. Community-based treatment mod-
els have proven effective to ensure patients complete treatment, while also preventing the spread of TB,
when compared to more traditional hospital-based care.’# This has been deomonstrated in South Africa,’
which has the second highest incidence of TB cases in the world, the highest rate of MDR-TB in Africa, and
the fourth highest prevalence of HIV/AIDS."¢ Additionally, more attention is needed to support access and
adherence to treatment in the first place. For example, the severe side effects of MDR-TB drugs can pose
problems: “Many adults default with their treatment, after which the TB germ develops resistance to the
routine antibiotics with which we treat the condition. They then infect their children with MDR (TB)."'s?

Second, compulsory isolation measures are often ineffective in containing TB. South Africa requires the
isolation of MDR-TB and XDR-TB patients in specialist provincial hospitals for a minimum of six months.
In some cases patients are held as long as two years; in others they are released after just six months.
Many TB patients are isolated in sub-standard conditions that violate their basic constitutional rights as
well as South African health legislation.”® According to Amon et al., because no assessment of infectious-
ness is ever made, these patients lack access to the drugs they need, “resulting in almost universal mor-
tality.”’s° In addition, given the size of the epidemic, hospital space and cost constraints make a blanket
policy of isolation impractical.’®

The Open Society Foundations notes that Kenya is also investing limited anti-TB resources in building
expensive isolation facilities. Despite the WHO’s guidance that “reasonable social supports” be provided
to isolated patients and their families, in practice this may not take place. In Kenya, South Africa and else-

151

Involuntary measures are those undertaken against the individual’s will. Compulsory measures are also undertaken against the individual’s will and may

also be required by law.
152 WHO, Guidance on ethics of tuberculosis prevention, care and control (2010). http://www.who.int/tb/features_archive/ethics/en/.

153 Boggio A et al., “Limitations on human rights: Are they justifiable to reduce the burden of TB in the era of MDR- and XDR-TB?” Health and Human Rights

10, no. 2 (2008). www.hhrjournal.org/index.php/hhr/article/view/85/169.
154 Howe E, “Is TB a Human Rights Issue?”, Open Society Foundations, Voices, Oct. 4, 2010. www.soros.org/voices/tb-human-rights-issue.

155 Heller T et al., “Community-based treatment for multidrug-resistant tuberculosis in rural KwaZulu-Natal, South Africa,” International Journal of Tuberculo-

sis and Lung Disease 14, no. 4 (2010): 420-26. www.ncbi.nlm.nih.gov/pubmed/20202299.
156 Center for Disease Control and Prevention, “Tuberculosis: DTBE in South Africa.” www.cdc.gov/tb/topic/globaltb/Southafrica.htm.

157 Taylor D, “Children Bear Brunt of South Africa’s Tuberculosis Epidemic”, VOA News (Jul. 19, 2012). www.voanews.com/content/children-bear-brunt-of-tu-

berculosis-epidemic/1213097.html.
158 AIDS Law Project, Protecting Public Health and Human Rights in the Response to TB in South Africa: State and Individual Responsibilities (2009).

159 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
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where, TB patients who are isolated may be required to leave their jobs and their families, depriving their
dependents of support and increasing their vulnerability to TB. In many cases, compulsory isolation sim-
ply “fails to protect the rights of individuals, fuels stigma and discrimination, potentially worsens health
status, and is deemed unnecessary from a public health standpoint.”®

Involuntary Detention

According to the WHO TB and Ethics Guidance, the three “exceptional circumstances” described above—
which determine whether involuntary isolation is ever justified—apply equally to involuntary detention.
Similarly, the five Siracusa criteria set forth the applicable safeguards for implementing involuntary deten-
tion. The justification often given is that involuntary detention is justified to protect “both the human right
to health and health as a public goods,” particularly in the face of high TB, MDR-TB and XDR-TB rates.
Involuntary detention, however, has not been proven to be an effective TB treatment and prevention mech-
anism. It can deter sick individuals from seeking diagnosis. Additionally, it does not prevent the spread

of disease: because of the delay between diagnosis and admission to a facility, widespread infection may
have already occurred. Poor hygiene and living standards at confinement facilities themselves can further
spread infection to healthcare workers and visitors, which in turn can spread the infection to families and
communities.' Lastly, drug-resistant TB has shown to be no more infectious than drug-susceptible TB, so
more extreme measures are not justified for drug-resistant, including XDR-TB, patients.

The 2007 WHO Guidance on human rights and involuntary detention for xdr-tb control states that govern-
ments should make prevention and access to accurate diagnosis and high-quality treatment high priori-
ties. Involuntary treatment or compulsory detention may be used to prevent or treat XDR-TB cases only

as a last resort, only when all voluntary measures have failed or have been insufficient, and only when all
criteria of the Siracusa Principles have been met.’® However, involuntary detention often does not comply
with applicable human rights principles in practice. According to Sacco et al.:

... [Plersons with TB are detained even when they are capable of adhering to infection control regi-
mens and to treatment.... Treatment in the community has been shown to be a more effective and
less rights-violating alternative to detention of people with TB, who in any case have an absolute right
to freedom from ill-treatment in confinement and to due process to challenge their confinement.’®s

Additionally, while involuntary confinement in theory should only limit one right—a patient’s freedom of
movement—it has the potential to and often does limit many other rights, including a patient’s right to
dignity if the health facility conditions are substandard, right to work if they lose their job while involuntary
confined, right to raise a family if they are forcibly separated from young children and have no alternative
caregiver, and right to housing if they lose their homes as a result of confinement.

South Africa demonstrates an evolving approach to detention as a means of addressing TB. Until recently,
TB patients who entered the public health system faced the risk of incarceration, whereas those who could
afford private sector healthcare could be treated at home. As an outgrowth of HIV advocacy, and due in

161 Open Society Foundations, Ford Foundation and UNDP, Factsheet on Human Rights, HIV, TB and Malaria (2011). www.undp.org/content/undp/en/
home/librarypage/hiv-aids/factsheet_human_rightshivtbandmalaria.html.

162 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.

163 Ibid.

164 WHO, Guidance on human rights and involuntary detention for xdr-tb control (2007). www.who.int/tb/features_archive/involuntary_treatment/en/index.
html.

165 Sacco S, Maleche A, and Ombati O, “Forcible Isolation of Tuberculosis Patients in Kenyan Jails,” INTERIGHTS Bulletin 16, no. 4 (2011): 195-200. Www.
interights.org/document/198/index.html
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part to the high co-infection of HIV and TB in South Africa, South Africa’s National Strategic Plan (NSP)
now includes TB in its goals and strategic objectives.166 It recognizes human rights violations against TB
patients and outlines strong commitments to protect their rights and to move towards community-based
care.”” Specifically, it calls for the development and implementation of “a national policy that permits the
detention of patients with drug-resistant TB only when necessary and under conditions consistent with
international good practice.”'¢®

Given evidence of the effectiveness and scalability of community-based delivery models in resource-con-
strained settings, involuntary detention could rarely be considered the least restrictive means available—
particularly if less restrictive means have not been applied. Moreover, involuntary detention is often
applied in an arbitrary and discriminatory manner based on the ability to pay for health care. According to
Amon et al., “[t]he ability to pay for health care is not a rational basis for deciding who should be deprived
of liberty and who should not.”%

Failure to Address Stigmatization and Discrimination

People with TB often face profound stigma and discrimination.” They can face social rejection by family,
friends and community members, expulsion from school, reduced income and loss of employment.171 A
recent analysis of TB stigma literature notes:

TB stigma has a more significant impact on women and poor or less-educated community mem-
bers, which is especially concerning given that these groups are often at higher risk for health dispari-
ties. TB stigma may, therefore, worsen preexisting gender- and class-based health disparities.””

The WHO notes that patients may go to great lengths to escape stigma and isolation, “lengths that may
prolong both their own suffering and the length of time they remain infectious.””* Infected individuals may
hide their TB status from their families; at the same time, families may conceal TB-related death causes
from the larger community.”7+ TB stigma has been identified as a barrier to timely TB screening, diagnosis,
care-seeking and adherence to and completion of treatment:

Individuals with TB-like symptoms may first attempt to see private physicians so as to avoid TB
stigma. Because private clinics typically have longer waits for appointments, this may translate to
diagnostic delay and increased financial costs for patients.”’s

Once treatment has begun, TB patients may fear being identified and drop out of treatment programs.
TB related stigma and discrimination make people more afraid to learn their status, disclose their status

166 UNAIDS, UNAIDS guidance for partnerships with civil society, including people living with HIV and key population, UNAIDS Guidance Note (2011): 8. www.
unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2012/)C2236_guidance_partnership_civilsociety_en.pdf; UNAIDS, South Afri-
ca launches its new National Strategic Plan on HIV, STIs and TB, 2012-2016 (Dec 20, 2011). www.unaids.org/en/resources /presscentre/featurestories/2011/
december/20111220sansp/.

167 South African Department of Health, National Strategic Plan on HIV, STIs, and TB 2012-2016 (SANAC, 2011): 14. www.doh.gov.za/docs/stratdocs/2012/

NSPfull.pdf
168 Ibid.

169 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.

170 TARGETS TB, “Launch of the TB Anti-Stigma Toolkit.” http://targets.Ishtm.ac.uk/tb_news.php.

171 WHO, Guidelines for social mobilization: A human rights approach to TB (2001). www.who.int/hhr/information/A%20Human%z20Rights%20Approach%20
to%20Tuberculosis.pdf.

172 Courtwright A and Turner AN, “Tuberculosis and Stigmatization: Pathways and Interventions,” Public Health Reports 125, Suppl 4 (2010):34-42

173 Stop TB Partnership, “TB and Human Rights Task Force.” www.stoptb.org/global/hrtf/.

174 Courtwright A and Turner AN, “Tuberculosis and Stigmatization: Pathways and Interventions,” Public Health Reports 125, Suppl 4 (2010):34-42

175 Ibid.
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to others, to seek care and to adhere to treatment. This increases their vulnerability, suffering and loss of
other human rights. People with TB are also more likely to suffer from discriminatory measures that per-
petuate stigma and exclusion. For example, in one district in Ghana, people with TB are prohibited from
selling goods in public markets or attending community events. While the right to nondiscrimination is an
immediately enforceable obligation under international human rights law, in practice there are few domes-
tic laws prohibiting discrimination on the basis of TB or suspected TB status.

Societal, institutional and legal stigmatization of TB violates the human rights of individuals with TB while
also impeding larger efforts at prevention and control.”® The Committee on Economic, Social and Cultural
Rights notes that “[n]on-discrimination and equality are fundamental components of international human
rights law” and essential to the exercise of the right to health.””” State parties to the ICESCR are therefore
obligated to take all appropriate measures to eliminate discrimination against people on the basis of

TB status. Direct measures include reform of laws and policies that discriminate against people on the
basis of TB status. An example might include legislation requiring people showing active TB symptoms to
enter hospitals, where they risk exposing others and being exposed to drug resistant forms of the dis-
ease.””® Indirect measures focus on the conditions and attitudes contributing to discrimination, including
by private individuals and entities. Education and information play an important role: this approach has
been well-documented to reduce the stigma attached to HIV and to mobilize government and community
resources in efforts to combat the disease.””

What are current interventions and practices
in the area of TB?

The interventions, practices, programs and policies outlined below all strive to end the HIV epidemic and
support people living with TB to live lives with dignity. Some of the interventions and practices focus on
the biomedical response to TB including recommended treatments, whereas others and policies focus on
vulnerable groups and human rights issue areas.

Universal Access to Treatment as Prevention
Quality Assured Diagnostics
A sputum smear microscopy test is the most widely used method to detect TB. However, this test has low
sensitivity, especially in HIV-positive individuals and children, and is unable to determine drug-resistance.
TB can also be diagnosed with culture methods or rapid molecular tests in countries with more developed
laboratory capacity.’® A new rapid, fully automated test called the Xpert MTB/RIF test provides a highly
accurate diagnosis that identifies the presence of TB and drug-resistant TB. The new test is not as suscep-
tible to human error and allows people to be offered proper treatment immediately.”

Drug Susceptibility Testing
Drug resistant TB diagnosis depends on the slow process of bacterial culture and drug susceptibility
testing. Drug resistant TB patients may be inappropriately treated during this slow diagnostic process, and

176 Ibid.

177 UN Committee on Economic, Social and Cultural Rights, General Comment No. 20: Non-Discrimination in Economic, Social and Cultural Rights, E/C.12/
GC/20, Art. 2, para. 2 (July 2, 2009). wwwz2.ohchr.org/english/bodies/cescr/comments.htm.

178 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.

179 Open Society Foundations, Ford Foundation and UNDP, Factsheet on Human Rights, HIV, TB and Malaria (2011). www.undp.org/content/undp/en/
home/librarypage/hiv-aids /factsheet_human_rightshivtbandmalaria.html. See also Chapter 2.

180 WHO, Tuberculosis, Fact sheet no. 104 (2013). http://www.who.int/tb/publications/global_report/2010/en/.

181 WHO, Tuberculosis: Diagnostics: Xpert MTB/RIF Test, Fact Sheet (May 2011). www.who.int/tb/features_archive/factsheet_xpert_may2011update.pdf.
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drug-resistant strains and resistance may continue to spread during this time.’® Lack of diagnostic capaci-
ty is a critical barrier to effect TB treatment.’®

TB Prevention or Prophylaxis
People with latent TB should benefit from interventions to prevent progression to active disease, including
isoniazid preventive therapy.’® This is true even for patients who live in resource-constrained settings.

Adherence Support

Adherence support refers to medical, social and economic initiatives to help patients follow and benefit
from TB treatment and care. According to Partners In Health, it “specifically targets TB patients who face
barriers to accessing care: the elderly, pregnant women, geographically isolated patients, and patients
who suffer from socio-economic problems such as poverty and alcoholism”.”® Examples include provid-
ing travel vouchers or transportation to health care facilities, food packages, peer support, education and
follow-up, and engaging community health workers to accompany patients as they access health care.’*¢
These initiatives help ensure continuity of care and increase patients’ chances for complete recovery.

HIV Screening and Treatment

As part of its policy guidelines on collaborative TB-HIV activities, the WHO recommends offering routine
HIV testing to patients with presumptive or diagnosed TB, as well as to their partners and family mem-
bers.”®” As the Global Fund notes:

Early diagnosis among people living with HIV is challenging but vital. Prevention, diagnosis and treatment
of TB should be integrated or coordinated to meet the needs of patients with HIV, Hepatitis C, diabetes,
those on opiate substitution therapy and other common co-morbidities. Integrating and coordinating ser-
vices facilitates adherence and ensures patients are not forced to choose between needed therapies.”®®

Examples of a collaborative approach include HIV counseling and testing, the use of antiretroviral therapy
in TB-HIV patients and isoniazid preventative therapy to reduce TB risk among HIV patients. These mea-
sures require strong links with the HIV community.

Harm Reduction Measures

Ensuring access to harm reduction measures is an effective approach to reducing vulnerability to TB,
particularly among people who use drugs and prisoners. “Harm reduction” refers to policies, programs,
and practices aimed at reducing drug-related risks and harms, rather than on reducing and punishing drug
use.’® Examples include needle and syringe programs, safe injection facilities, opioid substitution thera-
py, overdose prevention, outreach and education and decriminalization of people who use drugs. Harm
reduction strategies form a part of States’ human rights obligations.'® They are recommended by the

182 |bid.

183 WHO, “TB diagnostics and laboratory strengthening.” www.who.int/tb/laboratory.

184 WHO, Global Tuberculosis Report 2012 (2012): 44. www.who.int/tb/publications/global_report.

185 Partners In Health, “Pavlodar: Adopting the Accompaniment Model of TB Care” (Dec. 17, 2010). www.pih.org/news /entry/pavlodar-adopting-the-accom-
paniment-model-of-tb-care/; Partners In Health, “Accompaniment Model Informs Global Response to Shortage of Health Workers” (April 1, 2007). www.
pih.org/blog/pih-model-for-accompaniment-informs-global-response-to-shortage-of-hea/.

186 WHO, Global Tuberculosis Control 2012 (2012): 44. www.who.int/tb/publications/global_report.

187 WHO, WHO policy on collaborative TB/HIV activities: guidelines for national programmes and other stakeholders (2012). http://www.who.int/tb/publica-
tions/2012/tb_hiv_policy_9789241503006/en/.

188 Global Fund to Fights AIDS, Tuberculosis and Malaria [Global Fund], Global Fund Information Note: TB and Human Rights (2011). http://goo.gl/vyb6Z.

189 Open Society Foundations, “Harm Reduction.” www.soros.org/topics/harm-reduction.

190 UN General Assembly, Report of the Special Rapporteur on torture and other cruel, inhuman or degrading treatment or punishment, A|[HRC/22/53 (Feb. 1,
2013). www.ohchr.org/Documents/HRBodies/HRCouncil/RegularSession/Session22 /A.HRC.22.53_English.pdf.
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WHO in its Policy Guidelines for Collaborative TB and HIV Services for Injecting and Other Drug Users.191
Specific recommendations include treatment adherence programs, continuity and communication across
all health care access points, and provision of the same services to drug users as provided to the general
civilian population.'* For more information on harm reduction and human rights, please see Chapter 4.

Palliative Care

Providing home-based palliative care for TB and related comorbidities is a necessary complement to effec-
tive, rights-respecting TB treatment and care.193 Palliative care is “seeks to improve the quality of life of
patients diagnosed with life-threatening illnesses through prevention and relief of suffering” and address-
es the psychosocial, legal and spiritual aspects associated with life-threatening illnesses. Palliative care
measures in the context of TB include pain control, relief of TB symptoms and drug side effects, nutritional
support, ongoing psychosocial support and end-of-life care. Palliative care services can promote the health
and improve the lives of people with TB by implementing effective infection-control in the home and in-pa-
tient settings, intensifying case finding and referral to treatment, providing effective treatment support,
among other benefits.’4 For more information on palliative care and human rights, please see Chapter s.

Models of Delivery
Point of Care Diagnostics and Treatment
There is an overemphasis on clinical interventions for Vulnerable and at risk groups, including harmful
detention and in-patient hospitalization of patients with drug resistant TB. This is despite limited evidence
of the effectiveness of this approach, and ample evidence of the effectiveness of ambulatory and commu-
nity-based models of service delivery. More attention is needed to providing individuals with quality treat-
ment and care where they live and where they work. Point-of-care diagnostics and treatment are needed to
reach vulnerable populations where they work, such as mines and garment factories, and where they seek
care, such as maternal-child health clinics and general practitioners’ offices.’»

Community-Based Care

The WHO recommends that “community-based care should always be considered before isolation or de-
tention is contemplated. Countries and TB programmes should put in place services and support structures
to ensure that community-based care is as widely available as possible.” % Community-based care can help
reach vulnerable groups by reducing the costs associated economic and social costs associated with seeking
continued access to care.'”” Sacco et al. note that community-based care is generally the appropriate meth-
od of treatment for all forms of TB.'%® For example, Lesotho has provided free, community-based treatment
for TB since 1991. In 2007, PIH launched Lesotho’s first MDR-TB treatment program, using paid, trained
community health workers to help deliver medication, support, counseling to families, and accompaniment
to hospitals for very ill patients. This program is coupled with the training of “expert patients” to act as role
models, the refurbishing the national TB laboratory, and the converting a former leprosy clinic into a new

191 WHO, WHO policy on collaborative TB/HIV activities: guidelines for national programmes and other stakeholders (2012). http://www.who.int/tb/publica-
tions/2012/tb_hiv_policy_9789241503006/en/.

192 WHO, Policy Guidelines for Collaborative TB and HIV Services for Injecting and Other Drug Users: An Integrated Approach (2008). http://whqlibdoc.who.int/
publications/2008/9789241596930_eng.pdf

193 WHO, Global Tuberculosis Control 2012 (2012): 44. www.who.int/tb/publications/global_report.

194 Hospice Palliative Care Association of South Africa, Guidelines for Providing Palliative Care to Patients with Tuberculosis (2011). www.hospicepalliativecaresa.
co.za/pdf/patientcare/TB_Guidelines_2011.PDF.

195 Keshavjee S, “Let’s Learn From HIV Activists How to Achieve Zero Tuberculosis Deaths”, Huffington Post, Jul. 25, 2012, www.huffingtonpost.com/sal-
maan-keshavjee/tb-hiv-patients-awareness_b_1700450.html.

196 Sacco S, Maleche A, and Ombati O, “Forcible Isolation of Tuberculosis Patients in Kenyan Jails,” INTERIGHTS Bulletin 16, no. 4 (2011): 195-200. www.
interights.org/document/198/index.html.

197 Global Fund, Global Fund Information Note: TB and Human Rights (2011). http://goo.gl/vyb6Z.

198 Sacco S, Maleche A, and Ombati O, “Forcible Isolation of Tuberculosis Patients in Kenyan Jails,” INTERIGHTS Bulletin 16, no. 4 (2011): 195-200. www.
interights.org/document/198/index.html.
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MDR-TB hospital.® The effectiveness of community-based models has also been demonstrated in Latvia,
Estonia, Georgia, Peru, the Philippines, Nepal, and the Russian Federation.>°

Health Literacy and Reduction of Stigma and Discrimination
Reducing the stigma and discrimination associated with TB are an essential component of reducing
vulnerability to the disease. This has been widely documented as effective with respect to similarly stigma-
tized diseases which implicate people’s human rights, including HIV. Examples of relevant efforts include
education and outreach to improve health literacy about the disease and prevention and training health
care workers and providers about “non-discrimination, informed consent, confidentiality and duty to
treat”.2>" Other measures include legal and policy reform to eliminate all forms of discrimination against
people living with and affected by TB.

Empowering Patients and Communities
The empowerment of the most vulnerable groups is a priority, including women and children. This requires
the participation, engagement and mobilization of the entire community. The Global Fund notes that “Pa-
tients and communities play an integral role in TB treatment literacy, social support, advocacy, communica-
tion and social mobilization. TB cannot be adequately addressed without meaningfully involving those most
affected in the planning and implementation of policies and programs that impact them.”2°

Social Protection
Income-Generating Activities
Interventions that reduce poverty and malnutrition among vulnerability and marginalized populations
can help to reduce their high TB burden. A number of social protection interventions have been shown to
improve health, education and nutrition in different settings in Latin America and South Africa. Examples
include direct transfers of food or money to vulnerable households and increased access to microfinancing
opportunities. Sometimes these schemes have been conditioned on behavioral requirements related to
improving the success of the intervention, or directly related to improving health, such as sending children
to school, participating in health literacy trainings, or accessing health are. The benefits of such activities
could include improving the socioeconomic circumstances of people affected by TB and reducing financial
barriers to diagnosis, treatment and care.>

Urban Regeneration

Many of the factors which increase vulnerability to TB at both the individual and population level are
associated with urbanization—substandard housing, overcrowding, economic and legal insecurity and
inadequate health facilities. Urban regeneration and slum upgrading schemes could reduce vulnerability to
TB by directly affecting the physical environments in which people experience disease as well as increasing
living standards by ensuring access to health services, schools and employment.zo+

199 Partners In Health, “Pavlodar: Adopting the Accompaniment Model of TB Care” (2010). http://www.pih.org/blog/pavlodar-adopting-the-accompani-
ment-model-of-tb-care; Partners In Health, “Accompaniment Model Informs Global Response to Shortage of Health Workers” (2007). http://www.pih.
org/blog/pih-model-for-accompaniment-informs-global-response-to-shortage-of-hea.

200 Amon J, Girard F, and Keshavjee S, “Limitations on human rights in the context of drug-resistant tuberculosis: A reply to Boggio et al.,” Health and Hu-
man Rights (Oct. 7, 2009) [“A reply to Boggio et al.”]. www.hhrjournal.org/blog/perspectives/limitations-tb/.

201 Global Fund, Global Fund Information Note: TB and Human Rights (2011). http://goo.gl/vyb6Z.

202 |bid.

203 Hargreaves et al., “The Social Determinants of Tuberculosis: From Evidence to Action,” American Journal of Public Health 101, no. 4 (2011): 654—662.
www.ncbi.nlm.nih.gov/pmc/articles/PMC3052350/.
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Legal Assistance and Advocacy
Legal Assistance
Legal assistance can assist people affected by TB claim their economic, social, cultural, political and civil
rights. Providing patients with representation can help them access care, combat discrimination and chal-
lenge measures which unjustifiably restrict their substantive and due process rights to liberty and freedom
of movement. For example, recent litigation in South Africa’s Constitutional Court has successfully held
prison authorities accountable for failure to prevent and treat TB in prisons. This work was supported by
Section 27, the former AIDS Law Project, and is a successful example of legal advocacy to promote and
enforce the rights of TB patients under constitutional law and human rights principles. For more informa-
tion, see below: “Example s5: Litigating for prisoners exposed to TB in South African prisons.”2%

Criminal Justice Reform

Reforming the criminal justice system can be a cost-effective method of reducing TB and HIV transmis-
sion, given its role in fueling the spread of TB. Poor resourcing and management of prisons, and poor
judicial and correctional processing of individuals, contribute to overcrowding and substandard condi-
tions. According to Todrys and Amon, examples of reform include reducing arbitrary pretrial detention,
large-scale prisoner releases, reforming bail guidelines, expanding community service and parole pro-
grams, increasing judges, and improving access to legal representation.>°® Moreover, the severity of law
enforcement does not meaningfully reduce the prevalence of drug use and fuels the HIV and TB epidem-
ics.207 Criminalization deters drug users from seeking prevention and care services and pushes them into
environments where the risk of infectious disease transmission and other harms are increased.?*® Drug
policy that results in criminalization, arbitrary detention, and over-incarceration of drug users needs to be
reoriented to consider its health and rights implications.

Health Systems Strengthening
Strengthening the facilities and systems in which people access health services is an essential compo-
nent of the response to TB control. As the Global Fund notes, “Poor quality of care hampers global TB
control efforts. Inadequate training and supervision of health workers, inconsistent drug supplies, inad-
equate diagnostic tests and limited resources inhibit early detection and appropriate treatment resulting
in increased transmission and poor health outcomes. By tailoring services to meet the needs of patients
and communities, a human rights focus will improve service delivery, ensure that resources used match
community priorities and provide evidence that can be used to mobilize additional resources.”** Relevant
aspects of the health care system to be strengthened include health policy and regulation, mobilization
and allocation of financial and human resources, improved laboratory capacity for diagnosis and detection
of drug sensitivity, management and delivery of health services, management of medicines and medical
technology, and data and information management.>°

205 See Lee v. Minister for Correctional Services, Constitutional Court of South Africa, Case CCT 20/12 [2012] ZACC 30. www.saflii.org/za/cases/ZACC/2012/30.
html. See also the nongovernmental organization, Section 27, www.section27.org.za.

206 Todrys K and Amon |, “Criminal Justice Reform as HIV and TB Prevention in African Prisons,” PLoS Medicine 9, no. 5 (2012). www.plosmedicine.org/
article/info%3Adoi%2F10.1371%2Fjournal.pmed.1001215.

207 International Center for Science in Drug Policy, The Vienna Declaration, www.viennadeclaration.com.

208 International Center for Science in Drug Policy et al., The Vienna Declaration: Leading the way to illicit drug policies based on evidence, not ideology (2010).
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Tuberculosis

2. WHICH ARE THE MOST RELEVANT
INTERNATIONAL AND REGIONAL HUMAN
RIGHTS STANDARDS RELATED TO TB?

How to read the tables

Tables A and B provide an overview of relevant international and regional human rights instruments. They
provide a quick reference to the rights instruments and refer you to the relevant articles of each listed hu-
man right or fundamental freedom that will be addressed in this chapter.

From Table 1 on, each table is dedicated to examining a human right or fundamental freedom in detail as it
applies to TB. The tables are organized as follows:

Human right or fundamental freedom

Examples of Human Rights