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Abstract

The global tuberculosis (TB) response has undergone a transformation in recent years. Calls for a
paradigm shift have inspired a new focus on the importance of communities, human rights, and gender
in the response. This focus has led to new approaches and innovative tools to fight an age-old disease that
still affects millions each year. Notable among these tools is the Stop TB Partnership’s community, rights,
and gender (CRG) assessment. TB civil society and community groups, in partnership with national TB
programs and others, have conducted the CRG assessment in 20 countries across four regions. Using the
normative right to health framework, this article analyzes the evidence base generated by this assessment
to understand the communities, legal environments, and gender dynamics at the heart of the epidemic.
It describes an array of issues revealed by the assessment findings, including limited access to health
services, disease-based discrimination, lack of privacy protections, and the impact of patriarchal norms
on women affected by TB. Finally, this article considers how to strengthen the CRG assessment and
how countries affected by TB and their donors and technical partners can leverage its findings in line
with the Sustainable Development Goals and the political declaration from the first-ever United Nations

High-Level Meeting on Tuberculosis.
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Introduction

The response to the global tuberculosis (TB) epi-
demic has undergone a transformation in recent
years. Calls for a paradigm shift have inspired a
new focus on the importance of communities, hu-
man rights, and gender in the response.’ This focus
has led to new approaches and innovative tools to
fight an age-old disease. Notable among these is the
community, rights, and gender (CRG) assessment
developed by the Stop TB Partnership (STP), the
United Nations (UN) global partnership to end
TB.> Others include the Global Fund’s Breaking
Down Barriers initiative and STP’s TB Stigma
and Onelmpact Community-Led
Monitoring Framework

The CRG assessment is a qualitative research
tool that prioritizes the experiences and partici-
pation of communities affected by TB, including
TB key and vulnerable populations. TB key and
vulnerable populations are groups at higher risk for
TB or that lack access to health services due to bio-
logical, behavioral, social, or structural factors. The
CRG assessment also interrogates and highlights
the significance of human rights, law, and gender in
the TB response. TB civil society and community
groups, in partnership with national TB programs
and others, have conducted the CRG assessment in
20 countries across four regions.

Assessment

This article’s overall aim is to examine the ev-
idence generated by the CRG assessment to better
understand the communities, legal environments,
and gender dynamics at the heart of the TB ep-
idemic. The article first describes the context and
background of the global TB epidemic and response,
highlights the recent emergence of the community;,
human rights, and gender focus, and explains the
CRG assessment tool. The article then sets forth the
methodology for the analysis of the CRG assess-
ments findings. Next, it uses the normative right to
health framework to analyze the assessment find-
ings from 20 countries, identifying and describing
an array of issues and common challenges. Finally,
this article considers how to strengthen the CRG
assessment and how countries affected by TB and
their donors and technical partners can leverage its
findings to end TB by 2030 in line with the politi-

cal declaration from the first-ever UN High-Level
Meeting on Tuberculosis and other global plans.

Context and background

TB is both preventable and curable. Nevertheless,
it is one of the leading causes of death worldwide.*
In 2020, about 10 million people fell ill with TB and
more than 1.5 million died—more than 4,000 people
a day (1.3 million deaths were among HIV-negative
people; 214,000 deaths were among HIV-positive
people)s More than four million people who got
sick with TB—more than 40% of the 2020 disease
incidence—were “missed,” meaning national TB
programs did not identify them.® Though some of
these “missing millions” may obtain testing and
treatment in the private sector, many are undiag-
nosed and untreated. People with active TB who
go undiagnosed and untreated contribute to the
further spread of the disease.

The global TB burden is distributed unevenly
around the world. Almost 70% of all people who fell
ill with TB in 2020 were in the World Health Orga-
nization (WHO) regions of South-East Asia (43%)
and Africa (25%)7 Within countries, including
wealthy nations with low incidence rates, often the
most vulnerable, such as the homeless, migrants,
and racial and ethnic minorities, are at higher risk
for TB than others.®

The COVID-19 pandemic has had a devas-
tating impact on the TB response. In May 2020,
a consortium of researchers led by STP estimated
that COVID-19 lockdowns and their subsequent re-
coveries could lead to an additional 1.4 million TB
deaths between 2020 and 2025. In March 2021, STP
reported that TB detection and treatment enroll-
ment numbers in nine countries that account for
60% of the global TB burden had fallen during the
pandemic in 2020 to levels not seen since 2008—a
loss of 12 years of progress.” In its 2021 Global Tu-
berculosis Report, WHO reported that although the
global disease incidence remained about the same
as in 2019, there was an alarming drop in 2020 in
the number of people who were newly diagnosed
with TB and registered in their health systems—
from 7.1 million in 2019 to 5.8 million in 2020."
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This means that, compared with 2019, more than
a million people who got sick with TB last year
likely went undiagnosed, an 18% decline back eight
years to the level in 2012.” WHO also reported an
increase in TB deaths from 2019 to 2020 for the first
time in 15 years, declining back four years to the
level of deaths in 2017.3

Global plans and targets to end TB

The Sustainable Development Goals (SDGs),
WHO’s End TB Strategy and Moscow Declaration
to End TB, and the STP Global Plan to End TB
establish global milestones, targets, and commit-
ments to end the TB epidemic.” The Global Plan
to End TB, for example, calls for a “paradigm shift”
and sets three people-centered targets: reach at
least 9o% of all people who need TB treatment and
prevention, reach at least 9o% of people in TB key
and vulnerable populations, and achieve at least
90% of treatment success among people diagnosed
with TB or those eligible for preventive therapy.”

In 2018, the UN General Assembly held the
first-ever high-level meeting on TB. The meeting
produced a political declaration by which heads of
UN member states committed to a set of ambitious
targets to end TB by 2030.° In accordance with
the SDGs, the political declaration from the UN
High-Level Meeting on Tuberculosis sets a global
target to successfully treat 40 million people with
TB by 2022.7 The declaration also commits coun-
tries to prioritize communities, human rights, and
gender in their national disease responses. Among
other things, countries pledged to protect and
promote the right to health and access to afford-
able medicines, support an end to TB stigma and
discrimination, enhance psychosocial support for
people affected by TB, facilitate the meaningful
participation of TB key and vulnerable populations,
strengthen gender equality, and ensure multisec-
toral collaboration and accountability in their
disease responses.’

Methodology

This article employs the normative right to health
framework to analyze the findings of the 20 CRG
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assessments listed below in Table 1.

The CRG assessment

STP began developing the CRG assessment in 2015
through a series of global workshops involving
people affected by TB, technical experts, and rep-
resentatives of civil society groups and national TB
programs. The CRG assessment is one component
in a suite of initiatives at STP promoting commu-
nity, human rights, and gender in the TB response.
These include the Onelmpact Community-Led
Monitoring Framework, the Onelmpact mobile
application that collects real-time data on human
rights violations and barriers to TB services, and
the Challenge Facility for Civil Society, a small
grants mechanism that supports TB civil society
and community groups.”

The CRG assessment is a multistakeholder
participatory process comprising four primary
stages: (1) inception, adaptation of the assessment
protocol, and secondary data collection; (2) train-
ing and primary data collection; (3) data analysis,
validation, and report writing; and (4) dissemi-
nation and action planning.** Civil society and
community groups lead the process with support
from STP and technical experts. In each country,
the CRG assessment is sanctioned and supported
by the national TB program, and researchers ob-
tain ethical clearances when necessary, according
to national standards. The geographic scope of the
assessment is typically national, with a further fo-
cus on important subnational jurisdictions, such as
large cities or states or jurisdictions with high rates
of TB.

Secondary data collection in the CRG as-
sessment involves a desk review of public health
and social science literature and legal and policy
research. Primary data collection comprises qual-
itative research methods, including interviews,
focus group discussions, and surveys.

The CRG assessment integrates three previ-
ously separate tools: the Data for Action Framework
for Tuberculosis Key, Vulnerable and Underserved
Populations; the Gender Assessment Tool for
National HIV and TB Responses; and the Tuber-
culosis Legal Environment Assessment. Of the 20
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countries considered in this article, 14 conducted
the integrated CRG assessment and six employed
the separate tools. Table 1 lists the countries, the
tools that each country implemented, and the name
of the implementing organizations. The United
States Agency for International Development and
the Global Fund provided financial support for the
20 assessments.

Right to health framework

The UN High Commissioner for Human Rights
has emphasized the role of the right to health
framework in “aligning law and policy with human
rights, operationalizing the pledge to leave no one
behind, [and promoting] accountability and par-
ticipation” to achieve the health-related SDGs.* The
content of the right to health framework derives
from article 12 of the International Covenant on
Economic, Social and Cultural Rights and General
Comment 14 of the Committee on Economic, Social
and Cultural Rights, the body that monitors states’
implementation of the covenant.> The mandate of
the UN Special Rapporteur on the right of everyone
to the enjoyment of the highest attainable standard
of physical and mental health also produces reports
and other materials that contribute to the norma-
tive development of the right to health framework.>

Scholars, international institutions, and civil

society and community groups have also contrib-
uted to the conceptual development of a human
rights-based approach to TB, applying and ex-
tending the right to health framework established
in international law. In 2000, STP, then hosted by
WHO, identified “establish[ing] TB as a human
rights issue” as the number one challenge for the
following year and released a normative guidance
on a rights-based approach to the disease.>* In the
years that followed, scholars and physicians fur-
ther examined and debated human rights’ role in
the TB response.” In 2016, this journal published
a special section on TB and the right to health in
which scholars considered access to new drugs
for multidrug-resistant TB, the imprisonment of
people with TB, and TB in vulnerable populations,
among other issues.?® In 2019, TBpeople, a global
group of people affected by TB, released the Decla-
ration of the Rights of People Affected by TB with
support from STP. In 2020, the Global Coalition
of TB Activists, in partnership with the North-
western Pritzker School of Law and STP, published
a technical brief for policy makers and program
implementers entitled Activating a Human Rights-
Based Tuberculosis Response.*®

This article relies on seven dimensions of
the right to health framework: (1) availability,
accessibility, acceptability, and quality (AAAQ);

TABLE 1. Regions, countries, implementing organizations, and years of the 20 CRG assessments

Africa

Eastern Europe and Central Asia

1. Benin (IA 2020), COBCUS

2. Cameroon (IA 2020), FIS Cameroon

3. Democratic Republic of the Congo (IA 2018), Club des Amis Damien
4. Kenya (GA 2018, KVP 2018, LEA 2018), KELIN

5. Mozambique (IA 2020), AMIMO

6. Niger (IA 2020), SongES Niger

7. Nigeria (GA 2019, KVP 2019, LEA 2018), Communication for

Rights Clinic
8. South Africa (IA 2019), TB HIV Care
9. Tanzania (GA 2019, KVP 2018, LEA 2017), EANNASO

Development Centre, University of Chicago Law School International Human

13. Georgia (IA 2020), New Vector, PAS Center

14. Kazakhstan (IA 2020), Kazakh Union of People Living with
HIV, PAS Center

15. Kyrgyzstan (GA 2016, LEA 2016), Samanta Sokolowski, Nonna
Turusbekova

16. Tajikistan (IA 2020), Gender and Development, Canadian HIV/
AIDS Legal Network

17. Ukraine (GA 2018, KVP 2018, LEA 2018), Alliance for Public
Health, Stop TB Partnership, UN Development Program

South Asia

Southeast Asia

10. Bangladesh (IA 2018), BRAC
11. India (GA 2018, KVP 2018, LEA 2018), REACH
12. Pakistan (IA 2018), APLHIV Pakistan

18. Cambodia (GA 2017, KVP 2017), KHANA
19. Indonesia (IA 2020), Spiritia Foundation
20. Philippines (IA 2019), ACHIEVE

Note: IA = integrated CRG assessment; GA = gender assessment tool for national HIV and TB responses; KVP = data for action framework for
tuberculosis key, vulnerable, and underserved populations; LEA = tuberculosis legal environment assessment. The years refer to the year each
country report was published. The names in italics are of the organizations or individuals that conducted the assessments.
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(2) nondiscrimination and equal treatment; (3)
health-related freedoms; (4) gender perspective; (5)
vulnerable and marginalized groups; (6) participa-
tion; and (7) remedies and accountability.

The rights enshrined in the International Cov-
enant on Economic, Social and Cultural Rights,
including the right to health, are generally subject
to progressive realization due to states’ resource
constraints.”® This means that states are not legally
bound to immediately realize the right to health in
full. Instead, they must “take steps ... to the maxi-
mum of [their] available resources” to progressively
realize the right to health “by all appropriate means,
including ... the adoption of legislative measures.”°
Notwithstanding the obligation of progressive
realization, the right to health imposes certain obli-
gations on states that are of immediate effect. These
include the obligations to ensure that the right is
enjoyed equally by all without discrimination of
any kind and to take “deliberate, concrete and tar-
geted” steps toward fully realizing the right

The AAAQ dimension of the right to health
framework encompasses the right to physical and
mental health facilities, goods, and services that
are available, accessible, acceptable, and of good
quality. Availability requires that these facilities,
goods, and services be available in “sufficient
quantity” in the country?* Accessibility includes
nondiscrimination and physical, economic, and
information accessibility* Acceptability requires
that health facilities, goods, and services be cultur-
ally appropriate, sensitive to gender and life-cycle
requirements, and respectful of medical ethics, in-
cluding confidentiality?* Quality requires that they
be “scientifically and medically appropriate” and
administered by skilled health workers.

The nondiscrimination and equal treatment
dimension comprises the prohibition against
discrimination in health care and the underlying
determinants of health, and a positive dimension
requiring states “to provide those who do not have
sufficient means with ... health insurance and
health-care facilities.”*

Health-related freedoms include the rights
to privacy, to confidentiality, and to be free from
nonconsensual medical treatment (i.e., the right to
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informed consent), as well as the freedoms of asso-
ciation, assembly, and movement.¥

The gender perspective dimension of the
right to health framework encompasses states’ ob-
ligation to “integrate a gender perspective in their
health-related policies, planning, programmes and
research,” including the disaggregation of health
data according to sex?® This article also includes
the health concerns of transgender persons within
the ambit of the gender perspective

The vulnerable or marginalized groups
dimension comprises states’ obligation to “give
particular attention to all vulnerable or margin-
alized groups” in the process and content of their
public health strategies and action plans and to en-
sure that health workers are “trained to recognize
and respond to the specific needs of vulnerable or
marginalized groups.™®

The participation dimension represents the
right of affected communities to participate “in all
health-related decision-making at the community
[and] national ... levels.™

The remedies and accountability dimension of
the right to health framework embodies the impor-
tance of accountability and effective remedies for
health-related human rights violations, enabled by
courts and nonjudicial mechanisms at the national
and international levels.*

Analysis methodology

This article analyzes the CRG assessment country
reports from the 20 countries listed in Table 1.
The country reports contain the CRG assessment
research findings and recommendations. The civil
society organizations, community groups, and tech-
nical experts that conduct the assessment write the
country reports. National TB programs and other
local stakeholders provide input and review and
validate the findings and recommendations in each
report before its publication. The authors of this arti-
cle were involved in various stages of developing the
CRG assessment, conducting the assessments, and
drafting some of the country reports.

As detailed in Table 1, the country reports were
published between 2018 to 2021 (except Kyrgyzstan,
which was published in 2016). We note that some
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of the relevant circumstances in the countries in-
volved may have changed since their publication.
We also note that the organizations and individuals
who conducted the CRG assessment took varying
approaches in each country, focusing on a range
of issues and concerns. The researchers’ capacities
were also varied and developed over time, as later
assessments benefitted from the knowledge and
experience of earlier efforts.

To conduct our analysis of the CRG assess-
ment findings, we first read each country report in
full. We then focused on the sections containing
the research findings to identify specific issues as-
sociated with the seven dimensions of the right to
health framework. We then used various keyword
searches for each dimension to find relevant infor-
mation throughout the country reports.

We documented our findings with pinpoint
citations to the country reports in 20 tables with
seven columns for the right to health framework
dimensions. We shared these tables with the im-
plementing organizations that wrote the country
reports for their review and validation. All 20 im-
plementing organizations provided input, and we
revised the tables as necessary. We then analyzed
the tables one dimension at a time to identify com-
mon issues in the CRG assessment findings across
the countries. Finally, we listed the common issues
under the corresponding dimensions of the right to
health framework and tallied the number of coun-
tries for which each issue appears in the assessment
findings. The tables and lists of common issues are
available upon request from the authors.

Limitations

This article’s analysis and the CRG assessment tool
are both subject to limitations. Our analysis of the
country reports produced by the CRG assessment
was subject to two limitations. First, a degree of ter-
minological inconsistency in the country reports
weakened the effectiveness of keyword searches in
identifying issues associated with the dimensions
of the right to health framework. Second, four
country reports are written in languages other than
English: Benin (French), Cameroon (French), Niger
(French), and Tajikistan (Russian). We employed a

three-step process to address this limitation. First,
we used Google Translate to translate the entire
document, after which we performed our analysis
in the English translation. Second, we conducted
keyword searches in the original language and then
used Google Translate to translate specific pas-
sages in which the keywords appeared. Third, we
engaged the reports’ authors to discuss or request
translations of specific passages in which keywords
were located or that were of interest based on our
analysis of the English translation.

The CRG assessment tool is subject to four
main limitations. First, although the assessment
generally employed a uniform set of qualitative
research methodologies, as described above, there
was some variance in the methodologies used
among countries. Some assessments relied more
heavily on interviews and focus groups than others,
some conducted informal surveys of stakeholders,
and others focused more heavily on desk research
and analysis. Second, there was also meaningful
variance in the nature of the disciplines and levels
of expertise, training, and education among the
individuals who conducted the assessments and
drafted the country reports. For example, some
researchers and authors were lawyers, while others
were trained in the social sciences without legal ed-
ucation. Third, the 20 CRG assessments as a whole
focused more on certain issues, conceptual frames,
and dimensions of the right to health framework
than others. Among these less considered issues
are directly observed therapy (DOT) for TB, social
protection and psychosocial support for people
affected by TB, the participation of people affected
by TB in the disease response, the availability and
accessibility of remedies and accountability in the
response, and the gender-transformative normative
frame. Finally, while multisectoral engagement was
a feature of the process in all 20 countries, there
were nonetheless varying levels of engagement by
certain stakeholders, such as national TB programs,
TB doctors, and communities affected by TB.

CRG assessment analysis

This section analyzes the CRG assessment findings
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from the 20 countries in line with the seven dimen-
sions of the right to health framework.

Availability, accessibility, acceptability, and
quality

The CRG assessment revealed a variety of AAAQ
challenges and concerns. The stigmatizing and
discriminatory treatment of people affected by TB
by health workers, an acceptability issue observed
in 16 countries, is the most frequently identified
issue. A lack of privacy and confidentiality in TB
clinics and health services, another acceptability
issue, is the second most common concern, found
in 15 countries. Prohibitively long distances to TB
clinics, a physical accessibility challenge, appears
in the assessment findings in 12 countries. In 11
countries, the assessment discovered acceptability
problems with the standard TB treatment, particu-
larly the length of treatment, treatment side effects,
and the nature of DOT, all of which are also quality
concerns. A low awareness and lack of access to in-
formation about TB disease and TB health services
are the leading information accessibility issues,
highlighted in 11 and 10 countries, respectively. The
CRG assessment further revealed the limited avail-
ability of trained TB health workers in TB centers,
primary health care and other clinics, and prisons
in 10 countries.

Additional availability issues include a lack
or limited availability of TB treatment support
services, particularly counseling and other men-
tal health care, found in nine countries. In seven
countries, the assessment highlighted the limited
availability of rapid molecular diagnostics for TB
that are faster and more accurate than traditional
sputum smear microscopy and detect resistance to
first-line TB drugs. The assessment findings in sev-
en countries uncover first-line TB drug stock-outs.
In four countries, the assessment identified a lack of
integration of TB care with HIV and diabetes care
and opioid-substitution therapy as a challenge at
the primary health care level.

The key economic accessibility barriers ob-
served in eight countries are out-of-pocket payments
for TB tests and incidental expenses associated with
TB treatment, most notably transportation costs to
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clinics for mandated facility-based DOT. The two
principal discrimination accessibility challenges
the CRG assessment identified are discriminatory
treatment of TB key and vulnerable populations in
health care in seven countries and discriminatory
administrative barriers to health services in five
countries in Eastern Europe and Central Asia.
The latter includes residency and identification re-
quirements to access TB health services, impacting
mobile populations, internally displaced persons,
and people with a history of incarceration. Final-
ly, assessment findings in five countries highlight
the lack of access to nutritional support during TB
treatment as a major concern.

Ten countries identified additional accept-
ability challenges related to operational issues,
including limited hours, long wait times, and over-
crowding at TB clinics. These operational issues are
also accessibility and quality concerns.

The primary quality issue identified in the
CRG assessment findings is the limited availability
of trained TB health workers in 10 countries (noted
above as an availability concern). The findings in
seven and six countries, respectively, also highlight
the misdiagnosis or delayed diagnosis and inappro-
priate treatment of people with TB as major quality
concerns.

Nondiscrimination and equal treatment

Discrimination and stigmatizing treatment of
people affected by TB are pervasive in the CRG
assessment findings. In 18 of 20 countries, the
assessment revealed that people affected by TB
experience discrimination in health care, including
when they seek TB care but also in primary health
care settings. The findings in 15 countries show
that people affected by TB experience employment
discrimination at the hands of both employers and
coworkers. In 11 countries, the findings exhibit dis-
criminatory and stigmatizing treatment of people
affected by TB in families and communities. In the
family context, the assessment findings indicate
that women affected by TB are sometimes divorced
or abandoned because of their experience with the
disease. The findings in six countries draw atten-
tion to how children and young people affected by
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TB experience discrimination in education, in both
schools and higher education.

Remarkably, despite the evidence of wide-
spread discrimination against people affected by
TB, the CRG assessment reveals that only one coun-
try explicitly prohibits TB-related discrimination
in law. The other 19 countries lack legal prohibitions
targeting discrimination against people affected by
TB. The findings further highlight that the law and
policies governing the TB response in two countries
contain stigmatizing and discriminatory terminol-
ogy. However, the assessment findings identify laws
or executive decrees in some countries that address
some aspects of discrimination against people with
TB, including in employment. In one country, the
assessment found that people affected by TB have
used the courts to combat employment discrimina-
tion with some success using the constitution and
other employment-related laws.

Health-related freedoms

The lack of protection for the privacy and confiden-
tiality of people affected by TB in law, policy, and
practice is the central challenge to health-related
freedoms identified in the CRG assessment find-
ings. Eighteen countries highlighted various kinds
of privacy concerns. These include a lack of privacy
and breaches of confidentiality in health care that
deter the use of TB testing and treatment services
and challenge treatment adherence. The assessment
revealed that most countries do not have laws or
policies that specifically recognize and protect the
right to privacy of people affected by TB; however,
some countries have laws protecting confidentiality
in health care more generally. The findings in sev-
eral countries highlight privacy concerns related
to TB public health activities, including contact
tracing and disease notification procedures. The
assessment also discovered that TB clinics’ infra-
structure and operational procedures impinge on
privacy with exterior and interior signs and waiting
room practices.

The CRG assessment findings in 13 countries
also highlight concerns about the involuntary
isolation and hospitalization of people with TB.
The findings reveal that most of these countries

do not have laws or policies that set forth the cir-
cumstances, procedures, or protections for the
isolation of people with TB. By contrast, some
have laws broadly authorizing the quarantine or
compulsory hospitalization of people with TB and
other infectious diseases, out of line with the WHO
Ethics Guidance for the Implementation of the End
TB Strategy.** In two countries in East Africa, the
assessments discovered that the arbitrary arrest,
detention, or imprisonment of people with TB or
multidrug-resistant TB for stopping treatment or
for posing a threat to public health was common.

The assessments in six countries revealed that
law or policy permits the forced testing or treat-
ment of people affected by TB. In four countries,
the assessments highlighted the lack of protection
of the right to informed consent for TB treatment
and testing or during the collection of personal
health data for public health purposes.

The CRG assessment in nine countries dis-
covered that criminal laws erect barriers to health
services for people affected by TB, including for
TB key and vulnerable populations. These findings
reveal that laws criminalizing personal drug use,
commercial sex work, and same-sex sexual conduct
discourage health-seeking behavior among people
affected by TB. In two countries, the findings fur-
ther highlight that national and subnational laws
criminalize the transmission of TB.

Gender perspective

The CRG assessment findings shed new light on
the role of gender in the TB epidemic and response.
The primary issue emerging from 13 countries
is the impact of patriarchal social and cultural
norms, including around domestic gender roles
and household finances. These findings indicate
that patriarchal norms limit women’s health-relat-
ed decision-making autonomy, impede their access
to TB health services, and increase their vulnera-
bility to TB infection and disease. The findings in
12 countries further reveal that women affected by
TB experience more frequent or more intense stig-
ma and discrimination than men in their families
and communities, sometimes leading to abuse,
gender-based violence, divorce, or abandonment.
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Three countries also found that women lack access
to information and are less knowledgeable than
men about TB disease and TB health services.

In 10 countries, the CRG assessment findings
show that men affected by TB also face unique
challenges. Men experience heightened risks of ex-
posure to TB infection, reduced access to TB health
services, and higher mortality rates from TB due to
a host of factors, including employment insecurity,
occupational exposure, labor migration, notions of
masculinity, and social and behavioral factors such
as smoking, excessive alcohol consumption, and
problematic drug use.

In seven countries, the CRG assessment found
that transgender persons and sex workers affected
by TB and other members of TB key and vulnerable
populations also face unique challenges using the
health system because of their gender and other
gender-related circumstances.

The CRG assessment discovered substantial
gender-related programmatic, legal, and policy
gaps in the national TB responses in 12 countries.
These include the lack of a legal prohibition of
gender-based discrimination in health care and
the failure to consider the role of gender in TB
programs, policies, guidelines, and monitoring
and evaluation frameworks. The findings in eight
countries further highlight the limited availability
or lack of gender-sensitive TB health services, in-
cluding for transgender persons, due to the lack of
gender-sensitivity training for TB health workers,
among other things. Eight countries also identified
the lack of epidemiological and other data for TB
disaggregated by gender, including for transgender
persons, as a critical programmatic concern.

Vulnerable and marginalized groups

Identifying groups who are especially vulnerable
to TB infection or disease or who experience bar-
riers to accessing TB health services is a unique
component of the CRG assessment. The assessment
in each country identifies these groups through a
combination of research and consensus among
national stakeholders. In all 20 countries, the CRG
assessment identified new TB key and vulnerable
populations for prioritization that were not pre-
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viously recognized by the national TB programs.
Table 2 presents a tally of the 26 unique TB key and
vulnerable populations identified during the CRG
assessment in the 20 countries in this analysis.

The assessment findings in 16 countries also
highlight various programmatic, legal, and policy
gaps and barriers that negatively impact TB key and
vulnerable populations. These include an absence
of policies, programs, and dedicated resources in
national TB programs recognizing and prioritizing
these populations in national disease responses.
Relatedly, the findings in seven countries reveal
that national TB programs do not collect or effec-
tively disaggregate data for TB key and vulnerable
populations to understand their size, locations,
and unique vulnerabilities. In 10 countries, the
findings reveal that criminal or administrative laws
and policies and the fear of law enforcement deter
the use of TB health services among these popula-
tions, such as people who use drugs, sex workers,
undocumented migrants, and people with a history
of imprisonment. The assessment findings in six
countries further highlight that a lack of health
services integration for people affected by TB living
with HIV, who use drugs, or who have diabetes
deters their use of TB health services.

Participation

The CRG assessment findings expose a dearth of
mobilization and meaningful engagement of people
affected by TB and TB key and vulnerable popula-
tions in the national TB responses in most of the
20 countries in this analysis. The fact that reports
from four countries do not discuss participation
at all underscores this situation. The reports in the
other 16 countries do not address participation to
the same extent or in as much detail as the other
issues examined in this article.

Nonetheless, the findings in 10 of the 16 coun-
tries that consider participation highlight the low
number of civil society and community groups
working on TB, thelimited influence of such groups,
and the limited financial and other support avail-
able to these groups to facilitate their meaningful
participation in the TB response. The findings in
eight countries further reveal that national TB pro-
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grams fail to meaningfully engage people affected
by TB in designing, implementing, monitoring,
and evaluating TB policies and programs. The as-
sessments in two countries discovered that gaps or
barriers in law and policy hinder the meaningful
participation of communities affected by TB. These
gaps include the failure of legislation to recognize
the right of people affected by TB to participate in
health decision-making processes.

Remedies and accountability

The CRG assessment findings reveal that people
affected by TB have limited access to justice and
accountability mechanisms in the TB response.
The fact that reports from three countries do not
address concerns related to remedies and account-
ability highlights this problem. In 10 of the 17
countries that consider the issue, the assessments

found that law and policy do not establish judicially
enforceable legal rights or mechanisms for people
affected by TB to seek remedies for rights violations
and other legal matters. Reports from these coun-
tries noted a range of issues for which remedies
and accountability were out of reach. These include
discrimination in employment and health care, vi-
olations of the rights to privacy and confidentiality,
denial of health services, and compensation for
occupational exposure to TB, including for health
workers.

The assessment in nine countries discovered
that people affected by TB lack access to justice due
to the absence or limited availability of legal aid
services. The findings in eight countries highlight
that the limited use of courts by people affected by
TB is due to low levels of legal literacy and knowl-
edge about legal rights. Two countries specifically

TABLE 2. TB key and vulnerable populations identified in the CRG assessment for prioritization in national TB responses

TB key and vulnerable population # of countries identifying this
population
1. Prisoners and people with a history of imprisonment 18
2. People living with HIV 15
3. Migrants, refugees, internally displaced persons, and other mobile populations 14
4. People who use drugs and people who inject drugs 13
5. Health care and hospital workers 8
6. Children 7
7. People with diabetes 7
8. Urban poor and people living in slums 7
9. Elderly people 6
10. Miners and people with silicosis 6
11. Contacts of people with TB 4
12. People who smoke 3
13. Farmworkers and fishermen 3
14. Homeless persons and people living on the streets 2
15. Pregnant women and mothers 2
16. Rural poor 2
17. Sex workers 2
18. Ethnic minorities 1
19. Indigenous peoples 1
20. Men who have sex with men 1
21. Military personnel 1
22. People with alcohol dependency 1
23. People with disabilities 1
24. People with mental health challenges 1
25. Traditional healers 1
26. Transgender persons 1
|
262

DECEMBER 2021 VOLUME 23

NUMBER 2

Health and Human Rights Journal



B. CITRO, V. SOLTAN, J. MALAR, T. KATLHOLO, C. SMYTH, A. HERNA SARI, O. KLYMENKO, AND M. LUNGA /

mentioned the need for alternatives to litigation,
such as alternative dispute resolution and media-
tion, so that people affected by TB may more easily,
quickly, and affordably obtain remedies and pro-
mote accountability for rights violations.

The CRG assessment findings in two countries
emphasize the lack of accountability for prevent-
able TB deaths, inappropriate medical treatment of
people with TB, and other issues of serious neglect
of people affected by TB, including in prisons. The
findings in three countries draw attention to crim-
inal laws that act as inappropriate and ineffective
deterrents or interfere with access to remedies for
people affected by TB. The reports from two coun-
tries assert that the law should not criminalize the
failure of doctors, chemists, or other health workers
to notify TB cases. Instead, the reports recommend
that national TB programs use incentives to pro-
mote disease notification among health workers,
particularly in the private sector. The assessment
findings in another country reveal that laws crimi-
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nalizing drug use discourage people who use drugs
from seeking legal services to obtain remedies
for TB-related rights violations due to fear of law
enforcement.

Discussion and way forward

The political declaration from the first-ever UN
High-Level Meeting on Tuberculosis contains pi-
oneering commitments by UN member states to
prioritize communities, human rights, and gender
in the TB response.® Framed by a pledge to “pro-
tect[] and fulfill[] the human rights and dignity of
all people,” these commitments strengthen and ex-
pand upon preexisting human rights commitments
in the WHO End TB Strategy, the WHO Moscow
Declaration, and the STP Global Plan to End TB.#
The CRG assessment findings constitute the most
robust evidence available by which to reflect on
these commitments, revisit strategic priorities,
and scale up investments in communities, human

FIGURE 1. Issues identified by the CRG assessment in 10 or more countries
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rights, and gender.

The CRG assessment findings examined in
this article highlight a broad spectrum of challeng-
es and opportunities. Despite considerable diversity
among the issues, as Figure 1 demonstrates, there is
a meaningful overlap of shared challenges across
the 20 countries and four regions. For example,
90% of the assessments found that people affected
by TB experience stigmatizing and discriminatory
treatment in health care. Seventy-five percent of the
assessments revealed that people affected by TB ex-
perience employment discrimination. Despite this,
95% of the countries in this article fail to explicitly
prohibit discrimination against people aftected by
TB in law. The assessment findings in 90% of the
countries highlight various privacy concerns, in-
cluding breaches in confidentiality that deter the
use of TB health services. In 65% of the countries,
the assessment findings indicate that patriarchal
norms negatively impact women’s access to TB
health services and increase their vulnerability to
TB infection and disease. These remarkable find-
ings shed new light on often overlooked challenges
that are critical to meeting global commitments to
end TB by 2030.

This year, WHO released an updated list of
countries with high burdens of TB, TB/HIV coin-
fection, or multidrug/rifampicin-resistant TB.¥
More than 30 of these high-burden countries have
not yet conducted the CRG assessment. In 2020,
the STP Affected Communities Delegation and
the Developed and Developing Countries NGO
Delegations called for all high-burden countries
to conduct the CRG assessment and develop cost-
ed national action plans with detailed budgets
and monitoring and evaluation frameworks for
community, human rights, and gender by 2022.4%
They recommended that countries integrate the
assessment findings into their TB national strategic
plans to establish relevant targets and set national
funding and intervention priorities. The STP del-
egations further recommended that a completed
CRG assessment and corresponding national action
plan be prerequisites for countries to obtain grants
from the Global Fund and other donors.* In line
with these recommendations, the CRG assessment

has already led to costed national action plans for
community, human rights, and gender in Bangla-
desh, the Democratic Republic of the Congo, India,
Nigeria, and Tanzania, and similar processes are
forthcoming in most of the other countries in this
article’°

The CRG assessment findings represent a call
to action for donors and technical partners to prior-
itize community, human rights, and gender in their
programmatic and investment priorities for TB.
These institutions include WHO, STP, the Global
Fund, other multilateral donors, bilateral donors,
international organizations, and philanthropic
foundations. The WHO Global Tuberculosis Pro-
gramme should incorporate the CRG assessment
findings into World Health Assembly resolutions,
its influential annual Global Tuberculosis Report
and normative guidances, and the WHO Multi-
sectoral Accountability Framework to Accelerate
Progress to End TB by 2030.»

As the largest international donor for TB, the
Global Fund should leverage the CRG assessment
findings to increase its financial support for com-
munity, human rights, and gender interventions
in TB through established funding mechanisms
by promoting TB community-led monitoring and
developing TB indicators for human rights and gen-
ders* The latter could be enabled within the Global
Fund’s 2021 Strategy Framework and operational
guidance and incentivized as prerequisites for na-
tional TB grants building on the stigma indicator
in the Global Fund’s Performance Framework s

The UN-hosted STP should improve the CRG
assessment tool in line with this article’s sugges-
tions (see below) and seek increased donor support
for its Challenge Facility for Civil Society grant
program. Among other things, this program funds
TB community and civil society groups to conduct
the CRG assessment and implement and monitor
the assessment’s recommendations’* STP should
also include the CRG assessment findings in its up-
coming Global Plan to End TB: 2023-2030 and the
next iterations of the Governance of TB Programs
and TB Commitments vs. TB Realities reports due
ahead of the next UN High-Level Meeting on Tu-
berculosis in 2023.5
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As more countries—including those on the
new WHO high-burden lists—focus on community,
human rights, and gender, STP and partners should
strengthen the CRG assessment tool and promote
greater consistency in the country reports it pro-
duces. Six concrete ideas for strengthening the CRG
assessment tool emerged from this article’s analysis:
(1) ensure that the assessment process is adaptable
and capable of integrating emerging issues, such as
COVID-19 and other health emergencies; (2) im-
prove the quality and promote greater uniformity of
the assessment’s methodologies through enhanced
guidance, training, and technical support, including
for quantitative methodologies that researchers may
incorporate; (3) identify and prioritize critical issues
neglected in the 20 completed assessments, such as
TB community participation, health governance
and systems, legal aid and remedies, and psycho-
social support; (4) incorporate a critical analysis of
DOT—the predominant but flawed TB treatment
paradigm—in favor of community-based approach-
es; (5) employ a gender-transformative—rather than
simply a gender-sensitive—lens in the assessment;
and (6) explicitly position the assessment as the start
of a dialogue and process to integrate communities,
human rights, and gender into national TB respons-
es, including through costed national action plans
and dedicated funding for civil society and commu-
nity groups.

Conclusion

A paradigm shift has begun in the global TB re-
sponse. The emergent focus on communities,
human rights, and gender has rejuvenated the fight
against an age-old yet curable disease driven by
social and economic disadvantage. The STP CRG
assessment and its findings from the 20 countries
in this article are both a product and a forceful ex-
ample of these new ideas. We urge further research,
discussion, and action by national TB programs,
people affected by TB, scholars, and other global
and national stakeholders to develop solutions to
the challenges identified by the CRG assessment.
Community, human rights, and gender-focused
TB interventions are especially critical in light of
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the unprecedented challenges of the COVID-19
pandemic. As the world quickly moves toward the
conclusion of the 2030 Sustainable Development
Agenda, civil society and community groups,
countries affected by TB, and donors and technical
partners must leverage the CRG assessment and its
findings in pursuit of the targets and commitments
to end TB in the political declaration from the UN
High-Level Meeting on Tuberculosis and other
global plans.
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