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Introduction

The word stigma is derived from the Greek word for a mark or a stain. Stigma
can be described as a dynamic process of devaluation that significantly discredits
an individual in the eyes of others. Within particular cultures or settings, certain
attributes are defined by others as discreditable or unworthy. When stigma is
acted upon, discrimination may result.

Stigma related to tuberculosis (TB) is receiving well-deserved attention at

the policy level.” Zero suffering is one of the three aims of the WHO's End

TB strategy, and stigma is commonly referenced in key implementation
documents.?* The Global Fund has declared it one of the most commonly
identified barriers to fighting the TB epidemic,® and The United Nations agencies
have called for an end to discrimination in health care." People with TB are also
making their rejection of TB stigma a cornerstone of organizing efforts.® By
demanding respect and dignity in health care, employment, education, and the
justice system, TB survivors and their families are signaling a new era in power
relations between programs and patients.

We have always acknowledged that TB stigma represented a significant
challenge, but we have traditionally framed TB stigma as either natural” and
intractable?, or easily overcome with a general improvement in quality or access
to care.®

Recent studies have shown that both frames are inaccurate.® TB stigma is not
as unyielding as previously suggested.'® It can be reduced with well-designed
efforts.’®"" However, stigma does not simply fade away as a result of small
changes, nor is it a collateral result of improving the clinical standard of care or
access.®?

This measurement guidance was born from the deliberations of a three-day
TB Stigma Measurement Experts meeting in May of 2016 in the Hague, the
Netherlands, organized by the KNCV Tuberculosis Foundation and supported
through USAID's flagship project Challenge TB."? Attended by over 50 Social
Scientists, NGOs, donors, and technical partner agencies, the meeting brought
stakeholders from across the world to debate TB stigma measurement papers
and to grapple with the best way to define, capture, and report TB stigma in a
variety of settings and populations.



Their conclusion was that, with proper guidance, TB stigma measurement can

be carried out by community-based organizations with research backgrounds
and national TB program staff.'? Each chapter of this guide attempts to balance
ambition and pragmatism. It offers step-by-step instructions and limited jargon
and intuitive graphics. This book and the accompanying curriculum will not make
readers into TB stigma measurement experts, but will enable users to conduct
assessments in a timely, systematic, and pragmatic manner according to well-
established research standards.

Many people default to doing surveys when they want to measure attitudes
or behaviors, but that is not always appropriate with stigma. This manual is
intended for National TB program staff, implementing agencies, NGOs, CBOs,
donors, WHO, technical partners, and TB advocates to understand the range
of options and to make appropriate methodological choices. All of these
stakeholders may have distinct reasons to measure TB stigma.

The goal of this manual is to help busy people generate enough information
about stigma issues to design and monitor and evaluate (M&E) stigma reduction
efforts. We adhere to some basic M&E principles familiar to many readers.

This manual is not for academics or theorists, but rather for health workers,
professional or management staff, people who advocate for those with TB, and
all who need to understand stigma and respond to TB stigma.

The guidance is designed to be user-friendly and appropriate for a broad
audience, and it contains concrete examples and tools that are easy to adapt and
use. We offer validated tools and strategies where they exist and recommend
ways to experiment and innovate where they do not. This guide is appropriate
for planning TB stigma baseline measurements and monitoring trends to capture
the outcomes of TB stigma reduction efforts.

Readers should also consult the Companion Curriculum of this manual to fortify
their skills and core competencies in TB stigma measurement.

The training materials include exercises and offer more in-depth coverage of
challenging topics that require strong research skills. The Companion Curriculum
to this guide can be downloaded here:

http://www.challengetb.org/publications/tools/ua/TB_Stigma_Companion_
Curriculum.pdf

The curricula include ready-to-use PowerPoints, training exercises, and pre/
post-tests. Like the guidance, it can be used in a modular way (i.e., face to

face course, webinar, or combined with an M&E workshop). We hope to have

a training of trainers to create a pool of professionals in each region (activists,
nurses, providers, and researchers) that can help countries implement these tools.


http://www.challengetb.org/publications/tools/ua/TB_Stigma_Companion_Curriculum.pdf
http://www.challengetb.org/publications/tools/ua/TB_Stigma_Companion_Curriculum.pdf

How should this book be used?

It is not necessary to read the whole book. Chapters 1 and 2 are sufficient to
give an overview, and then read only the chapters that are relevant for the
particular stigma problem you are measuring. The glossary provides useful
definitions of core concepts. This is a technical guide to help TB programs and
partners measure levels of TB stigma in specific settings and populations. The
Companion Curriculum is designed to build the skills and core competencies
in TB stigma measurement that you will need to successfully undertake the TB
stigma studies recommended in this book.

Overview of the contents

Chapter 1 introduces readers to stigma theory and some basic definitions of
types of stigma. Chapter 2 (methodology) offers an overview of the scientific
and operational considerations for matching your stigma measurement method
to your question. Chapter 3 teaches formative qualitative research techniques
to find out why the TB stigma takes a particular form, where the stigma

comes from, and how stigma operates in your setting. Chapter 4 focuses on
the measurement of TB stigma at the community level. This chapter details
special considerations for embedding TB stigma measures in household surveys
(e.g., scale length), and in settings with concentrated vs. generalized HIV
epidemics. Chapter 5 focuses on measurement of TB discriminatory attitudes
and behaviors in institutions such as prisons, schools, and health facilities, and
has a special focus on measuring enacted TB stigma (discriminatory behaviors)
through observational methods. The TB stigma literature has focused more

on discrimination and disparagement of individual TB patients and less on the
structural forms of discrimination.’"

Chapter 6 covers the measurement of structural stigma. Chapter 7 teaches the
basic principles of TB stigma measurement among TB patients. This is a relatively
well-developed field with validated TB stigma scales robust in a variety of
settings. Nevertheless, there are statistical and sampling challenges that require
special consideration. Techniques for measuring secondary stigma are introduced
in Chapter 8. This chapter describes the best practices for measuring stigma
among healthcare workers (HCW), family members, and those in TB-affected
industries. HCW stigma measurement is a high priority because HCW are often
stigmatized for their vital TB care work, and yet may simultaneously mistreat TB
patients.

Chapter 9 explores how to measure TB stigma among socially networked
populations who are already marginalized and socially excluded for other
reasons. It outlines the efforts required to obtain reliable and unbiased estimates.
State-of-the-art methods for capturing self-stigma, resilience, and self-efficacy
are covered in Chapter 10. It is vital to measure the strengths and forms of



resistance of people affected by TB. Documenting how some groups successfully
deflect stigma can inform interventions. Chapter 11 teaches how to deconstruct
the language of TB programs to identify stigmatizing rhetoric and discourse. This
chapter explores methods for policy analysis to pinpoint stigma embedded in
norms and guidelines.

Chapter 12 describes how to engage civil society and TB patients meaningfully
in TB stigma measurement efforts. This text provides useful tips on participatory
strategies that prevent further stigmatization and ensure dignity. Chapter 13 lays
out the methodological foundations for incorporating the costs of TB stigma and
social disadvantage into a cost-effectiveness analysis. Policy and strategy debates
in TB control may have unintended consequences that should be anticipated.
Chapter 14 involves intersectional and compound stigmas, such as the double
stigma of TB/HIV. It is widely understood that TB stigma can be enmeshed

with other kinds of social exclusions and marginalities. This creates analytical
challenges that must be managed carefully to prevent bias and confusion.
Chapter 15 describes how to study the impact of TB on complex behaviors, such
as health-seeking, adherence, and mortality. This is a field of particular interest
to TB programs seeking to understand the impact of TB stigma on their program.
Chapter 16 gives concrete advice for those who want to develop and validate
their own TB stigma scales. Chapter 17 gives step-by-step instructions for
analyzing qualitative data from formative stigma research.

Table 1. Overview of the Questions Answered in this Book

Research Questions/ Research Topics Chapter

1. How do | meaningfully engage people with TB in Chapters 1, 2, and 14 (Stigma theory,

this work? Methods, and Advocacy)

2. How does stigma operate in my setting? What are ~ Chapter 3 (Drivers)

the underlying ideas behind this stigma?

3. How do | organize a TB stigma study? Chapter 2 (Methods)

4. Does stigma hamper TB screening/diagnosis? Chapter 4 (Measuring TB stigma at the
Community level)

5. How do healthcare workers experience TB stigma  Chapter 8 (Measuring TB stigma among

when they provide TB services? Does this impact care? healthcare workers)

6. Does stigma hamper the quality and completeness ~ Chapter 7 (Measuring TB stigma among TB

of contact and outbreak investigations? Does stigma  patients)

reduce willingness to disclose TB disease to contacts?

7. Does stigma contribute to the erosion of social Chapters 7 and 10 (Measuring stigma

capital and social networks (social impacts)? among TB patients, Measuring Self-Stigma)

8. Do our laws and policies stigmatize or discriminate? Chapters 6 and 11 (Measuring structural
stigma and Discourse analysis)

9. How do | measure someone’s discriminatory beliefs Chapter 5 (Stigmatizing behaviors)

or actions accurately?




10. How do to know if TB stigma is really the cause of Chapter 9 (Measuring TB stigma in

low health service utilization by key populations? hard-to-reach populations), Chapter 14
(Intersectional stigma)

11. Does TB stigma contribute to poor adherence Chapter 15 (Measuring the impact of

or treatment outcomes? Does TB stigma hamper stigma on treatment adherence)

treatment initiation?

12. Does TB stigma(s) worsen TB outcomes, via poor  Chapter 15 (Measuring the impact of

adherence or loss to follow up? stigma on behavior)
13. Is stigma limiting the returns from other TB Chapter 13 (Measuring the cost of stigma)
investments?

14. Does stigma contribute to death and disability? Chapter 15 (Measuring the impact of TB
stigma on TB mortality)

15. Does stigma contribute to catastrophic costs for Chapter 13 (Measuring the cost of stigma)
patients?

16. Are we communicating in ways that stigmatize? Chapter 11 (Discourse analysis for
measuring TB stigma)

17. Does stigma hamper recovery and long term Chapter 10 (Measuring resilience,
wellness (mental health and quality of life)? resistance, coping, and countering)

We invite you to focus on the chapters you need and adapt the tools and
techniques to your unique setting. There is a companion curriculum to help
implement the techniques recommended here. We invite you to share feedback
on what you learn to strengthen the global efforts to measure and reduce TB
stigma.
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Chapter 1

TB Stigma Theory and Measurement

“Defeating racism, tribalism, intolerance, and all forms of discrimination will liberate
us all, victim and perpetrator alike.” Ban Ki-moon

Kate Macintyre, Ellen M.H. Mitchell, Amrita Daftary, and Gill Craig

Abstract

There is a science to stigma measurement that brings TB stigma into focus. This
book will orient the reader to the basics of TB stigma measurement. Mapping
stigma becomes feasible once its underlying mechanisms are understood. The
means by which bias and social exclusion are created is well understood. This
chapter outlines the common architecture upon which different types of bias and
hate are built by illustrating the basic process of “othering”.

Objectives

1. To explain why we must measure TB stigma, and who should be involved in
this process.

2. To introduce the elements of stigma theory.

3. To present a basic typology of stigma.

Target Audience

This chapter is for people intending to measure TB stigma who lack an in-depth
understanding of stigma theory. It is for community-based organizations, TB
program staff, M&E officers, and others who have not studied discrimination or
marginalization in an academic setting.

Introduction

Many experts believe that it will be necessary to address TB stigma in order

to diagnose and treat the 4 million TB cases that are currently unidentified.’?
Similarly, the life-saving potential of new multi-drug resistant TB (MDR-TB),

pediatric, and latent TB drugs and regimens cannot be realized without first

addressing TB stigma.?



Increasingly, countries are attempting to reduce TB stigma and discrimination
across and within elements of their TB programs. However, the capacity to
measure and evaluate the success of these interventions must be fostered
through capacity building.*”

This chapter introduces stigma theory and identifies and defines the basic

vocabulary of stigma.

Why do we need to measure TB stigma?

There is increasing recognition that TB stigma continues to be a major barrier for
some people (patients, families, caregivers, and communities).®""

Figure 1 exemplifies how TB stigma delays treatment, hinders recovery, and
increases the suffering of some people with TB.

Figure 1. Potential Impacts of Stigma along a Person’s TB Care Itinerary or Trajectory
(Artist: Retsu Takahashi).
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Reducing TB stigma to facilitate early diagnosis and full recovery is increasingly a
priority of national TB programs. Patient groups and groups representing those
who suffer from the stigma of TB, such as miners and healthcare workers, are
also calling for concerted efforts to reduce stigma.’?"




Several donors and governments are asking TB programs to further reduce
barriers to TB services. The Global Fund is asking countries to improve their
analysis of the human rights barriers to TB services, but some TB programs lack
the skills necessary to do this.’*"> One of the ways to help these programs is to
demonstrate how to measure stigma and discrimination to reveal how it impairs
health care seeking, quality of care, and recovery.

Participatory approaches to TB Stigma measurement

Participatory research was developed in response to concerns that traditional
forms of research conferred too much power on researchers to set research
agendas and provide solutions.>¢ Participatory TB stigma research recognizes
that communities have expertise in identifying the drivers of stigma and in
creating solutions.

TB stigma knowledge should thus be co-produced with and co-owned by those
most affected by TB.>” Participatory research aims to democratize the research
process and challenges traditional power relations in the ‘smash and grab’
approaches to research. Historically, research was conducted without involving
those most affected, and recommendations were made with little sensitivity

to the impacts of implementation.>® Table 1 lists ways to engage people in the
stigma measurement process.

Table 1. Ways to Engage People with TB in the Stigma Measurement Process

Participating in Research Managing Research

* Setting the research agenda by deciding on * Acting as co-applicants on research proposals.
topics for research. * Chairing or participating in project advisory
e Sitting on recruitment panels for the groups/ steering committees.
appointment of research staff. e Chairing or participating in research
 Acting as researchers/peer researchers implementation groups and ethical review
following training. committees.
* Conducting fieldwork and collecting data. * Monitoring the implementation of
* Assisting with the analysis and interpretation recommendations.
of data.
* Devising recommendations.
* Writing or coauthoring research reports.
* Disseminating findings.
* Serving as interpreters or cultural ambassadors.

There are many different ways of conducting participatory research with affected
communities that go beyond interviews or focus groups. Some have been used
in the field of TB. These are described in Chapter 12. We believe that there is
plenty of room to incorporate the full range of stakeholders, disciplines, and
experiences. Diversity can strengthen the process and outcomes as TB stigma



measures are advanced. Survivors, families, friends, caretakers, healthcare
workers, and other TB-associated occupations also witness and suffer from
stigma, and stigmatize. Many perspectives are needed to develop comprehensive
tools."e"”

Engaging communities in owning the problem of TB stigmas and crafting
the solutions is essential. The following resources detail how to address the
challenges associated with engaging communities in this process:

Van der Werf, Mitchell, and Heumann. Community Engagement in TB
Research. STOP TB Partnership Research Movement. Community involvement
in tuberculosis care and prevention. Towards partnerships for health. Guiding
principles and recommendations based on a WHO review WHO/HTM/
TB/2008.397.

Somesh Kumar. 2002. Methods for Community Participation: A Complete Guide
for Practitioners London:ITDG

Parks et al. Communications for Social Change Consortium. 2005. Who
measures change? An introduction to participatory monitoring and evaluation of
communication for social change.

Available at: http://www.comminit/en/node/70592/347

(Document can be downloaded from a link at the bottom of the web page)

Guy Bessette. Involving the Community: A Guide to Participatory Development
Communication. http://web.idrc.ca/en/ev-52226-201-1-DO_TOPIC.html

Conceptualizing TB stigma and its measurement

There has been considerable work on measuring TB stigma over the past 20
years. Link and Phelan's 2001 publication Conceptualizing Stigma helps in the
understanding and measurement of TB stigma.’® They show that while the
process of stigmatization (for multiple conditions or illnesses) is complex, it can
be untangled by following a clear framework.

TB Stigma is not natural

Understanding the way that stigma is constructed is important for its
measurement and reduction. Once thought to be evolutionarily advantageous,
most theorists now see stigma as a maladaptive social structure.’2°

TB stigma is neither a natural nor inevitable part of having TB.' It needs to be
enabled and nurtured to exist.?" Figuring out what ideas, legal, social and cultural
norms, rhetoric, and routines fuel and sustain particular stigmas requires detailed


http://www.comminit/en/node/70592/347
http://web.idrc.ca/en/ev-52226-201-1-DO_TOPIC.html

inquiry. However, there are some hallmarks of stigma production that have been
defined over the years.'®2°22 These include conscious and unconscious processes
that generate prejudice. They can be envisioned as a series of progressive,
sequential steps, and conditions under which it may become socially permissible
to reclassify a person as somehow less valuable.

Link & Phelan give a framework of defined components that make up the
“stigmatizing process” and show that people construct categories around people
with conditions or differences. These categories then get linked to stereotypical
beliefs, which can lead to discrimination or other forms of behavior change that
affect the patient or their family. The different types of stigma are described
below. The group of sufferers (or patients) that is stereotyped with negative
attributes either think they are going to be stigmatized, or they are made to feel
stigmatized. Link and Phelan describe this process in the following way:

“In our conceptualization, stigma exists when the following interrelated
components converge. In the first component, people distinguish and label
human differences. In the second, dominant cultural beliefs link labeled persons
to undesirable characteristics—to negative stereotypes. In the third, labeled
persons are placed in distinct categories so as to accomplish some degree of
separation of “us"” from “them."” In the fourth, labeled persons experience status
loss and discrimination that lead to unequal outcomes.

Effective stigmatization requires power

Finally, stigmatization is highly contingent upon access to social, economic, and
political power that allows the identification of differentness, the construction
of stereotypes, the separation of labeled persons into distinct categories, and
the full execution of disapproval, rejection, exclusion, and discrimination. Thus,
we apply the term stigma when elements of labeling, stereotyping, separation,
status loss, and discrimination co-occur in a power situation that allows the
components of stigma to unfold."®

Stigmatization, and the discrimination that can result from it, are only possible
when there are differences in power between the group being stigmatized and
the so-called mainstream group (the powerful).?°

They use politicians as an example. In many societies, people attach negative
attributes to “politicians.” But few would consider them to be stigmatized
because of the influence they wield.

Figure 2 shows how stigma creation begins innocuously with the recognition of
difference, and the gradual insidious process of exaggerating difference to the
point of dehumanization. Stigma theorists find commonalities in this process
across countries and across stigmatized identities.



Figure 2. A typical stigma-building Cascade (Link & Phelan)
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Almost all stigma involves the social construction of dangerousness.??> The social
creation of a different, dangerous identity creates fear. Generating fear of the

‘marked’ person is an essential step in creating stigma. Many times this requires
amplifying or exaggerating the risk that a disease or condition poses to society.?

Unpacking Stigma

To understand TB stigma, the first task is to clearly separate stigma drivers,
domains, and consequences in your mind. This will help you to pose and answer
the right questions.

Figure 3. Unpacking Stigma

Domains
of TB
stigma

Drivers of
TB stigma

Consequences
of TB stigma




Domains of Stigma

If you think of stigma as a puzzle, then domains would be the individual pieces
of the puzzle.

Pescosolido and Martin (2015) identified seven domains of public stigma:
social distance, traditional prejudice, exclusionary sentiments, negative affect,
treatment carryover, disclosure carryover and perceptions of dangerousness.’

Figure 4. Common domains of Public Stigma?

Social
Distance

Traditional
Prejudice

Disclosure
Carryover

Perceptions of
Dangerousness

Treatment
Carryover

Negative
Affect

Exclusionary
Sentiments

These seven domains may sound abstract but when explained in terms of
TB patients they become recognizable as commonly understood parts of
stigmatization.

1.
2.

4.

5.

“Social distance” is when someone tries to avoid a person with TB (PWTB).
“Traditional prejudice” is when someone stereotypes people with TB believing
all people with TB are less valuable

. "Exclusionary sentiments" refers to the wish to separate PWTB from everyone

else, or deny them their rights.

“Negative affect” refers to emotional reactions such as disgust or hatred
toward PWTB,

“Treatment carryover” is when people are afraid of people knowing they were
treated for TB in the past. This is the perceived need for secrecy that may
linger after a person recovers.

. "Disclosure carryover"” is when people are afraid of the reactions they would

get if they were known to have TB.

. "Perceptions of dangerousness"" is the idea that PWTB somehow represent a

risk to society.



Universal and local

Almost all stigmas are made by attaching negative ideas, labels, and behaviors,
to a person. The process of ‘sticking’ labels onto marked people involves making
rhetorical links and associations. This can be a conscious or an unconscious
process. While negative labeling and linking are part of the ‘stigma backbone’
all over the world, the specific labels, links, and stereotypes vary by context. In
some communities in Africa, TB is frequently linked to abortion or associated
transgression of sexual mores.?*?* In Asia, TB can be linked to dependency on
tobacco and alcohol.?® Among drug users in a treatment program in urban
Chicago, having TB was rhetorically associated with selfishness, greed, and a lack
of street ethics and solidarity.?” People who used drugs who developed TB were
said to engage in deception, cheating, and failure to uphold community norms
around drug sharing.?”

Figure 5. lllustrative Negative TB Stereotypes by Setting

Being
selfish about
sharing drugs

Being
unprincipled

Chicago

B
STEREOTYPES

Rural
Mozambique
Zambia

Having an
abortion

Drinking
Alcohol

Smoking
Tobacco

Visiting
Sex
Workers




Definition of types of TB stigma and populations to
measure it

Public stigma describes negative attitudes, beliefs, and behaviors held by the
wider community or general public. This is closely related to anticipated stigma.

Anticipated stigma (perceived stigma) is the worry that one will be devalued
after a TB diagnosis. For the person with a TB diagnosis, this is the fear that the
stigma against the person will be so bad that it affects treatment. It may delay
people from returning for care, or impact adherence to the prescribed drugs.
Whether or not stigma actually occurs, anticipated stigma may interfere with
care seeking and treatment adherence.

Secondary stigma?® refers to the idea that caregivers, friends, family members,
or health workers may expect negative attitudes or rejection because of their
association with the disease and/or TB patients. (See also courtesy stigma).
Further, this may dictate their behavior or beliefs, regardless of whether the
stigmatizing attitudes or reactions actually occur.?®

Internalized or self-stigma captures the idea that individuals may come to
endorse negative stereotypes, and therefore behave or think according to these
false portrayals and negative messages.2%3°

Enacted or experienced stigma reflects the range of stigmatizing behaviors,
messages, and effects that are either directly experienced by the person with TB
or their families and/or that drive others to acts of discrimination, rejection, or
isolation. It is useful to distinguish between enacted and experienced stigma as
two sides of the same coin, either seen from the perspective of the stigmatizer
(enacted) or the stigmatized (experienced).

Structural stigma describes the laws, policies, and institutional architecture that
may be stigmatizing or alternatively protective against stigma. This includes
“societal level conditions, cultural norms and institutional practices that constrain
the opportunities, resources, and wellbeing of stigmatized populations.3'2

Table 2 highlights the fact that most research to date has focused on those

on the receiving end of discrimination as opposed to those perpetrating it. To
reduce stigma, it will be important to focus on understanding the attitudes and
behaviors of those who stigmatize.



Table 2. Matrix to Delineate Types of Stigma by Main Population Groups

Enacted
Internalized/self flactecor

Population Group Anticipated stigma experienced stigma

stigma

(=~discrimination)
(Jaramillo, 1999; Aaron

M Kipp et al., 2011,

Murray et al., 2013; Rood,

Mergenthaler, Bakker, (Dodor and Kelly 2009;
Redwood, & Mitchell, Magller et al. 2011)
2017; Van Rie et al., 2008)

(Sagili, Satyanarayana, and

Chadha 2016)

(Adams et al., 2017;

Colvin, 2005, Godfrey-

General Public

Vulnerable groups at

higher risk of TB Fausset, 2002) (Chikovore (Adams et al. 2017)
et al. 2017; de Vries et al.
2017)
(de Almeida Crispim
Members of TB- (Arcéncio et al., 2014) et al. 2017; Bond et
affected families (Coreil et al. 2010) al. 2017; Touso et al.
2014)

(Jittimanee et al.,

Bond et al., 2017;
2009: AM. Kippet ~ oondeta

Somma, D., et al.,

Cremers et al., 2016; al., 2011; Macq, Solis,
People with TB ( _ q , 2008)(Daftary and
Murray et al., 2013) Martinez, & Martiny, _
Padayatchi 2012;
2008; Somma,

Miller et al. 2017
Gosoniu, et al., 2008) rereta )

(Buregyeya et al., 2012;

Sommerland et al., 2017; (Sommerland et al (Straetemans, Bakker,
E Wouters et al., 2017; N & Mitchell, 2017)
. 2017; E Wouters et al.,
Healthcare workers ~ Edwin Wouters et al., 2017+ Edwin Wouters (Dodor, Kelly, and Neal
2016,(Tudor et al. 2013) ot al '201 6 2009; Nottingham and
(Coreil, Lauzardo, and ! User 2009)

Heurtelou 2012)
(Smith, 2016; Soffer,
2011a, 2011b)

Media

Moreover, we will need to expand our focus beyond individual bad behavior to
the societal structures that enable stigma to persist.*?



Conclusion

While we hope this book spurs robust measurement of TB stigma, measurement
itself is not the goal. We hope to catalyze intervention and prompt additional
resources to end discrimination and prejudice against people with TB. Moreover,
only by improving the well-being and quality of life of those at risk for TB, and
the family and caregivers that surround them, can we reach this aim. Valid
stigma measurement is necessary to kick-start the kind of transformational work
that is needed to end TB.

Acknowledgements

We wish to acknowledge the valuable technical critiques from Ernesto Jaramillo,
Winifred lho, Julia van der Land, Susan van den Hof, Mayra Arias, Alexandrina
Lovita, and Dean Lewis.



References

10.

11.

12.

13.

14.

15

17.

18.
19.

Oxley A. The international TB response: what are we missing? [Internet]. the Lancet Global
Helath Blog. 2014. Available from: http://globalhealth.thelancet.com/2014/03/24/international-
tb-response-what-are-we-missing

Joint WHO/UN statement. Joint United Nations statement on ending discrimination in health
care settings [Internet]. 2017. Available from: http://www.who.int/mediacentre/news/
statements/2017/discrimination-in-health-care/en/

TB Stigma Measurement Group (TSMG). Defining the Research Agenda to measure and act to
reduce stigmas around tuberculosis. Int J Tuberc Lung Dis. 2017;supplement.

WHO. End TB Strategy. 2014;

Uys L, Chirwa M, Kohi T, Greeff M, Naidoo J, Makoae L, et al. Evaluation of a health setting-
based stigma intervention in five African countries. AIDS Patient Care STDS. 2009;23:1059-1066.
PMCID: PMC2832642.

Oldekop JA, Fontana LB, Grugel J, Roughton N, Adu-Ampong EA, Bird GK, et al. 100 Key
Research Questions for the Post-2015 Development Agenda. Dev Policy Rev. 2016;34:55-82.
United Nations. Equality and Non-discrimination at the health of sustainable development: A
Shared United Nations Framework for Action. Vol. 20183. 2016.

Sommerland N, Wouters E, Masquillier C, Engelbrecht M, Rau A, Kigozi G, et al. Stigma as a
barrier to the use of occupational health units for TB services in South Africa. Int J Tuberc Lung
Dis. 2017;Supplement.

Cremers AL, De Laat MM, Kapata N, Gerrets R, Klipstein-Grobusch K, Grobusch MP. Assessing
the consequences of stigma for tuberculosis patients in urban Zambia. PLoS One. 2015;10.
Ozturk FO, Hisar F. Stigmatisation of tuberculosis patients. Int J Community Med Public Heal.
2014;1:37-43.

Murray EJ, Bond VA, Marais BJ, Godfrey-Faussett P, Ayles HM, Beyers N. High levels of
vulnerability and anticipated stigma reduce the impetus for tuberculosis diagnosis in Cape Town,
South Africa. Health Policy Plan. 2013;28.

Daftary A, Frick M, Venkatesan N, Pai M. Fighting TB stigma: we need to apply lessons learnt
from HIV activism. BMJ Glob Heal [Internet]. 2017;2:e000515. Available from: http://gh.bm;.
com/lookup/doi/10.1136/bmjgh-2017-000515

Maleche A, Citro B, Tisile P, Abdullaev T. Measuring TB-related stigma. Int J TB Lung Dis Lung
Dis. 2017;21:3-6.

Garmaise D. TRP Review of Global Fund Window 1 Funding Requests: Human Rgihts and
Gender and RSSH. Global Fund Observer Newsletter. 2017. p. 1-40.

. The Global Fund. Tuberculosis, Gender and Human Rights. 2017.
16.

Asia Pacific Network of People Living with HIV/AIDS (APN+). Lessons Learnt on the PLHIV
Stigma Index in the Asia Pacific. 2016.

Asia Pacific Network of People Living with HIV/AIDS (APN+), (UNAIDS) JUNP on H. GUIDANCE
TO IMPROVE PLHIV STIGMA INDEX RESEARCH IN ASIA PACIFIC, WITH A FOCUS ON
SAMPLING AND DATA ANALYSIS GUIDANCE OF GENDER AND KEY POPULATIONS LIVING
WITH HIV ISSUES. :1-76.

Link BG, Phelan JC. Conceptualizing Stigma. Annu Rev Sociol. 2001;27:363-85.

Smith RA, Smith RA. Segmenting an Audience into the Own, the Wise, and Normals : A Latent
Class Analysis of Stigma-Related Categories Segmenting an Audience into the Own, the Wise,



20.

21

22.

23.

24.

25.

26.

27.

28.

29.

30.

31.

32.

33.

and Normals : A Latent Class Analysis of Stigma-Related Categories. 2017,
Major B, Brien LTO. THE SOCIAL PSYCHOLOGYOF STIGMA. Annu Rev Psychol. 2005;393-421.

. Parker R, Aggeleton P. HIV/AIDS-related Stigma and Discrimination : A Conceptual Framework

and an Agenda for Action. Soc Sci Med [Internet]. 2003;57:1-28. Available from: http://
hivaidsclearinghouse.unesco.org/search/resources/horizons.pdf

Smith RA. Testing the Model of Stigma Communication with a Factorial Experiment in an
Interpersonal Context Communication with a Factorial Experiment in an Interpersonal Context.
2014;

Smith R. Media Depictions of Health Topics: Challenge and Stigma Formats. J Health

Commun [Internet]. 2007;12:233-49. Available from: http://www.tandfonline.com/doi/
abs/10.1080/10810730701266273

Dumangane, S., Costa, E., Namburete, D., Machevo Chilundo, S., Tiago, A., Kamp, N., Sacur, D.,
Langa E. Explorando Constrangimentos Individuais e Socioculturais que Influenciam a Procura
de Servicos de Tuberculose em Trés Provincias de Mocambique: Pesquisa Formativa. Maputo,
Nampula, Tete; 2013.

Bond V, Nyblade L. The Importance of Addressing the Unfolding TB-HIV Stigma in High HIV
Prevalence Settings. J Community Appl Soc Psychol [Internet]. 2006;16:452-461. Available from:
http://www3.interscience.wiley.com/journal/5625/home

Baral SC, Karki DK, Newell JN, Smith I, Rieder H, Rouillon A, et al. Causes of stigma and
discrimination associated with tuberculosis in Nepal: a qualitative study. BMC Public Health.
2007;7:211.

Jimenez AD. Playing the blame game: casting guilt and avoiding stigma during a tuberculosis
health crisis. Int J Sociol Soc Policy. 2003;23:80-114.

Goffman E. Stigma: notes on the management of spoiled identity. Englewood Cliffs, N.J.:
Prentice-Hall; 1963.

Pescosolido BA, Martin JK, Lang A, Olafsdottir S. Rethinking theoretical approaches to stigma: A
Framework Integrating Normative Influences on Stigma (FINIS). Soc Sci Med. 2008;67:431-40.
France NF, Macdonald SH, Conroy RR, Byrne E, Mallouris C, Hodgson I, et al. “An unspoken
world of unspoken things": A study identifying and exploring core beliefs underlying self-stigma
among people living with HIV and AIDS in Ireland. Swiss Med Wkly. 2015;145.

Link B, Hatzenbuehler ML. Stigma as an Unrecognized Determinant of Population Health:
Research and Policy Implications. J Health Polit Policy Law [Internet]. 2016;41:653-73. Available
from: http://jhppl.dukejournals.org/lookup/doi/10.1215/03616878-3620869

Hatzenbuehler ML, Phelan JC, Link BG. Stigma as a fundamental cause of population health
inequalities. Am J Public Health. 2013;103:813-21.

Mitchell EMH., Daftary A. TB stigma : clearing the fog. Int J TB Lung Dis. 2017;21:5588.


http://hivaidsclearinghouse.unesco.org/search/resources/horizons.pdf
http://hivaidsclearinghouse.unesco.org/search/resources/horizons.pdf
http://www.tandfonline.com/doi/abs/10.1080/10810730701266273
http://www.tandfonline.com/doi/abs/10.1080/10810730701266273
http://www3.interscience.wiley.com/journal/5625/home
http://jhppl.dukejournals.org/lookup/doi/10.1215/03616878-3620869

Chapter 2

Overview of Methodological
Considerations for Measuring TB
Stigma

Ellen M.H. Mitchell, Amrita Daftary, Lisa Redwood, Nadine Ferris France, and Stephen
H-F Macdonald

Abstract

TB stigma is embedded in social structures, human behavior, and belief systems.
In addition to a diversity of types of stigma, there are also a wide range of

vital questions to be answered about its severity, scope, and impact. TB stigma
measurement methods should be adapted to specific goals. This chapter will help
researchers select the method best suited for their question.

Objectives

1.To provide an overview of the general principles of TB stigma measurement.

2.To guide readers in assessing their options and selecting the methodology best
suited to their study aims.

3.To lay out the operational steps and considerations when measuring stigma.

Target audience

This chapter is essential reading for all persons who want to measure TB
stigma and need an overview of basic principles. TB program staff and non-
governmental organization staff will benefit from the chapter's pragmatic and
stepwise approach to TB stigma measurement.

Introduction

TB stigma is embedded in law text, dialog, behavior, attitudes, and even

in architecture.” It includes anticipated and actual discrimination. Crucially,

it can be measured both from the point of view of the stigmatizer or the
stigmatized. TB stigma measurement methods should adapt to exercise goals.
Measuring different manifestations and impacts of TB stigma involves a range
of data collection and analysis methods, including direct and participant



observation, structured and unstructured interviews, discourse analysis, cost-
effectiveness analysis, and non-traditional sampling and statistical approaches.
Stigma measurement can also be an advocacy effort where primacy is given

to amplifying compelling narratives and authentic voices. This chapter helps
researchers to pick the method best suited for their needs and provides general
advice for stigma measurement efforts.

For some readers with a clinical background, an accessible analogy may be to
compare the challenges associated with TB stigma measurement to challenges
associated with TB diagnostics. Different types of TB stigma are analogous to
different types of TB. Some are easier to detect than others. The challenge is to
select the methodology that is sufficiently accurate to assess the type of stigma
you are looking for within a reasonable time limit and budget.

Table 1. Analogies between the TB Stigma Studies and the Challenges of TB Diagnoses

Type of Stigma
Enacted stigma
against patients

Analogous to Diagnosis of

Pulmonary TB in adults

Rationale
Methods well established, validated
tools available.

Secondary stigma
of families and care
workers

Extra-pulmonary TB

Manifestations vary widely, methods
not well standardized, few tools.

Self-stigma

Childhood TB

Hard to differentiate from other health
issues, requires skill, experience,

methods under development.

As with TB, TB stigma tests are not always performed the same way
in all circumstances. Methods will often require local adaptation. This
is analogous to ‘calibration’ of laboratory or radiological equipment.
This chapter introduces standardized operating procedures (SOPS) for
measuring stigma, which should be adjusted for local conditions.

The methods of stigma measurement vary depending on the goal. Some
common reasons for measuring stigma include:

1.Because you want to know whether TB stigma is causing additional
suffering or sequelae for people with TB (Chapters 7, 10, 15)?

2.Because you want to know if TB patients' rights are being violated
(Chapter 6)*

3.Because you wish to discern if TB stigma is deterring health seeking
generally or for specific groups (Chapters 9, 15)+*¢

4.Because you want to know if TB stigma is the biggest problem for
patients, or do they face exclusion due to other stigmas as well. (Chapter
14)

5.Because you want to know if stigma is causing recruitment or retention
challenges for healthcare workers (HCW). (Chapter 8)¢2




It is important to understand why you are measuring TB stigma. This will help
you to identify the right tools and people to help you. Often you already know
or suspect TB stigma is a problem, so you plan to do a baseline measurement to
develop your intervention.

The method of TB stigma measurement should be based on the following
criteria:

1.The rationale for stigma measurement (see examples above).
2.The inherent potential bias in a particular method.
3.The available resources (e.g., time, expertise, financial).

TB stigma can be difficult to measure because few people will openly admit

to discriminating. TB stigma may operate at a subconscious level so typically it
can be best captured through observations, vignettes, indirect questions, and
thought experiments. Each method has advantages and disadvantages, which
are discussed in the chapters that follow. One has to weigh the potential bias
from self-report in surveys against the potential risk of reactivity (aka observer
effect)from observational studies. These decisions are consequential and cannot
be made on scientific criteria alone. Often the budgetary resources available for
reducing stigma are competing against resources for diagnosing and treating
TB, so feasibility and efficiency are critical elements in deciding methodology.
The majority of scarce resources must go towards stigma reduction, not
measurement.

Choosing a stigma measurement method

If you seek to measure the “footprint” or extent of stigma, use of locally
validated scales is necessary. However, surveys seldom provide enough
information, and may not tell you why TB stigma is a problem or what can
be done about it. These “how" and “why" questions require a qualitative
approach.

Figure 1 depicts the cascade of questions that a TB program manager might have
about TB stigma. Each of these questions lends itself to a different methodology.



Figure 1. Matching Method to Mission

How does 'TB stigma'
operate in my setting?

Qualitative (Ch.3,17)

How does 'TB stigma'
operate in my setting?

...across the globe?
(Ch.4,16)

...in health care
settings? (Ch.5)

..in my
community? (Ch.4)

...in TB-affected
families, healthcare
workers, and
industries? (Ch.8)

j - .among people with
TB (PWTB) and
survivors? ( Ch.7,10)

What do you want

to know about
TB stigma?

Why is there so
much TB stigma?

What are the drivers
of TB stigma?
(Ch.3,11,17)

What is the impact
of all this TB stigma...

j ...on health-seeking?
: (Ch.4)

...on people's
health? (Ch.15)

...on people's lived
experiences?
(Ch.3,10)

...on investment
decisions (Ch.13)

Where and how
is TB stigma
embedded?

...in our laws
and policies? (Ch.6)

...in our
discourses? (Ch.11)

Table 2 outlines the situations where quantitative and qualitative methods may
be applied. It also shows some respective advantages and limitations. We do not

recommend choosing between them, but rather combining them to leverage
their respective strengths.




Table 2. Comparison of Qualitative and Quantitative Methods

Measurement tools to assess TB stigma

When to use

Advantages

Limitations

Quantitative

Measuring general prevalence
and severity of stigma.

Assessment of stigma levels pre-
and post-intervention.

1.Easily applied to large
groups.

2.Easy to train staff to
administer the tools.

3. Comparisons across
contexts.

1.Fixed outputs with
data quality reliant
on good question
design.

2.Does not clarify how
to intervene.

Qualitative

Identifying drivers and core
beliefs underlying stigma.

Build understanding of
stigmatizing mechanism and
ways to address them.

1.Can feed into targeted
survey design.

2. Flexibility allows for
the discovery of new
and unpredicted
domains.

3.Helps assess and
design interventions.

1. Difficult to apply to
large groups.

2.Skilled facilitators and
analysts needed.

3. Comparisons across
settings may not
always be possible.

The full range of TB stigma measurement methods are explored in more detail
in the chapters that follow. Qualitative techniques, structured observation, and
participatory approaches are particularly valuable in beginning stigma-reduction

interventions shortly after measurement.

Operational Issues in Measuring TB Stigma

Here we present an overview of activities and illustrative flow of workshops

to develop and implement a TB stigma study. Table 3 includes an illustrative
timeline, with sequence and approximate duration of the respective activities.
TB stigma measurement has two phases, a formative qualitative research phase
and a latter phase where the structured tools and methods are developed and
applied. A TB stigma study implementation process can be divided into 11

sequential steps.




Table 3. Overview of Activities to Develop a Valid TB Stigma Measure

Step Timeline

1. Orientation workshop - Engagement One day

2. Workshop 2: Capacity building methodologies One to two days

3. Formative research (i.e., qualitative field work) One to two months
4. Workshop 3: Selection of stigma domains Two to three days
5. Workshop 4: Construction of TB stigma methodology Two to five days

6. Protocol development Two to five days

7. Field testing of TB stigma measure Two weeks

8. Workshop 5: Revise method based on pilot results Two to five days

9. Study Implementation Two to six months
10. Workshop 6: Analysis Five to seven days

11. Workshop 7: Results dissemination and development of action plan ~ Two days

STEP 1. Community engagement and stakeholder
mobilization

The first step in planning involves a dialog with the national health authorities,
research bodies, technical partners, and activists and advocates to create political
commitment, co-ownership, and shared expectations of stigma measurement.

It is important to involve NTP managers, Ministry of Health representatives,

and members of affected communities in study design, measurement, and data
analysis. Without their input, the whole process will have limited impact.

Methods of involving these partners include:

» Hold a stakeholders orientation workshop.

e Establish a diverse TB stigma measurement committee. Define roles and
responsibilities in writing, including its composition, terms of reference, and
frequency of meetings.

* Include a TB stigma measurement activity in the national TB strategy, concept
note, or project work plan.

» Develop a costed operational plan in close collaboration with all partners.

Engaging communities in identifying TB stigma and the searching for solutions

is very important. A participatory approach to stigma measurement is very
helpful. For hints on how to address the challenges this entails, see the following
resources:

Van der Werf, Mitchell, and Heumann. Community Engagement in TB
Research. STOP TB Partnership Research Movement .Community involvement
in tuberculosis care and prevention. Towards partnerships for health. Guiding
principles and recommendations based on a WHO review WHO/HTM/
TB/2008.397.



Somesh Kumar (2002) Methods for Community Participation: A Complete Guide
for Practitioners London:ITDG

Parks et al. Communications for Social Change Consortium. 2005. Who
measures change? An introduction to participatory monitoring and evaluation of
communication for social change.

Available at http://www.comminit/en/node/70592/347

(Document can be downloaded from a link at the bottom of this page)

Guy Bessette. Involving the Community: A Guide to Participatory Development

Communication. http://web.idrc.ca/en/ev-52226-201-1-DO_TOPIC.html
http://web.idrc.ca/en/ev-52226-201-1-DO_TOPIC.html

STEP 2. Formative research

A formative research workshop should be held at the outset. The objectives of
the workshop are to:

Familiarize participants with qualitative research and methodology.

Build skills in qualitative data collection techniques.

Develop topic guides for focus group discussions and in-depth interviews.
Develop formative SOPS and protocols.

The study team is oriented on basic TB stigma terms, concepts, and jargon. It
is essential to have a general consensus on what stigma is before studying it in
depth. Study staff need basic stigma theory to be able to differentiate among:

* Actionable Drivers of TB stigma.
* Manifestations of TB stigma.
e Facilitators of TB Stigma.

The workshop should consist of interactive introductory sessions on qualitative
research issues and group work to develop the proposal. The participants
should become familiar with research ethics, in-depth interviews, focus group
discussions, and observation methods. If participants have some social science
background, plan a one or two-day event. If they do not, plan for a three to
five-day workshop. (See Chapter 3 for formative research methods).

STEP 3. Qualitative fieldwork to study stigma drivers
and domains

Chapter 3 has detailed steps on ways to unpack stigma. A range of qualitative
methods are needed to identify how stigma manifests locally, what sustains it,
how it operates, and where it ‘lives’. Formative stages should minimally include
the literature review and some qualitative research (focus group discussions,



in-depth interviews, participant observation). How much formative research is
needed depends on how much is already known about TB stigma in the context.

STEP 4. Workshop 2 to analyze the data and select TB
stigma domains

A thematic analysis is one in which data are sifted to identify words, themes,
behaviors, to develop potential items for a structured instrument. Each transcript
has to be coded and analyzed to draw out the themes, terms, framings, and
attributions. Data analysis involves triangulation of data from different sources.
Chapter 17 offers step-wise guidance on how to analyze specific types of
qualitative data. Once the data are organized into themes and patterns, it is
possible to interpret meanings and derive a conceptual framework of TB stigma
for that population, and build skills in data analysis techniques.

Salient behaviors, terms, phrases, and frames from the transcripts have to be
identified and used in the analysis. The data are analyzed in a participatory
workshop involving all members of the study teams. The results are used to
develop a quantitative instrument to measure TB stigma.

STEP 5. Workshop 3 to choose study methodology and
draft instruments

The main objective of this workshop is to decide on a study methodology and
mode of data collection (observation vs. self-report, online vs. in person, self-
administered vs. interview, digital vs. paper, etc.)

Many people default to doing surveys when they want to measure stigma.
However, the choices are much broader and indeed the strengths and limitations
of each merit a thorough debate. Figure 2 provides examples of the decisions
that must be made at this stage.

Figure 2. lllustrative Methodological Choices
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e
Individual Interview
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Issues to discuss include:

* How reliable are self-reports of discriminatory acts, and how can they be queried
without being accusatory or offensive?

e How does one craft observational tools to minimize bias reactivity due to being
observed?

* Do patients prefer to answer quantitative questionnaires in a group setting, or as
individuals?

* Do groups increase the risk of their conferring or agreeing on responses instead
of giving their own personal answers? Are confidential interviews or group
discussions more suitable?

People who have had TB have lived experience and practical knowledge of

how stigma manifests and how it can be discussed. People from the National

TB Program are also helpful, and they can keep the study grounded in national
practice and policy. Often stigma researchers from other fields (e.g., mental health,
substance use) add value, but they should have a firm understanding of TB.

Developing the first draft of TB stigma measurement
tools

Once a method is chosen, the TB stigma measurement tools are drafted. The
research findings from the formative phase should be used to inform a first draft of
TB stigma measurement.

If you do a survey, you may combine a mix of validated sub-scales with new items
derived from your formative research. Existing TB stigma scales and instruments are
described in Chapters 4, 5, 7, 8, and 10. These chapters help you decide between
the range of methodological options and questions to consider, including:

* What actions am | trying to measure specifically? How are we defining
discrimination? Shaming? Blaming? Stereotyping?

* Are they more comfortable answering questions in the first-person or third-
person? (e.g., "l feel ashamed” may be changed to “Some people feel
ashamed")

* Are questions worded appropriately to elicit the correct responses and avoid
bias?

* How should you take into local idiom and cultural interpretations if implementing
across diverse regions?

* How can you balance negatively and positively worded items?

* What is the best flow of stems and items?

* How can you best prepare a research plan for field testing, with an adequate
pilot sample size and data entry templates?



STEP 6. Writing a protocol, SOPs and undergoing ethical
review

For each data collection method, there are unique sampling, staffing, and ethical
issues to consider.

Statistical formulas sample size calculations for different study designs are explained
in Chapters 4, 7, and 9. Ensure social validity by engaging TB-affected people in
protocol development. Ensure content validity by basing the measures on thorough
qualitative/formative research, and ensure construct validity by engaging sufficient
social scientific and statistical experts. TB stigma measurement may involve risk

of social harms for the people observed, interviewed, or surveyed, and these risks
should be mitigated. Informed consent processes have to be developed. A thorough
ethical review helps ensure protection for participants and investigators alike.

STEP 7: Piloting of TB stigma methodology and
measurement

The research team, under the guidance of social scientists, should train research
assistants to administer the measurement instrument. Training and SOP guidelines
are necessary. Data collectors will need specific skills depending on the type of TB
stigma and where it is being measured. They will need sufficient training and practice
to succeed. During this period, it is important to:

* Pre-test with cognitive interviewing to explore understanding, feasibility, and
translation.

* Pre-test ethics and informed consent.

* Pre-test all aspects of data collection, data management, and security.

STEP 8. Revision workshop to address pilot results
At this stage, it is important to use the pilot data in order to:

e Conduct reliability testing (scaling) and validation through correlation, factor
analysis, and data reduction of any scales. (See Chapter 16 for more on scale
validation).

e Adjust the instruments and SOPs.

* Re-train the data collectors if inter-rater reliability is low or ethical lapses occur.

If surveys using scales are being developed, the piloting (validation) is very formal.
Chapter 16 explains these steps in detail. Participants who are familiar with statistical
concepts, statistical software, and techniques such as correlation analysis, factor
analysis and data reduction (scaling) require three to five-days. If experienced local
statisticians are not available, the workshop should be five to seven-days, and
external technical assistance is recommended.



STEP 9: Implementation

Once the methods and tools are deemed robust, they can be applied with the
population of interest in the chosen settings.

STEP 10: Analysis and dissemination

Analysis should be conducted immediately, and results shared widely. Participants
who are familiar with correlation analysis and factor analysis may require as little
as three to five days to do the analysis. If the local team needs more support,

a longer workshop of five to seven days (with external technical assistance) is
recommended. Typically, an additional two-weeks is needed to write-up the
results.

STEP 11: Action plan

The results should be used to set priorities for stigma reduction. Dissemination
can begin by organizing a meeting, with representation from TB patients, the TB
program, health service providers, their managers, and community leaders, to
discuss feedback on the interviews, set priorities, and to formulate interventions
to address the problems.

An action plan will need to set intervention priorities. If several interventions
have been proposed, but not all can be implemented, additional selection criteria
can be used for further prioritization.

The action plan needs to include the following components:

* Intervention topic;

* Reasons why this intervention is believed to be successful;
* Intervention objective;

* Theory of change (conceptual framework, logic model);

* Strategies;

* Activities; projects;

e Team members (champions, early adopters, M&E);

* Time frame for implementation;

* Financial, material, and human resources required; and

* Indicators for monitoring and evaluating change.

All TB stakeholders can play a role in implementing the action plan.
e Community members can support and monitor the implementation of the

change process in facilities and provide feedback on local perceptions of the
changes.



e Activists can hold stakeholders accountable for changes and push for scale-up
of successful efforts.

 National, regional, and international decision-makers support these changes
in health delivery practices. They act as matchmakers, marrying effective
practices for clinical and programmatic work and strategies for implementing
change and scale-up.

* Researchers can help to resolve issues revealed by the study.

* Clinicians apply effective practices to save lives and reduce the impact of
stigma on treatment experiences.

* Mid-level managers can lead and champion changes in health delivery
practices.

* Senior management needs to visibly support the changes and those who are
leading the change process.

* Members of the legal community can push for an end to discriminatory laws
and policies.

Conclusion

Measuring different manifestations and impacts of TB stigma can involve a
range of methods, including directed and participant observation, structured

and unstructured interviews, discourse analysis, cost-effectiveness analysis, and
non-traditional sampling and statistical approaches. The subsequent chapters
introduce readers to these methods and help clarify how to choose among them.
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Chapter 3

Qualitative Methods for Identifying
Domains (roots) of TB Stigma

Amrita Daftary, and Gill Craig

Abstract

This chapter offers guidance on how to do formative research using qualitative
methods to unpack the drivers (causes) and dimensions (forms) of TB stigma.
Formative research must be conducted prior to any survey or other structured
stigma measurement.

Objectives

1.To understand the role and relevance of qualitative methods in TB stigma
assessment

2.To learn how to deconstruct (unpack) the drivers (causes) and dimensions
(forms) of TB stigma

3.To be aware of ethical considerations, limitations, and challenges of qualitative
methods

Target Audience

This chapter is for anyone seeking to understand how stigma operates and
wishing to understand the ideas that nurture and sustain it in different settings.
People without a social science background will benefit from the comprehensive
explanation of why and how to engage people in talking about stigma.

Introduction

Context is key to understanding, assessing and measuring TB stigma. Individual,
patient, household, family, community, economic, historical, socio-political,
health facility, and health systems circumstances collectively illuminate why, how
and in what forms stigma is perceived, experienced and understood by particular



populations in particular settings. Qualitative research methods can help us

to understand these varied contexts in a more nuanced and deeper way. This
chapter offers guidance on how to use qualitative methods to conduct formative
studies that unpack the drivers (causes) and dimensions (forms) of TB stigma.

The social dimensions of TB stigma

Although stigma is often conceived of at the individual level, tied to a particular
immutable characteristic such as infectivity of the TB bacillus, it is important

to recognize its mutable social dimensions. For instance, TB is stigmatized due
to its relative deviance from that which is considered to be normal. But the
assumptions or norms that govern what is acceptable (normal) or unacceptable
(abnormal) are created by society and not by individuals alone.?' Stigma

may thus be encountered in multiple ways, ways that may coexist and be
contradictory. An act or symbol that is stigmatizing to one person or community
may be perceived or experienced in an entirely different way by another. For
example, healthcare workers may wear face masks to protect themselves and
consider this action to be normal, but PWTB may perceive it to be exclusionary
and stigmatizing. Once on treatment, people with TB usually recover, their visible
symptoms fade and they may more easily pass as normal' — experienced stigma
may fade with or without commensurate changes in self or internalized stigma.
When developing a stigma measurement scale, these contextual considerations
are key to scale validity and analysis. A qualitative approach is the optimal way
to deconstruct the local drivers (causes) and dimensions (forms) of TB stigma, or
what we refer to as the TB stigma complex (see Figure 1).

Figure 1. Deconstructing the Stigma Complex
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community health workers, nurses,
doctors, informal practitioners, Experienced

- treatment supporters, program
Individual managers, policy-makers




Qualitative methods to identify the dimensions and
drivers of TB stigma

A qualitative approach is grounded in the experience and perspectives of those
most intimately affected, that is, the persons who perceive and experience
stigma as well as the persons, communities, interactions, and contexts that
produce and sustain stigma. We summarize its tenets in Table 1. We then offer
guidance on main steps in the design and implementation of qualitative studies
aimed to identify the drivers and dimensions of TB stigma.

Table 1. Tenets of qualitative methods

There are multiple ways of building and sustaining TB stigma and these operate

Premise . .
consciously and unconsciously
To explore how TB stigma is produced and sustained (social construction); to
Goal ) : : :
understand its drivers (causes) and dimensions (forms)
Researcher(s) Situated and reflexive, fair dealing (non-judgmental)
Purposive samples (principle of maximum variation to gain diverse perspectives);
Sample with those who directly experience, perceive or produce TB stigma (e.g., people
with TB, persons considered to be at risk for TB, community members, providers)
Semi-structured, open-ended questioning and probing; flexible, spontaneous,
Approach i-structu P questioning probing; flexi P u

iterative and analytic approaches; participatory approaches

Data collection

Interviews; focus groups; observations; document review; ethnography;
participatory techniques (e.g., theater, diaries, photography, action-oriented
community groups, use of visual aids, charting, ranking)

Data format

Textual (audio and video transcripts, field notes), non-numerical

Analysis

Staying close to the data but does not accept it at face value; drawing on
participants’ own words before developing higher order constructs; moving
beyond descriptive (realist) summaries to in-depth (critical) interpretations

Asking a formative research question

Qualitative studies to discover the drivers and dimensions of TB stigma are
primarily exploratory. As far as possible, the approach to deriving root causes of
stigma should be broad and devoid of assumptions.

Although qualitative researchers start off with a research question there is
flexibility in tailoring the research questions, as the open-ended nature of
qualitative inquiry allows for interesting issues to arise that had not been initially
considered. Indeed, many qualitative studies that report on TB stigma have
begun with research questions that were not focused on stigma (including
studies described in Table 2). Findings related to TB stigma were incidental —

an unanticipated discovery while addressing a distinct research problem, for
example, to examine the lived experience of people with TB or challenges to TB
health care seeking more broadly.



Selecting and recruiting samples

The strength of qualitative data comes from its richness and ability to tap
into new and unanticipated areas of interest through in-depth inquiry with
“information-rich” [Patton 1990; p169] participants.*° In studies seeking to
identify the drivers and dimensions of TB stigma, this includes a wide range
of people with detailed knowledge of or direct experience with TB stigma, as
well as persons who may not directly encounter TB stigma to understand its
buffers and hidden drivers. See Chapter 1 and Chapter 12 on how to engage
populations in the design and implementation of stigma studies.

Table 2: Samples to Consider for Unpacking Specific Drivers of Stigma

Types of

Stigmas

Whom to interview

lllustrative empirical qualitative studies
and normative papers

Policy makers, government officials,

Coreil et al. 2010; Farmer 1996;

Structural journallst_st bureaucrats, people with TB/ Farmer 199724
communities affected by TB
Persons deemed to be ‘at risk’ for TB Daftary et al. 2007; Macq et al.
Public stigma (e.g., migrant mine workers in sub- 2005; Ngamvithyapong et al. 2000;
Saharan Africa, slum dwellers in South Senthilingham et al. 2015; Waisbord
Asia, homeless persons in North America). 2007°°
Enacted TB People with TB, service providers

stigma against
people with TB

(e.g., nurses, doctors, social workers,
counsellors, community case/field

Bond & Nyblade 2006; Daftary &
Padayatchi 2012; Daftary 2015; Kelly
1999, 1012

(e.g. people) workers),
Self-stigma People with TB
Caregivers, TB care providers, persons
deemed to be ‘at risk’ for TB service
Secondary _ _ Baral 2007, Buregyeya, 2012, Adams
_ providers (e.g., nurses, doctors, social
stigma , et al 2017
workers, counsellors, community case/
field workers),
Atre et al. 2004; Atre et al. 2011;
Compound Chikovore et al. 2014; Craig et al.
_ P u People with TB, persons deemed to be ‘at ! . 8
stigmas in key fisk' for TB (e.., smokers, slum dwellers 2007; Gosoniu et al. 2008; Hayes-
populations & ' Larson et al. 2017; Moller et al. 2007;

affected by TB

homeless persons, HIV),

Moller at al. 2011; Ngamvithyapong
et al. 2000"°"+22 Daftary 2012

MDR-TB
stigma

People with MDR-TB, Caregivers

Daftary 2014; Daftary & Padayatchi
2016; Engel 2013; Senthilingham
20158,12,23,24

Drivers of TB
stigma across
varied contexts
and dimensions

Board members of local, national and

international guideline/recommendation

committees and advisory groups).

Baral et al. 2007; Craig et al. 2016;
Courtwright & Turner 2010; Coreil et
al. 20102%%




Purposive sampling

is an iterative process.
Participants are selected on
the basis of characteristics
considered to be relevant
to the topic of study, with
the aim of achieving data
saturation and conceptual

representativeness

Qualitative sampling is purposive rather than random.'3# Purposive sampling
is a type of non-probability sampling where the researcher selects participants
according to specific characteristics of interest at the study outset.*'*? For
example, in order to understand why patients are failing to attend clinic
appointments at a newly developed program, the researcher may interview 20
women and 20 men to ascertain influences on attendance. Within this sample,
the researcher may then select five people aged 20-30 years and another

five aged 30-40 years to identify if there were certain (stigmatizing) practices
of program arrangements that contributed to perceptions of poor care. The
researcher may also purposively interview 5-10 people who demonstrate

poor adherence (e.g., miss an appointment or report barriers to clinic staff) or
represent marginalized sub-groups within a given population (e.g. people with
HIV) to understand local drivers and dimensions of stigma. Participants of a
purposive sample therefore need to meet specific criteria. This is distinct from
convenience sampling where the researcher has no control over the type of
participants in a study, and is often considered a weaker form of sampling.

Maximum variation sampling is the most common form of purposive sampling
that seeks to include the full spectrum of cases and reflect the diversity within a
given population by including extreme or negative cases.” Because we want to
learn how and why stigma is produced and sustained, or what are the possible
drivers and dimensions in a setting, as opposed to learning how frequently or
intensely these occur, we want to capture the widest range of perspectives
rather than the most common perspective. Accordingly, we give equal attention
or importance to the perspectives of people who have experienced the most
overt forms of discrimination on account of having TB (e.g., job loss, family
abandonment) and those who perceive no stigma.

At other times, we may be interested in how stigma is shaped and experienced
against the axis of gender or immigration status. We would then recruit a good
balance of men and women or refugees/immigrants and locally born participants
to analyze the role of gender or immigration status in TB stigma. The goal would
be to achieve qualitative rather than equal representation, where issues likely to
affect TB stigma in the study context are adequately included.

Theoretical sampling is an iterative form of purposive sampling that “is dictated
by the data and the emerging theory” [Coyne 1997; p 6291.*" Early interviews
may suggest important characteristics of interest that were not unanticipated

at the study outset but could be explored to yield a richer understanding of the
research problem. For example, a researcher may learn that participant's marital
status or area of residence drives their health-seeking behaviors and perceptions
of stigma in unanticipated ways. The researcher can explore this further through
subsequent recruitment of participants deemed to have rich information about
these unanticipated characteristics of interest (e.g., by proceeding to interview
people who are married/single, or those who live in urban as well as rural areas).



A Semi-structured
interview is a guided
conversation, where the
participant is considered
the expert and is given the
opportunity to talk about
his/her experiences and

feelings.

Sample size

Samples are generally smaller than those used in quantitative studies. Adequacy
of the sample size is determined by the principle of theoretical saturation,
whereby data collection ends once no new concepts or theoretical insights
emerge following review and analysis of all data.?®* Thus, sampling is most
successful when done in conjunction with data collection and analysis, that

is, an iterative approach. Although it is not possible to define the number

of participants in advance, a range of 20 to 30 interviews'* or 4 to 6 focus
groups*“¢ with a purposeful sample is usually sufficient to achieve saturation.

Collecting qualitative data

There are many methods for capturing in-depth qualitative data about the
drivers and dimensions of TB stigma. In this chapter, we focus on two common
methods that may be applied across most settings, interviews and focus
groups, and briefly discuss observations. Where feasible, these methods can be
concurrently applied to facilitate triangulation and attain more comprehensive
insights into the drivers and dimensions of TB stigma.

Interviews

As discussed earlier, what it means for people to perceive, experience or
produce TB stigma is inextricably related to their social contexts. However,
these meanings are generally subconscious or hidden; that is, in their day-
to-day actions and interactions, people may not consciously think about the
history, culture, medical or social structures within which their perceptions and
experiences of stigma are shaped.*” A dynamic interaction between a researcher
and participant can facilitate a rich account of the participant's lived experience,
and uncover the subjective (conscious and subconscious) meanings attached

to it."#84° Semi-structured interviews that allow for open-ended questioning
and invite rich, narrative, explanatory responses (thick descriptions) through
active listening and probing can offer a vivid picture of participants’ personal
experiences and perspectives about TB stigma. They are optimal tools to identify
and examine the drivers and dimensions of stigma among TB patients, key
populations, community gatekeepers, and policy/program managers.

A typical semi-structured interview® is a guided conversation, where the
participant is considered the expert and is given the opportunity to talk freely
about their experiences and feelings. Because the interview is semi-structured it
allows flexibility so that departures from the interview are permitted and even
encouraged, to introduce important insights into participants’ experiences.
Questions are broad, exploratory and open-ended to capture participant's
thoughts and perspectives based on his/her first-hand experience (i.e., what



happened to them) and personal interpretations of those experiences (i.e.,
how they understood this experience or event, how it made them feel)."

Main questions may be comprised in an Interview Guide, but the wording

and sequence of these questions would shift from interview to interview
depending on the participants’ unique responses and circumstances. Key to
qualitative interviewing is to learn about TB stigma without asking about
stigma outright, so that ensuing understandings about stigma are rooted in
participants’ own characterization of this research problem (rather than the
researcher's preconceived ideas). It is only through this manner of questioning
that the continuous and dynamic discovery of new and unanticipated themes
related to stigma drivers and dimensions will be possible. For example, a typical
interview guide may include casual questions related to a persons' diagnostic
journey, experiences in treatment and care, interactions with providers, general
perceptions about TB and how these may have changed with time, general
experiences in their home, experiences with disclosure, relationships with
others (e.g., family, partner, children, employer), financial obligations and
circumstances, major life events concurrent with TB (e.g., job loss, change in
residence, relationship with family, access to income or emotional support).
Participants would be asked to describe day-to-day events and probed on how
they navigated or responded to these events to learn about potential sources of
stigma in their particular iliness experience. See Tables 3 and 4 for a sample of
questions that researchers may draw upon to develop interview guides (while
listed in clusters, questions should be broken down and asked one at a time

to avoid confusing the participant). It is in the analysis stage (see Chapter 17)
that the researcher would compare these narratives and link them to broader
concepts such as drivers and dimensions.

Throughout the interview, the role of the interviewer is to gently guide the
participant to talk about the topics in the Interview Guide, and ask follow-

up questions (probes, e.g., asking: “Can you give me an example?" or “Can
you tell me what you mean by that?") to clarify a point, open new themes

for discussion, or encourage elaboration®; it is not a question and answer
session. The interviewer tries not to lead or influence participants via their body
language, tone of voice, or by casting judgment or opinions according to their
values or assumptions about the research problem*, including preconceived
notions about stigma. Note that questions barely mention stigma overtly (Table
3). Qualitative interviews can thus be considered active tools of data collection
and analysis, where data are co-produced by both the participant as well as the
researcher.



Table 3. Sample topic guide for qualitative interviews with people on TB treatment

Perceptions and attitudes about TB

— What are your thoughts about TB, how has this changed over time (since being diagnosed,
starting treatment)?

— What do you think others (your community) think or feel about TB patients?

— Do you know other people with TB, what is your relationship with them now?

TB diagnostic journey, disclosure and contact tracing

— What were your symptoms, how did you get diagnosed, what challenges did you have?

— What were your support systems, who did you tell when you were diagnosed, what was the
response, how has this changed over time?

— Was there any follow-up for your family or household contacts, how was this handled?

Experiences in treatment and care

— How are you coping with treatment, side effects, access to medicines?

— Where do you receive your medicines, how do you make it to your clinic appointments (how
often and for what — DOT/monitoring, with who, cost/time to commute)?

— How do you take your medicines every day, who reminds you?

— What are your experiences at the clinic, how is your relationship with providers, what do you
think about the quality of care you receive?

— If hospitalized, how was this experience, how were the interactions with patients and providers,
how did you communicate with family or confidantes?

— What other co-morbid conditions or medical problems do you have?

— What other medical support have you received and how have you experienced these supports
(e.g., counseling, grant support, food or transport assistance, community health worker, social
work, etc.)?

— What barriers have you faced and how have you dealt with them?

— Probe for positive and negative experiences, always ask for examples

— Do you have any preferences or suggestions going forward, if you could change something
what would it be?

Social support and financial issues

— Who do you live with, how is your household situation, who have you told about your illness,
what did they say and what was the response?

— What social and financial obligations/priorities do you have, how are you dealing with them,
who helps?

— What major life events have ensued since diagnosis (e.g., change in residence, relationship with
family, access to income or emotional support), how has this affected you?

— Who do you talk to for comfort or support, who do you go to for financial assistance, who
looks after your dependents when you are being treated or at the clinic, who are your close
confidantes, what do they know, and how have those relationships changed?




Table 4. Sample topic guide for qualitative interviews with healthcare workers on TB stigma

General experiences in health care delivery

- What is your role, what are your day-to-day activities?

— What types of patients do you typically see, what are the common medical issues and how has
this changed over the time you have been working?

— How would your peers describe your TB patients?

Perceptions and attitudes about TB

— What are your thoughts about TB, how has this changed over time (e.g., experience working
with TB patients)?
— What do you think others (your community) think or feel about TB patients?

Patient interactions

— What are your experiences with patients in general, what is your relationship?

— What has been your experience with TB patients, what do you think are your most common
problems and needs (start with medical, as discussed earlier, and move into social)?

— How do you respond to these needs, what difficulties have you faced, ask for examples?

Workplace

— How are you supported at work, what is your relationship with colleagues, senior staff, other
cadres of health workers, support staff?

— How do you feel working at this site, with TB patients, what do your family and co-workers
think?

— How do you perceive risk for TB infection, what countermeasures (e.g., infection control
practices) do you take and how do you feel about these measures?

— Given your work day, described earlier, how else could you be supported, what are your
preferences?

— Where else have you worked and how would you compare those work experiences?

TB service delivery

— What TB specific activities do you participate, what types of health care tasks are you directly
involved in (e.g., testing, counseling, contact tracing, treatment initiation, treatment observation
or monitoring, adherence support, outreach)?

— How do you enjoy these activities, what challenges have you faced and how did you deal with
them, ask for examples of specific interactions with patients?

— How do you make medical decisions for each of these activities (e.g., how do you decide which
patients to test for TB, how do you decide which medicines to prescribe, how do you go about
performing contact tracing, ask to be walked through the decision-making process which can
illuminate underlying assumptions and practices)?

— How else do you think your patients can be supported?

— How else can you be supported in accomplishing your duties, what would be your preference?




e —_— e

Focus Groups

Focus groups comprise a group of interacting participants convened by a
facilitator who uses natural group interactions to learn about social and cultural
norms, and how pervasive they may be in a given community. Participants may
share some characteristics but the richness of a focus group discussion comes
from the diversity of participants’ experiences; that is, the ability to capture
points of group convergence as well as deviations from group norms (e.g.,
different experiences that may underlie participants’ shared perspectives, or
different perspectives among those who otherwise appear to share a similar
reality).*¢>" When conducted soundly, focus groups can be highly efficient
tools as rich insights may be captured from a large number of participants

in a relatively short period of time.>? Focus groups have much in common

with interviews, and the recommendations shared for interviews would apply
to the implementation of focus groups. The main difference is the strength

of interaction and exchange between participants of a focus group over a
particular issue. As Morgan (1996) notes, “what makes the discussion in focus
groups more than the sum of separate individual interviews is the fact that the
participants both query each other and explain themselves to each other.”#¢ This
allows participants themselves to compare experiences and offer explanations
for those differences as opposed to the researcher hypothesizing why those
differences exist on the basis of separate interviews.



Focus groups with health providers, community members or key populations can
be optimal tools to understand community norms around TB stigma and identify
the drivers of structural and public stigma. Focus groups may also serve as tools
for advocacy by channeling participants (e.g., TB patients) into a collective
dialogue about a shared reality. For this reason, focus groups are a useful
participatory tool, where group opinions, rankings, and preferences may be used
to develop more comprehensive insights into the drivers and dimensions of TB
stigma (see Chapter 7 and 12).

In focus groups, the discussion is led to a greater degree by participants
compared to in an in-depth interview." The facilitator's role is to guide the
discussion, manage group dynamics, encourage participants to share their
thoughts, and probe group consensus to identify points of divergence, all
without influencing the discussion or skewing responses a particular way.32%3
The difficulty with focus groups is that if participants share many of the same
assumptions about TB patients, then they may not feel the need to make those
links explicit to the underlying associations and mechanisms may remain hidden.
For example, patient participants may not open up about their stigmatizing
experiences in a group environment.*¢ Healthcare workers may not openly
express negative attitudes about people with TB, fearing judgment from their
peers or the researcher. In such instances, the burden falls heavily on the skills
of the facilitator to encourage the articulation of underlying assumptions, and at
times introduce leading statements (e.g., asking: "I have heard that some people
are reluctant to work in a TB ward"”, What do you think?") that encourage the
group to share opinions that would be otherwise embarrassing or awkward to
voice in a group environment.

Well-facilitated focus groups can be excellent ways to collect data on contentious
topics, even with persons prone to give socially desirable responses, or disinclined
to open up on socially sensitive subject matters.>* Small focus groups comprising
4-5 participants have been successfully conducted with XDR-TB patients as well
as TB health care providers and led to the discovery of novel dimensions and
drivers of TB stigma.'>4¢

Ideally, a focus group should include 6-8 participants but the composition would
depend highly on the research situation; for example, larger groups would be
feasible to understand perceptions about TB stigma with community members
but smaller groups may be optimal when recruiting patients who may not
open up about their personal experiences with a large audience. Furthermore,
as gender, immigration status, and severity of disease are understood to be
critical determinants of TB stigma?’, it would be ideal to stratify focus groups
accordingly. However, there is no hard-and-fast rule about focus group
composition. It is the role of the researcher and focus group facilitator to
consider these issues prior to organizing the focus group and tailor them to the
local context.



Observations

Naming, blaming and shaming are behaviors that can be observed. Many
aggressive acts reflective of enacted and public stigma can take place in the
public sphere. Field observations can provide a first-hand or insider's perspective
on the physical and social environment in which TB stigma is produced

and experienced.?? Observations can illuminate deep knowledge about the
sociocultural norms and practices of a study setting and may also enhance
analytic credibility.?*3* For example, clinic observations may allow for a witnessed
account of the social contexts in which patients attend clinics and access TB-
related services, insight to their interactions between clinic staff and with other
patients, and norms and actions practiced within the clinic environment that
could affect patients’ overall experiences with health care. These observations
may guide questions in subsequent interviews or focus groups, and allow
researchers to situate their analysis of TB stigma more wholly in participants’
social contexts. For more on structured and unstructured observations, see
Chapter 5.

Ethical considerations. As with other studies, stigma research mandates
abidance to procedural ethics at the study outset, or receipt of institutional
ethics approvals, site permissions, participants’ informed consent (written or
verbal, depending on the situation), and developing secure mechanisms for
data protection and sharing.*®* Ongoing ethical considerations, which mandate
researchers to reflect on ethical decisions beyond procedural ethics include:
situational ethics or unpredictable ethically relevant moments that may arise
during the conduct of research activities (e.g., establishing a plan to counsel
patient participants who become emotional during an interview, or to address
accounts of illegal practices); relational ethics where researchers are continually
mindful of their character, actions, and influence on others (e.g., drawing on the
principle of reciprocity to balance a researcher’s desire to publicize an evocative
narrative against a participant's preference to minimize it); and exiting ethics,
where researchers reflect on the manner in which they share research findings
to avoid unjust or unintended consequences (e.g., representing participants who
may be poor or marginalized in ways that do not portray them in a negative light
and inadvertently compound their marginalization).®

Readers are encouraged to refer to Chapter 17 for approaches to qualitative
analysis and research rigor.



Conclusion

This chapter has laid out the rationale and fundamental considerations of using
qualitative methods to identify and examine the drivers and dimensions of TB
stigma. Qualitative research helps us to understand these varied contexts of TB
stigma in a more nuanced and deeper way, and is thus essential to the process
of developing and validating a stigma measurement scale. In-depth exploratory
inquiry into the socio-medical environment in which TB stigma is produced,
and with those who encounter or contribute to stigma, can result in a more
humanistic’ conceptualization of TB stigma, and uncover its building blocks in a
given setting.
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Chapter 4

Conducting valid surveys of TB stigma
and health seeking

Lisa Redwood and Ellen M.H. Mitchell

Abstract

This chapter covers the main drivers and domains of TB stigma in the population.
It outlines the considerations for measuring TB stigma in communities and
nationwide. We introduce the available validated scales and explain the relative
advantages of indirect questions and/or hypothetical questions to tap social
norms. The chapter explains how to craft a high quality survey of the role of
stigma in health seeking for TB symptoms. Finally, we discuss a comparative
ecological analysis of anticipated stigma across settings.

Objectives

1.The typical domains and drivers of TB stigma in the general public

2.How to measure TB stigma to assess its impact on health seeking behavior

3.How to embed studies into larger national household surveys

4.How to compare stigma in the community across settings using ecological
analysis.

Target Audience

The intended audience for this chapter is people wanting to measure TB stigma
in their communities, regions, countrywide or among countries. This may include
research institutions, national TB program staff, MoH or other government
organizations, non-governmental organizations (NGOs), donors, and technical
assistants implementing social surveys.

Introduction

Measuring TB stigma at the community level is crucial to shift societal treatment
of people with TB. Stigma in the population is also known as social stigma, public



stigma or cultural stigma. Community attitudes toward people with TB influence
their support for public policies designed to ease their financial, social, and
physical burdens." People with more accepting views toward PWTB are more
likely to support the use of public monies for TB research and anti-discrimination
efforts.” Societies which blame PWTB for developing TB disease are less likely

to support the provision of public assistance, such as disability grants.'? This is
important as provision of public assistance is associated with improved survival of
TB patients.?

Community fears and prejudices about TB can also deter health care seeking

for TB symptoms.*' Programs and communities need to know how TB stigma
operates at the community level and crucially whether it discourages health care
seeking. Accurate measurement of TB stigma in the community is therefore a
necessary first step in the development of effective social mobilization to increase
use of TB services.

Drivers of stigma at community level

There are many potential drivers of anticipated stigma in the general population.
Stigma in the general population can be influenced by social characteristics,
knowledge, national epidemiological context and structural drivers of TB stigma.
Some authors have argued that lack of understanding of TB transmission
increases TB stigma.®'* In some settings an increased understanding of the
treatability of TB reduced stigma.''¢ However levels of TB knowledge often
have no consistent relationship with levels of TB stigma.?'¢"” Indeed TB stigma
can even increase with levels of education and social class.' At the national level,
TB stigma is correlated with incarceration rates." This suggests that a country's
general approach to blaming and punishment can also color the country’s view
of PWTB.

Figure 1. lllustrative Influences upon societal TB stigma.
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Domains of stigma to measure

The context in which you work will impact the items and the scales you should
use. The aim of the study needs to be clear to allow the questionnaire content
be tailored to the need and therefore deliver the desired data.

Formative research in your setting will reveal the domains most relevant, but
Pescosolido and Martin (2015) identified seven domains of public stigma that
you may wish to explore. These include: social distance, traditional prejudice,
exclusionary sentiments, negative affect, treatment carryover, disclosure
carryover and perceptions of dangerousness.' These domains are defined with
TB examples in Chapter 1.

Figure 2. Seven Domains of Public Stigma'®
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Corrigan adds two dimensions "pity" and “treatment coercion” to measure
public stigma.

Attitudinal Scales for Measuring TB Stigma at the
Community Level

Once you have determined through formative research which domains are

relevant in your setting, you can choose to adapt an existing scale or build a new
one. There are several scales for community measurement, ranging in size from 5
to 11 items. There are non-disease specific scales and TB scales derived from HIV



scales. Each has strengths and weaknesses for you to weigh.
Generic Scales for Measuring Discriminatory Attitudes

There are a variety of validated scales for measuring discriminatory attitudes that
have been adapted for TB (See Table 1). The Bogardus Social Distance Scale is
one of the oldest psychological attitude scales and it has been adapted many
times and to many contexts."

The social distance scales from the nineteen twenties informed the development
of the Jaramillo and Mak TB stigma scales."'* They have items like these:

1. Would marry a person who had had [insert stigmatized condition]

2. Would have as regular friends a person who had had [insert stigmatized
condition]

3. Would work in an office beside a person who had had [insert stigmatized
condition]

4. Would have several families who had had [insert stigmatized condition] in
my neighborhood

5. Would have a person who had had [insert stigmatized condition] merely as
speaking acquaintances

6. Would prefer a person who had had [insert stigmatized condition] live
outside my neighborhood

7. Would prefer a person who had had [insert stigmatized condition] live
outside my country.

The Bogardus Social distance scale was first designed to measure racism and
xenophobia and some of the behaviors may be setting specific. The Social
Distance Scale (SDS) by Kelly and colleagues is also widely used as a basis for
disease-specific stigma scales.?>?' The SDS questions are preceded by vignettes
which is particularly effective if you want to understand how multiple types of
prejudices (for example xenophobia) exacerbate TB stigmas. For guidance on the
use of vignettes and the SDS items read Chapter 14.

Probably the most well-known of these non-condition specific stigma scales is
the Explanatory Model Interview Catalog (EMIC) scale which has been used
extensively for stigma of leprosy, mental health and TB.?°2>2” The EMIC scale
is described in more detail in Chapter 7 and its potential for gender bias is
discussed in Chapter 14.






Table 1: Overview of validated scales for health-related
community stigma applied or applicable to TB

Steuler oy Content Construct Reliability No. of Domains (if
validity validity items identified)
Hong Literature CFA Public stigma
Mak (2006) Kong Focus SEM o =0.83 14 (prejudice/
groups discrimination)
Jaramillo Colombia  Literature n/a n/a 5 Social distance-
(1999)" intimacy
Concealment,
- avoidance, pity,
sermrittirong Thailand FGD. (EMIC- SEM o=0.87 15  shame, beingpmade
(2015)8 CSS
fun of, respect and
marriage (prospects)
Bogardus
Dissizl:le USA CFA “ :02235 8 Social distance
(1925)

Concealment,

avoidance, pity,
Atre?” India EMIC n/a n/a 15 shame, being made
fun of, respect and
marriage (prospects)

US (4 sub-scales):
internal shame;
external problems;

. disclosure,
EMIC stigma L
. 21 communicability
Coreil US and scale a = 0.80 for .
. EFA (US)  Haiti (5 sub-scales):
(2010b)3° Haiti Local both )
. . 20 (H) internal shame;
interviews

external problems;

disclosure; family

reputation; other
illness

SEM - structural equation modeling, CFA - confirmatory factor analysis, EFA — exploratory factor analysis, FGD - focus

group discussion.

The Mak and Jaramillo scales are general stigma scales applied to TB. The
Jaramillo scale is primarily a measure of the social distance domain and asks
about five specific behaviors (i.e. kiss, share meals, have sex, work/study,
hugging). Given the specificity of these behaviors, it may not be appropriate
for all settings. Scales that were specifically designed for TB and informed by
formative work on TB are summarized in Table 2.



Table 2: Validated TB Stigma Scales for Public Stigma

Content Construct No. of Domains (if
First author Country - ) .u Reliability ° ! _I_ 4
validity validity items identified)
Traditional
Cramm & Kalichman  Correlation re'll,lcliice
_ South  HIVstigma  with HIV prejudice,
Nieboer , _ a=0.74 8 exclusionary
(2010332 Africa  scale, Mgller stigma tent. social
2008 (r=0.66) . '
distance, blame
Social distance,
exclusionary
Van Rie (2008)3 Van Rie TB ti ts,
an Rie (2008)™ .\ lang  Van Rie EFA @=085 11 sentiments
Kipp (2011)3* stigma scale treatment
carryover, and
negative affect
Crispim
0016 e Sy Brazil  VanRie n/a @=070 11  SeeVan Rie 2008
Stereotypes,
Colvin Honduras Literature, EFA =0.71 7 es);l;:;r;igy
(2005)3738 interviews a= S '
social distance,
discrimination
Exclusionary
sentiments, social
Sagili (2016)*° India Literature N/R n/a 13 _ _
distance, intent to
discriminate
=0.80 f i
Wu 2013y Taiwan  AQ-S8 pca  *=080Tor Avoidance,
both sympathy, fear

N/R= not reported

Wording of Stigma Items is Important

TB specific scales for use in behavioral surveys have been developed recently
often borrowing items from HIV scales. One downside of borrowing items from
a chronic disease is the tendency for items to implicitly assume TB disease results
in a permanent mark.?> Researchers should be careful when drafting items to use
transitive verbs to imply a temporary state.

The Van Rie community TB stigma scale performs well, is validated, is self-
weighting, and has been applied in multiple countries (See Table 3). Validated
versions exist in English, Malay, Thai and Portuguese.**3>4'42 The Van Rie scale
utilizes indirect items to measure TB stigma in the general community and in
people living with TB, such as: “Some people do not want to talk to others
with TB". This indirect method of inquiry taps social norms rather than personal



positions. During the social validity testing of the initial scale indirect questions
were found to be more culturally appropriate and allow for more truthful
answers.* The disadvantage of this indirect framing is that it may over-estimate
the prevalence of stigma because it is easier to affirm that ‘some’ proportion

of any population will think almost anything. Moreover high scores on such
indirect mild stigma measures are seldom predictive of behavior or outcomes.?*
Hayes-Larson et al (2017) recently tested and expanded version of the Van Rie
community attitudes scale that used three more direct and severe items. These
three seemed to pinpoint severe TB stigma better and were highly correlated
with negative coping behaviors.*

The Van Rie scale phrases the items all in the negative, but Crispim et al
rephrased 2 items positively to give the scale better balance, with good results.®
The apparent similarity between item 2 and item 10 can be confusing to
respondents, and some researchers have combined them.

Table 3: The Van Rie Scale for measuring TB Stigma at the
Community level.

Strongly Don't Strongly

A Di
gree Know isagree

Agree disagree

1. Some people may not want to eat or
drink with friends who have TB

2. Some people feel uncomfortable about
being near those with TB

3. If a person has TB, some community
members will behave differently towards
that person for the rest of their life

4. Some people do not want those with TB
playing with their children

5. Some people keep their distance from
people with TB

6. Some people think that those with TB
are disgusting

7. Some people do not want to talk to
others with TB

8. Some people are afraid of those with TB
9. Some people try not to touch others
with TB

10. Some people may not want to eat or
drink with relatives who have TB

11. Some people prefer not to have those
with TB living in their community




Wu (2013) developed a 8-item scale based on Corrigan's Attribution
Questionnaire for mental illness stigma (AQ-S8).% This short scale predicted
willingness to become a DOTS provider (See Chapter 5).%°

Cramm and Nieboer (2011) created an 8-item TB-related stigma scale, which

is the shortest validated TB-stigma scale for use in the general population (see
Table 4)" This scale is further simplified by having two possible answers to each
question, agree or disagree. Sagili et al has a 13-item scale primarily querying
agreement with social distance and exclusion behaviors.*®

Table 4: Cramm and Nieboer (2011) TB stigma scale®’

Scale Item Agree Disagree
1. People who have TB are dirty

2. People who have TB are cursed

3. People who have TB should be ashamed

4. People with TB must expect some restrictions on their freedom

5. A person with TB must have done something wrong and deserves to be
punished

6. People who have TB should be isolated

7.1 do not want to be friends with someone who has TB

8. People who have TB should not be allowed to work

The wording of the items in the stigma scale can have an impact on the
responses given and what you end up measuring.***¢ These questions also

pose their own challenges. They are very logical and direct, with the positive
answer clearly conveying stigma. However, asking some people these strongly
worded and specific questions might elicit a socially acceptable answer, rather
than a truthful one. (see Chapter 5 for discussion on extreme questions). The
dichotomized answer (yes or no) limits your ability to understand the intensity or
distribution of opinions, reducing the utility for intervention planning.

The Colvin TB stigma scale covers four domains in only seven items (see
Appendix 1.3 Its succinctness and avoidance of disclosure items makes it a
candidate for use in national surveys. High scores were correlated with longer
distances for healthcare seeking for chronic cough.

Challenges to valid measurement of TB stigma in
behavioral surveys

Social desirability

Being explicitly discriminatory is considered uncivilized in most societies.
Awareness of social norms influences peoples’ responses to direct questions. If
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Common strategies to
reduce social desirability
bias include:

a) Use of self-administered
surveys

b) Audio computer-assisted
self-interview software
(ACASI)’®

¢) Indirect or impersonal
wording of the survey
items

d) On-line or anonymous

surveys.

you ask someone if they possess a negative trait, such as stigmatizing attitudes,
a proportion are likely to respond with a favorable, socially acceptable answer,
rather than a truthful one.?” This is known as social desirability bias. Interviews
conducted in person are particularly susceptible to this bias .The Marlow-Crowne
Scale is designed to measure the degree to which social desirability bias may be
influencing your sample (See Appendix 2).

Minimizing social desirability bias is a major challenge in all stigma measurement.
To reduce the likelihood of this bias it is best to use self-administered surveys,
ACASI or use indirect wording. Social desirability bias and strategies to mitigate it
are covered in more detail in Chapter 5.

Literacy Levels

Another challenge in measuring community TB stigma is literacy. Valid scales for
low literacy groups and children are absent. The use of interviewer administered
surveys or images are possible. Semantic differentials (i.e. having respondents
choose between positive and negative images of TB patients) is one potential
method of measuring TB stereotypes without words.?

To ensure understanding with lower literacy samples, it may be preferable

to apply “hybrid"” modes of scale administration. For example, a respondent
enters their answers on a computer screen or paper questionnaire while a
trained interviewer reads the questions to maximize perceived confidentiality
while minimizing the risk of poor understanding or acquiescence bias (“rushing
through™). Trained interviewers can carefully explain the instructions and answer
questions, and read every question while still being unaware of the respondent'’s
answers.

Hypothetical questions

The use of hypothetical questions in stigma surveys was widely used for HIV,
especially in self-stigma scales. An issue with hypothetical questions is that you
are obliging conjecture., i.e. you are measuring peoples’ assumptions about
themselves rather than their stigmatizing behavior or their first hand experiences
of stigma.*” Hypothetical family concealment questions are problematic for this
reason and should be used only if alternatives are lacking. A single question on
hypothetical family secrecy (If a member of your family got TB, would you want
it to remain a secret or not?") was used in 66 surveys as a TB stigma measure
before validated stigma scales were available.'>*4° However hypothetical
questions are no longer recommended because of the poor potential correlation
with behavior.



Adaptation of a published scale

Even if a scale is well validated, one cannot simply choose a pre-existing scale
or set of interview questions for measuring anticipated stigma and assume that
it will be applicable in all settings. Stigma in each country may be slightly (or
very) different. Items that reference marriage, sexual or gendered behaviors are
often setting-specific.”**° Ensure that a multidisciplinary team of local experts
(including survivors of TB) are fully engaged so that all aspects of TB stigma are
covered. (See Chapters 1 and 12 for how to engage PWTB, and Chapter 16 on
scale validation steps).

To ensure social and
content validity, all TB
stigma measurement
surveys should be
thoroughly piloted to
ensure that scales are
culturally and linguistically
appropriate (See Chapter
3).

Assessing the role of community TB stigma upon health
care seeking for TB symptoms

Stakeholders are not only interested in measuring levels of TB stigma in the
community but also to gauge the extent to which these attitudes may contribute
to delay in case detection. The impact of TB stigma on behavior is not always
easy to figure out.>® Stigma in the general population can be a deterrent to TB
health seeking behaviors.3>>"52 TB stigma appears to influence the location and
type of provider, with higher stigma leading clients to seek health care farther
from home.3®53 Anticipated TB stigma may inhibit health-seeking behavior
through fears of negative treatment, fear of being disparaged (gossip) or isolated
by the community and fear of negative stereotypes. Care must be taken when
studying the impact of stigma on health care behaviors. Health care seeking for
TB symptoms is a very complex multi-step process influenced by diverse factors.
There are many reasons why people with TB symptoms don't seek care.>*>¢ To
measure the effect of stigma on health seeking behavior you need to have:

1. A comprehensive causal theory to explain health seeking behaviors.?”

2. A sufficiently powered sample to measure small effects (>50,000
respondents) and control for all the other influences.

3. Robust measures of all the other determinants of health seeking behavior

4. The ability to analyze the data correctly.

It is unwise to measure the role of stigma in isolation from all the other
influences on health seeking. A lot of early work on TB health seeking
behavior relied on Theory of Reasoned Action or Health Belief Model or similar
frameworks linked to individual motivation.?®*° These narrow frames have

not always sufficiently accounted for all the societal, legal, and environmental
obstacles to TB diagnosis. In the absence of a rapid point of care diagnostic,
TB testing is now recognized as a multi-step process where access and other
structural factors must be considered.360-62



Figure 3. lllustrative conceptual framework for study of the influence of stigma upon health care
seeking®
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Often TB stigma can be present in high levels, but people with symptoms may
deflect or overcome anticipated TB stigma if they perceive TB to be a serious
threat to survival or if effective treatment is thought to avert enacted stigma.?”¢”

When a comprehensive study of determinants of health seeking is conducted
and all the other contributors are taken into account, TB stigma does not always
turn out to be the main obstacle to health care seeking behavior for chronic
cough 37416466 Chronic cough can conjure fears of lung cancer, HIV, and other
conditions. There is evidence that the stigma of lung cancer, smoking, and HIV
represent barriers to health seeking for chronic cough in some contexts.®7273
Multiple stigmas can make determining the specific role of TB stigma in health
care avoidance more complex.’ The presence of other prejudices may need

to be measured to improve the interpretation of health seeking behavior. See
Chapter 14 for guidance on how to measure syndemic stigma.




An example from a community survey in South Africa (Figure 4) shows how fear
of TB stigmatization and TB discrimination may not be the single most important
impediments to care, but collectively stigmas constitute serious obstacles.*?

Figure 4. Reasons people delay seeking care for TB-symptoms in Eastern Cape, South Africa (n=
1020, Mgller et al., 2011)

They first wish to consult a traditional healer

They are afraid TB treatment will be long/difficult

They are afraid they will lose their jobs

They are afraid TB will interfere with their social life

They don't want to cough into a specimen bottle

They are afraid people will talk about their visit to the clinic

There are long queues at the clinic

They are afraid they will be told they are HIV positive

0% 20% 40% 60% 80% 100%

The End TB strategy will require reaching over 4 million people with TB who
are currently unreached and engaging them in care.®® For most countries, this
will require a better understanding of the role of TB stigma as a deterrent to
health seeking. To improve healthcare-seeking for TB, priority must be placed
on addressing the specific fears and concerns of people most at risk for TB
(e.g. gossip, job loss) even if these issues are not perceived as priorities by the
program.

Ideally any study of healthcare-seeking behavior should recruit the study sample
from outside of health facilities. Many of the studies of healthcare-seeking delay
recruit only from health care facilities. By definition this biases the study by
excluding people who never seek care or delay for extended periods.



If the study is intended
as a baseline to improve
health-care seeking we
recommend including

a pilot of anti-stigma

messages

When interested in stigma-related determinants on health care seeking we
recommend to measure stigma domains that are susceptible to intervention.
From a policy view, it makes little sense to focus on measuring TB stigma
domains that are immutable or beyond your locus of control. For example, it is
perhaps more important to measure negative stereotypes about people with TB
than it is to focus on the role of air-borne transmission as a source of fear. The
route of transmission of TB cannot be influenced whereas we can debunk myths
and break down stereotypes about people.

In some settings TB is disproportionately concentrated among people and
communities who are already socially excluded (See Chapter 9).2°7° There is also
clear variation in stigma's deterrent effect by group (e.g. pastoralists).”

Planning a study on the role of stigma in health care
seeking behavior

1. Identify and theorize all the major determinants of health seeking behavior
in your settings ( literature review, formative interviews) and build your
conceptual framework. (See Chapter 15)

2. Operationalize the framework (i.e. decide how best to measure the
determinants of health care seeking).

3. Establish operational and meaningful definitions of health care seeking and
‘delay’

4. Size the study (e.g. choose the sample size) based on your estimate of the
relative importance of TB stigma upon health care seeking.

National Survey Estimates of TB Stigma

Embedding a TB stigma scale into a larger nationally representative behavioral
survey is the most efficient way to generate national estimates.” Integration
of short TB stigma scales is preferable to stand alone measurement efforts
because the cost and technical complexity of implementing a population-
based household survey correctly are high. Imbedding TB stigma scales into
health or social surveys is more feasible and cost-effective because the high
implementation costs can be spread across multiple health programs. This is
the most efficient approach to gather valid estimates. Moreover it allows for
triangulation of the stigma findings with other attitudes and health correlates.
Knowledge, attitude, and practice (KAP) surveys are also possible mechanisms
for TB stigma measurement.”>”¢ National surveys can reveal important sub-
national differences in stigma levels (Figure 5).



Figure 5. Variability of TB non-disclosure attitudes within India by state in the 2005 DHS77
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A key challenge in incorporating a stigma scale into a national health survey is
the scale length. A scale with many items is hard to incorporate in behavioral
surveys that do not have TB stigma measurement as their sole objective. Stigma
measurement experts do not believe that a complex construct like stigma can
be adequately reflected with a single item.”* The minimum number of items
required to capture a complex construct like stigma is likely to be five to seven
items. Validation studies of brief TB stigma scales are on-going.33¢

Measures of TB stigma can be integrated into nationally-representative surveys
such as a Multiple Indicator Cluster Survey (MICS), a Demographic and Health
survey (DHS), TB prevalence surveys if shown to be robust across contexts.
Detailed guidance on how to conduct a national household survey is beyond
the scope of this Guidance. But please note that these require multi-cluster
designs and usually take at least two years to plan and execute. However the
United Nations, the World Bank, and the Demographic and Health Survey (DHS)
implementer all offer detailed training materials to enhance local capacity to
carry out rigorous national surveys:
* UNSTATS provides a 29-chapter resource that lays out the key considerations
for national household surveys.
https://unstats.un.org/unsd/hhsurveys/


https://unstats.un.org/unsd/hhsurveys/

* The World Bank also offers an on-line course with useful capacity building
exercises for national household survey planning and implementation.
http://go.worldbank.org/3Q70O7NBI60

» The DHS offers this Facilitator's guide for conducting a national Demographic
and Health Survey
https://www.dhsprogram.com/pubs/pdf/DHSC4/Module_4_dhsc4.pdf

* The WHO Global TB Program also has a publication on TB prevalence surveys
which describes the proper procedures of multi-cluster sampling and gives
some practical tips on household survey planning and implementation.
http://www.who.int/tb/advisory_bodies/impact_measurement_taskforce/
resources_documents/thelimebook/en/

e On analysis:
https://www.dhsprogram.com/Curriculum/index.cfm

Conclusion

Stigma in the general population can be influenced by social characteristics,
knowledge, national epidemiological context and structural drivers of TB stigma.
The context in which you work will impact the items and the scales you should
use. The aim of the study needs to be clear to allow the questionnaire content be
tailored to the need and therefore deliver the desired data. It is best to conduct
a pilot study with cognitive interviews of the stigma scale chosen to ensure that
it is appropriate for the setting. This will ensure that it is contextually appropriate
and minimize the misinterpretation and misunderstanding of the scale items
which will inevitably lead to unusable data. You need to be aware of social
desirability bias in your data collection. The most cost effective and practical way
to measure stigma in the community is to imbed a TB stigma scale into a general
social survey. This will allow the costs to be shared across multiple organizations
and the triangulation of data from the other health areas measured. Measuring
TB stigma in the community is necessary to understand how TB stigma operates,
and the extent to which it discourages health seeking behaviors and to evaluate
the effectiveness of stigma reduction interventions.
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Appendix 1: Colvin Scale

People with TB are usually poor.

People with TB usually live in an unclean house.

People with TB do not have very much education.

If a friend of mine was diagnosed with TB, | would worry that s/he also has HIV/AIDS.
If a friend of mine had TB, people would avoid him/her.

If I knew a friend of mine had TB, | would no longer be friends with him/her.

If a friend of mine had TB, s/he would probably lose his/her job.

NSOk WN =

Appendix 2: Marlowe-Crowne Scale for Measuring Social Desirability
Bias

Use of the Marlowe-Crowne Scale for measuring social desirability bias can help to make sense of the
TB stigma self-reported results.”® Here is the scale:

Directions:
Read each item and decide whether it is true (T) or false (F) for you. Try to work rapidly and answer
each question with “true” or “false”.

Before voting, | thoroughly investigate the qualifications of all the candidates.

| never hesitate to go out of my way to help someone in trouble.

It is sometimes hard for me to go on with my work if | am not encouraged.

| have never intensely disliked anyone.

On occasions | have had doubts about my ability to succeed in life.

| sometimes feel resentful when | don't get my way.

| am always careful about my manner of dress.

My table manners at home are as good as when | eat out in a restaurant.

9. If I could get into a movie without paying and be sure | was not seen, | would probably do it.

10. On a few occasions, | have given up something because | thought too little of my ability.

11. I like to gossip at times.

12. There have been times when | felt like rebelling against people in authority even though | knew
they were right.

13. No matter who I'm talking to, I'm always a good listener.

14. 1 can remember “playing sick” to get out of something.

15. There have been occasions when | have taken advantage of someone.

16. I'm always willing to admit it when | make a mistake.

17. I always try to practice what | preach.

18. 1 don't find it particularly difficult to get along with loudmouthed, obnoxious people.

19. | sometimes try to get even rather than forgive and forget.

20. When | don't know something | don't mind at all admitting it.

21. 1 am always courteous, even to people who are disagreeable.

22. At times | have really insisted on having things my own way.

23. There have been occasions when | felt like smashing things.

0 NOL A WN-=



24.
25.
26.
27.
28.
29.
30.
31.
32.
33.

| would never think of letting someone else be punished for my wrong-doings.

| never resent being asked to return a favor.

| have never been irked when people expressed ideas very different from my own.

| never make a long trip without checking the safety of my car.

There have been times when | was quite jealous of the good fortune of others.

| have almost never felt the urge to tell someone off.

| am sometimes irritated by people who ask favors of me.

| have never felt that | was punished without cause.

| sometimes think when people have a misfortune they only got what they deserved.
| have never deliberately said something that hurt someone’s feelings.
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Chapter 5

Measuring Stigmatizing Behaviors
in Health Care Facilities and other
Institutions

Ellen M.H. Mitchell, Sarah van de Berg, Julia van der Land, Amrita Daftary, Gill Craig,
and Lisa Redwood

Abstract

Reducing stigma and discrimination in health care settings is one of most
important projects of the Sustainable Development Agenda.™ This chapter
synthesizes the techniques and guidance presented in other chapters to show
how stigma measurement could be approached in a health facility ecosystem.
The same approach can be used in other institutions like courts of law, mines
or prisons. The use of participatory and structured observational techniques
is introduced as a way to overcome biases from reliance upon self-reported
attitudes and behaviors.

Objectives

1. To build readers' capacity to conceptualize the drivers and domains of TB
stigma in institutions.

2. To make readers aware of the special challenges in measuring undesirable
behaviors.

3. To build capacity in structured and unstructured observation skills for the
measurement of stigma.

Target audience
This chapter is for social scientists, M&E officers, research staff of NGOs and TB
programs, activists, and health facility managers. The methods and guidance in

this chapter are geared to people who want to understand the manifestations of
TB stigma in their institutions.

Introduction

TB stigma measurement has historically concentrated on those who have been



Make sure to measure
stigma domains that are
susceptible to intervention
if you intend to use it as a

baseline

stigmatized.>¢ Expanding the focus to document behavior of people who
stigmatize is useful because those are the behaviors we seek to change.> One of
the challenges is how to measure stigmatizing behavior in unbiased ways. Few
established measurement practices exist. This chapter expands on the survey
scales methods described in Chapters 4,7 and 8 to explore more innovative (and
unvalidated) approaches to measure stigmatizing behavior.

Effective TB stigma reduction requires shifts in the attitudes and behaviors of
healthcare workers, employers, educators, religious leaders, journalists, opinion
leaders, politicians, judges, and juries.®

Institutions are social spaces with a specific organizational culture, architecture,
and sets of norms and policies. TB stigma can thrive under enabling conditions
present in institutions and be virtually absent in others.3

Stigma in health care settings hampers access to, and the quality and outcomes
of health service delivery.>* Mistreatment of people with TB, is not only a
violation of human rights, but also can contribute to mental health sequelae and
other comorbidities.® Discrediting persons with TB is counterproductive to TB
care and elimination efforts because it negatively impacts health care seeking
behavior, care delivery, adherence, and recovery.”"" Indeed, perceptions about
the way a person with TB is treated in a health care interaction influences the
timing, location, and quality of care.’ They may also impact resilience and health
outcomes."* We know that when providers lack cultural competence with

a wide array of client groups, their contact investigations are of lower quality
and effectiveness.’'® Discrimination in health care thrives in settings with poor
supervision and inadequate training in TB patients’ rights and infection control
(1C).>" When healthcare workers' rights are disregarded, they tend not to
prioritize patients’ rights.?°

There may be many contributors to healthcare workers’ empathy fatigue

(e.g., organizational hierarchies and culture, infrastructure, and policies).?" It is
helpful to map the contributors to an environment that condones or tolerates
stigmatizing behaviors. The following are examples of individual behaviors and
institutional practices that are stigmatizing or discriminatory:

Provider behavior

Human rights violations as denial of care; mandatory testing and treatment
practices or use of coercion, punishment or threats; breaches in confidentiality;
violence and abuse

Negative and disparaging behavior toward TB clients?

Use of value-laden terminology (see Chapters 6 and 11)

Gossiping; breaches of trust and confidentiality



* Demeaning clients: name-calling, microaggressions
* Non-specific rudeness; insensitivity

e Authoritarian approach to treatment supervision?*?3
 Use of coercion, punishment, and threats

e Stigmatizing policies and structures

* Unnecessary, prolonged masking

* Unnecessary separation of TB clients

e Unnecessary isolation of TB clients

e Task-shifting to unqualified staff

* Over-referral to other facilities

* Denial of services

e Lack of safe waiting areas

e Lack of auditory and visual privacy

Rational for Studying TB Stigma from an Institutional
Perspective

Stigma is about interactions between people. There is much to be gained from
the study of human dyads (stigmatizer-stigmatized) as a combined unit of
analysis.® Examining stigma from multiple perspectives is more challenging than
univariate measurement of the experiences of a person on the receiving end of
harmful words and deeds. However, the additional investment is worthwhile
because capturing aspects of TB stigma from an institutional perspective, such

as the enabling environment that sustains TB stigma and the motives behind the
behaviors of “perpetrators,” provide insights for the appropriate design of anti-
stigma interventions, and help to monitor and evaluate interventions intended to
change the behavior of stigmatizers.

Drivers of TB Stigma in Health Facilities

There are an array of factors that create an enabling environment for TB
stigma.?* Healthcare workers' educational exposures can increase or decrease
their stigmatizing attitudes.?*?¢ Healthcare workers who demonstrate a lack
empathy and solidarity with TB clients may themselves be experiencing a heavy
burden of TB “dirty work" stigma.?”?® Healthcare workers who stigmatize may
be being mistreated themselves. Healthcare workers may lack safe and decent
working conditions.?*32 TB healthcare workers often work in facilities that do
not have adequate environmental and administrative infection controls needed
to protect them.3'32 They may care for TB clients in public sector facilities
where salaries are paid irregularly and commodities are insufficient.2033-3°
Healthcare workers experience a higher prevalence of workplace violence 3¢
Poorly designed policies, guidelines, and educational messages may reinforce
stigmatizing language and ideas among workers. It important to try to map the
drivers of stigma in health facilities if you plan to reduce it. Chapter 3 provides
guidance on how to uncover the drivers of TB stigma.



Identifying the drivers and facilitators of TB stigma through formative research
makes the measurement task clearer.® Figure 1 is an illustrative conceptual
framework for an MDR-TB stigma study in Ethiopian health care facilities. The
framework maps out the structural (policy and infrastructure), organizational,
and individual drivers of MDR-TB stigma so that each of the relevant drivers can
be measured. The framework presents an initial hypothesis about what issues
are important to measure. Some of the issues may turn out to be irrelevant.
Identifying and defining all the pieces of the stigma puzzle is the first step in
designing a TB stigma study.

Figure 1. Conceptual Framework for Stigma in Health Facilities in Ethiopia
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Determining Which Domains of TB Stigma to Measure
in an Institution

There are many manifestations of TB stigma that could be measured in a social
space. Examples include: policies, organizational structures, management
practices, health care facility (HCF infrastructure, organizational norms and
culture, TB knowledge, attitudes of healthcare workers toward TB clients as well
as other healthcare workers, and the behavior of healthcare workers. Measuring
multiple domains and triangulating the findings can yield richer results. If
resources are limited, the assessment of policies and attitudes for stigma can be
inexpensively assessed. (See Chapter 11 for guidance.)



Attitudes > Chapter 4
Behaviors: > Chapter 5
Discourses > Chapter 11
Policies > Chapter 6
Knowledge > Chapters 4 & 8
Architectures: > Chapter 5
Communication ¢ > Chapter 3
Tone: > Chapter 5
Social hierarchies > Chapter 3
Social norms > Chapter 3

The choice of where to focus measurement is determined by both where you
think the problem is and where you think opportunities for intervention lie. If
your goal is to change behavior, you must measure behavior at baseline.

It is important to keep in mind that not all stigmatizing behavior is intentional.
Indeed, some behaviors may be mandated. For example, standard TB

control interventions, such as masking, separation, contact investigation,

direct observation of treatment (DOT), can be perceived as stigmatizing and
discrediting.*™* Figure 2 illustrates how some behaviors that may stigmatize (the
segments of the circle) can have as their root causes both value-based stigma
and more structural origins (the outer boxes).

Figure 2. Indirect Causes of Stigmatizing Behaviors
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What mask wearing means varies widely by region and by country. Wearing
masks is normative in many Asian urban areas in response to air pollution or as
a fashion accessory.**=¢ In health care settings, there are often many different
interpretations of infection control (IC) practices.’#'4=*° The over-use, misuse,
or prolonged use of personal protection has been a potent manifestation of
stigma.” As IC can be conflated with stigmatization, it is important to assess the
meanings attached to IC."

Table 1. Diverse Interpretations of Healthcare Worker Behavior

Infection control Practices Stigmatizing Interpretation
Client separation Shunning of PWTB
Client masking Marking of PWTB (disclosure)
HCW masking Fear of PWTB

Noé and colleagues found that 65% of healthcare workers in Mozambique
agreed that their behavior contributed to TB stigma.>® One quarter of Ethiopian
healthcare workers reported having a negative attitude toward MDR-TB
patients.”

A comprehensive study of stigma in health care institutions should explore
structural-level stigma, such as norms and policies that may mandate masking,
triage, and physical separation of TB clients (Chapter 6), but also how reality
may depart from official policies. The actual behaviors and interactions at a
facility can belie deviations from stated policies. These unwritten (and often
unspoken) norms are just as important. Observational techniques can help to
tease out such issues. Secondary stigmatization of health workers by their peers
should also be measured (Chapter 8). Figure 3 links the sites of stigma to the
chapters that measure them.

Figure 3. Components of the Health Care Facility that May Contribute to Stigma
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Measuring Stigmatizing Attitudes About TB Among
Healthcare Workers

Stigmatizing attitudes can be measured either with surveys or observational
methods. First we review the available scales and then consider the advantages
and disadvantages of different observational methods.

There are a variety of generic scales for measuring discriminatory attitudes that
can be adapted to TB (See Chapters 4 and 14).

Table 2. Stigmatizing Attitude Scales for Healthcare Workers

Content Construct
First Author ~ Country Population Validity Validity Reliability Items  Domains
Attribution
Questionnaire Attribution
Wu (2013)52  Taiwan HCWs for mental PCA a=0.68 8 avoidance,
illness stigma sympathy,
(AQ-S8)
Respondent's
extefnal stigma  South Avoidance,
HCW FA 3 f HIV
toward HCWs  Africa CWs ¢ eal?nk

with TB

Wau et al found that answers to eight questions predicted willingness to provide
directly observed therapy.>? Corrigan's nine domain Attribution Questionnaire
(AQ-9) may be more applicable to HCW because the coercion domain is closely
linked to dignity and rights-based TB treatment.>® The scale uses a ten point
likert scale.

Table 3. lllustrative items based upon Corrigan Attribution Questionnaire Short Form

Fear How nervous are you treating TB patients?

Pity How much pity do you feel for TB patients?

Help How likely are you to help a TB patient?

Avoidance | would try to stay away from a TB patient

Blame | think developing TB is a person's own fault.

Anger How angry do you feel towards TB patients?

Segregation I think it would be best for TB patients to be isolated in the intensive phase
Danger How dangerous do you feel TB patients are?

Coercion | think taking TB treatment should be forced if necessary




In 2016, Wouters et al. validated tools to measure different levels of TB and
HIV stigma in the healthcare workforce.?”5* Wouter's External TB Stigma scale
for HCWs includes three items that reflect the desire for social distance, fear of
HCWs who treat TB, and linking TB care to stigmatized co-morbidities (Table
4).27.2854 The decision on whether to use Wouters, Wu or Corrigan may depend
on available space and whether you plan to intervene narrowly on TB stigma or
more broadly on a range of stigmas (e.g. TB and HIV stigma).

Table 4. Wouter's External TB Stigma Scale Items

Factor loadings (a reliability

Stigma Scale Item

estimate if item was removed)

Respondent's external stigma toward HCWs with TB

10 | do not want to work together with co-workers who 0.841 (0.813)
have TB

13 | am afraid of co-workers with TB 0.887 (0.795)

14 HCWs with TB probably also have HIV 0.602 (0.888)

Biases in Self-Reporting Stigma

Self-reporting has many important limitations for the measurement of
stigmatizing attitudes and behaviors. Common ways around the problems of
self-reporting and social desirability are:

* To ask the HCW about the behavior of other HCWs (not themselves).

 To use computer-assisted self-interview (CASI) with highly literate, computer-
savvy respondents (see Chapter 7).

 To phrase the questions in the least judgmental way possible.

It is not possible to eliminate social desirability bias completely from a survey.
Therefore, the extent of social desirability among respondents should always be
tested by using the Marlow-Crowne Scale. (See an explanation of the Marlow-
Crowne Scale in Chapter 4.7%%°).

Observations

Field observations allow researchers to understand TB stigma as it is produced
without asking people whether, how, or why they stigmatize.?* Seeing daily
practices can also highlight divergent interpretations of a shared reality. It is
easier to measure gossip, voyeurism, taunting, scolding, and name-calling than
inner thoughts. Social exclusion is quite visible and lends itself to observational
measures. For example, clinic observations can allow for a witnessed account
of the social contexts in which clients attend clinics and access TB-related




services, insight to their interactions with clinic staff and with other clients, and
norms and actions practiced in a clinic environment that could affect clients'’
overall experiences with health care (Table 3). Field observations can identify
architectural features or health messaging that promotes stigma. There are
structured and unstructured forms of observation. This chapter describes both.

Field observations can elicit novel insights into discriminatory practices and
norms that are less likely to be discussed by interview or focus group participants
because they are considered socially undesirable or totally normal (Table 5).
There are a variety of observational study designs, including studies in which the
researcher becomes fully immersed in their research setting (assumes the role of
a participant).®

Table 5. Examples of What to Observe and Document at Clinics to Examine TB Stigma

Location in community/city, signposts, clinic layout, proximity between

Setting-architectures | queue and provider offices, spacing/crowding, type of seating, posters/

flyers, ventilation/UV lighting

Human behavior

Frequency and types of interactions between people (patterns/types of
communication, body language/touching between clients and clients
and providers), masks/cough hygiene, social distance, microaggressions,
tone, eye-contact

Social environment

People characteristics (types of people: clients, caregivers, providers,
allied workers; gender; ethnicity/race; religion, clothing; physical
appearance), human traffic (numbers, entries/exits, accompanying
persons, client intake/output, waiting times)

Clinical behavior

Clinical care provided (who receives which services, tests, treatments,
advice, free samples, support, length of consultations, etc.)

occurrences

Surprises and non-

Observations that stand out: people or activities receiving more
attention; unexpected activities: expected observations that are not
observed, observations that do/do not appear congruent with the
literature or interview/focus group responses; and/or absence of staff/
resources that are typically present

Unstructured Observations

Participant observation allows researchers to build familiarity and rapport with
study sites, from which interview or focus group participants may subsequently
be recruited, to arrive at a more sensitive and reflexive analysis.>* Observations
can inform the line of questioning during client interviews, including questions
pertaining to the quality of care, interactions between clients in the clinic queue,
relations between clients and providers, and a comparison of the social dynamics
between multiple sites.




Non-participatory, unstructured observations identify how TB stigma may

be produced or sustained in specific settings, such as health centers, prisons,
mines, and other social spaces. Under this approach, the researcher serves as a
bystander to the events that he or she observes, and subsequently documents
and analyzes the findings through a process of reflexive practice. There is no set
amount of time in which observations must be collected and analyzed. However,
prolonged field engagement (e.g., a year) enhances the rigor of research.?”
Barriers to the use of observational methods are that they are time intensive, and
often researchers do not have experience with or confidence in conducting them.

Figure 4. Observations can highlight distinct social interactions and practices in TB and HIV clinics
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Structured Observations

Structured (or directed) observation is a more efficient way to measure stigma
in interactions if desirable and undesirable behaviors can be pre-specified.?®>?
A standardized checklist focuses the observer on discrete acts (e.g., greeting,
naming, blaming, shaming). The checklist is applied in a pre-determined
context or to a pre-determined group of people. The observer records the
behavior and physical clues as an outsider, being as inconspicuous as possible.



Structured observation is particularly useful to measure the extent to which a
particular “marker behavior” or event occurs; for example, a hand shake or a
bow or other sign of mutual respect.®® Structured observation therefore allows
for the collection of broad and in-depth information on behavior. Structured
observations are often used in the fields of medical education, water and
sanitation, drug dispensing, and child health to study the quality of client-
provider interactions.®

“Marker Behaviors” of Stigma That Can Be Observed
Using Structured Tools

The ability to measure stigma through structured observation is predicated

on the idea that there is a specific set of observable behaviors that everyone
can agree are stigmatizing and that they can be reliably coded by a trained
observer. Specific and obvious acts that are also clinically contraindicated are
good “marker behaviors"” for stigma measurement. An appropriate marker
behavior should not require the observer to infer the motives of the observed.
Some thinkers argue that TB stigma marker behaviors should be the more
egregious ones.>'® Some believe that tools should capture TB stigma in its most
unambiguous aspects: discriminatory acts that are verifiably attributable to TB
attitudes alone. However, focusing on the extreme tip of the stigma iceberg does
make measurement more straightforward (Figure 5).

Figure 5. Stigma Measurement Metrics
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However, extreme behavioral measurement may also not reflect typical instances
of stigmatization, in which stigma is likely to be displayed in more subtle ways.
Measuring only the most offensive acts may not adequately capture what
people with TB are experiencing. Moreover, as a policy matter, it may give false
confidence. The prevalence of such distinct or extreme stigma may be “too low"
and therefore policy makers may erroneously conclude that urgency to reduce
stigma is lacking.

There are three types of structured observation: continuous monitoring, spot
checks, and rating checks.

Continuous monitoring encompasses observation and recording for an extended
period of time, for example, a full day or several days. The observer should
randomize the time and location of observations to avoid bias. (See Chapter 9
for more information on Time Location Sampling). Note that this method would
only be applicable for stigmatizing behaviors that occur frequently. Spot checks
involve the observation of the presence or absence of a physical clue or behavior
at the first moment of observation. This type of observation is especially useful
to check physical clues. Its advantage is that the situation is as yet undisturbed
by the presence of the observer. The third type of structured observation, rating
checks, is similar to spot checks; however, in this case, the observed behavior

or physical clue is given a value judgment by the observer. For example, while

a spot check observation could be “TB client is greeted,” the rating check
observation would be “TB client is greeted by name and with respect.” By
directly adding a judgment about the behavior (with respect), the method
provides an indication of behavior more quickly, as compared to waiting for the
behavior to occur. Rating checks pose a specific challenge; making continuous,
consistent judgments on behavior is demanding for observers. This method
should be preceded by intensive training and harmonization for the observers to
ensure inter-rater reliability.>

Developing Structured Observation Instruments

Formative research with people with TB provides data on marker behaviors that
are locally relevant. Cognitive interviewing and other techniques should be used
to refine the definition of each behavior and to enable it to be reliably coded in
an observation.

The questions in Table 6 are not themselves stigma measures; rather, they allow
for the collection of data on the enabling conditions. They are meant to be
illustrative of the types of specific, unambiguous, observable phenomena that
would need to be measured. For example, breaches in confidentiality may be
facilitated by a facility infrastructure that limits privacy.



Table 6. Example of a Structured Observation Tool to Measure the Enabling Environment for TB

Stigma
Yes No

1. Is there a space dedicated to TB consultations?

2. Can conversations in the exam room be heard outside the room?

3. Can the client be seen from outside the exam room?

4. Are there interruptions during the TB consultation?

5. Is there any physical wall or glass between client and provider?

6. Is there sufficient air ventilation in the room (e.g., open window) to protect the
HCW?

7. Are there educational materials (e.g., posters, videos, pamphlets, job aids) about
TB in the TB clinic?

8. If yes, do images or text of materials convey fear, danger, pity, or death?

The structured observation of conversations and interactions requires clarity and
specificity about precisely which acts constitute an affirmative answer to each
question. This requires thorough observer training and harmonization. Table 7
provides some examples that seem clear at first glance, but once applied, may
be too ambiguously worded to yield reliable and valid results. For example, there
could be different interpretations of what constitutes “listening carefully”.

Table 7. Example of a Structured Observation of a Client-Provider Encounter

Yes No

. Was the client greeted in a friendly manner by the HCW?

. Was the PWTB asked by the HCW if they had any questions or concerns?

. Did the provider listen carefully to the client?

. Were value-laden terms or labels used by the HCW?

. Were negative stereotypes or motives of clients expressed or implied?

. Was there any use of blaming or shaming by the HCW?

. Was there exaggeration of dangerousness or risk by the HCW?

. Were there any threats made or coercive language used by the HCW?
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. Did HCW state that clients’ health information would be protected?

Steps and Goals in the Use of Structured Observations

To implement the structured observation method, there are sequential steps to
follow (adapted from Bentley et al.).>®

1. Decide if structured observations are needed and can be done considering
available resources
a. Determine the needs of the stigma project.
b. Determine if structured observations are necessary to meet these
research needs.
c. Decide if available resources are sufficient to do structured observations.




2. Generate a list of potential “key"” or “marker” behaviors through a literature
review and interviews with informants
a. Review the literature and brainstorm.
b. Develop a preliminary list of key behaviors.

3. Conduct formative qualitative research to identify which behaviors and how
behaviors should be observed (See Chapter 3 for methods).
a. Develop a field guide.
b. Conduct the qualitative investigation. (See Chapter 17)

4. Refine the list of key behaviors and determine the heterogeneity of the
population.
a. Refine the list of behaviors to be observed in a structured format.
b. Determine behavioral markers, if needed.
c. Ascertain gender, cultural, cadre, and role heterogeneity of the study
population.
d. Check the work thus far and considering decisions made in Step 1.

5. ldentify who to observe, where and when
a. Identify who (and what) to observe.
b. Identify locations where key behaviors occur.
c. ldentify times that key behaviors occur.

6. Choose type(s) of structured observations to conduct
a. Use flow chart to select the type(s) of structured observations.

7. Estimate the reactivity and variability of key behaviors
a. Select test sites.
b. Estimate variation in key behaviors.

8. Design instruments and data sheets
a. Operationalize and define key behaviors.
b. Design continuous monitoring/spot check instruments.
c. Develop ratings checklist, if required.
d. Prepare observation summary.

9. Determine data collection schedule
a. Determine the number of days for data collection.
b. Determine the mean number of observational episodes that can be
conducted by one observer.
c. Determine the number of observers required to conduct structured
observations.

10. Train observers and pretest instruments
a. Involve observers in the development of structured observations.



b. Develop field manual and code books and carry out the training.
c.  Pretest instruments.
d. Conduct reliability tests to reduce inter- and intra-observer variability.

11. Implement data collection and data management
a. Conduct the structured observations.
b. Review data sheets and store properly.

12. Clean data set(s)
a. Conduct range checks.
b. Conduct consistency checks.

13. Process the data
a. Determine frequencies of key behaviors.
b. Determine the amount of time spent on key behaviors.
c. Create behavioral scales or scores.

14. Conduct data analysis and use study results for project planning,
implementation, or evaluation
a. Do descriptive analysis.
b. If necessary or desirable, do further statistical analysis.

A limitation of observational methods is that while they elucidate behaviors,
they provide limited insight into why or what prompts such behavior.

Identifying people's motives requires a more interactive approach. Many people
affected by TB are managing multiple stigmatized identities (e.g., a person

may have a history of incarceration).®’ This makes measurement of enacted
stigma additionally challenging. Asking broad, close-ended questions about
discrimination experiences, one risks conflating many different types of prejudice.
Therefore, specificity of the items is essential to make sure that what you are
measuring is TB stigma and not other types of prejudice. (See Chapter 14 on
measurement of intersectional stigmas.) Finally, data analysis of structured
observations is usually complex and often requires the assistance of a statistician.

Bias from Being Observed

A major challenge in observational studies is that the people observed may
change their behavior in response to being observed. This is known as the
Hawthorne effect.>” Researchers do not agree on the extent of the bias that

may be caused by the use of observation. Some experts believe that artificial
socially desirable behavior is energy-intensive to maintain over long periods of
observation and, therefore, bias can be reduced through longer observation
intervals. It is crucial that the observer receives proper training in order to be
neutral (structured) and/or reflexive (unstructured) toward the interactions under
observation.



Additional Resources:

The World Health Organization has several handbooks in multiple languages on
observation of client interactions:
http://apps.who.int/medicinedocs/en/d/Js2289¢/

Mystery Clients or Surrogate Patients for Studying
Stigma in Institutions

nou nou

Techniques such as “surrogate patients,” “standardized patients,” “simulated
patients,” or “mystery clients” may also be appropriate for the study of
stigmatization. These terms refer to the use of trained actors to measure the
quality of health care.®? The actors are trained to follow a script, describing

a series of symptoms and characteristics.®*%> They observe and describe any
stigmatizing experiences.®® The advantage of using trained actors posing as TB
clients is the ability to measure the variability of responses with a specific type of
client, especially those who may be at more risk for stigmatization (e.g., female
TB client who uses alcohol). Mystery clients have been used extensively in the
field of family planning to measure the quality of care.

The use of mystery clients raises a host of ethical and informed consent issues.
Consent is often only sought from the institution and, therefore, healthcare
workers often do not realize that they are participating in research. Healthcare
workers therefore need to be protected from professional harm associated with
the use of such techniques.

Exit Interviews

Exit interviews with actual TB clients is also a common approach for collecting
data on the quality of interactions between providers and clients.”=7° Exit
interviews are conducted as a client is leaving a health service encounter to
explore the quality of that encounter before recall bias limits the quality of the
information.” Exit interviews have been used extensively in TB research. See
Chapter 7 for a comprehensive discussion of exit interviewing people with TB
about stigma.

Considerations When Choosing a Methodology

Each of the methods presented above has advantages and disadvantages. The
choice of method to use depends on your study questions, the acceptability of
the method in the target group, and the resources you have available (Table

8). Unstructured observation is necessary for informing the development of
structured instruments, but it is hard to operationalize across multiple settings or
on a large scale.


http://apps.who.int/medicinedocs/en/d/Js2289e/

Table 8. Comparison of Different Methods for Quantitative Measurement of Stigma in Institutions

Ideal for measuring

Structured Observations

Microaggression
Value-laden terms
Quality of health
worker-client rapport
Non-verbal
communication

Exit Interviews

Clients' perceptions of
what occurred and how
they were treated

Simulated Client
Interviews

* Healthcare worker
responses to specific
types of clients

* Microaggression

* Value-laden terms

Quality of health

worker-client rapport

Non-verbal

communication

Advantages

More reliable than oral
communication; verifies
what people actually do
Information can be
quantified

Interactions between
clients and health
workers can be
observed in the
“natural” context

* Quick way to collect
data

* Information can be
quantified

e Can be used in
combination with
observations

Verifies what people
actually do

* Quick way to collect
data

Disadvantages

Difficult not to influence
the interaction because
of researcher’s presence
Ethical question: may
be impractical to ask
informed consent of
each new client

Difficult to analyze
because of researcher's
own involvement in the
interaction

Heavily dependent on
the skills of the observer
Observation may

alter behavior of the
observed

Clients may be
inclined to give socially
desirable answers

(to please the health
workers)

Ethical question as to
whether it is acceptable
to collect data with
only institutional

(but not individual
healthcare worker)
informed consent
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Sample Size Considerations

The relational nature of stigma makes considerations of sampling issues very
important. Stigmatizing attitudes and behaviors are typically clustered.>”2 There is
considerable intra-country, inter-facility, and intra-facility variation.3”® This implies
that the sample sizes for stigma surveys need to be adjusted upward by a design
effect to account for the non-random distribution of stigma and the potential for
selected clusters to be extreme. In practice, this means including as many facilities
as logically feasible.

Figure 6 shows how exposure to stigma in a health setting is not usually randomly
distributed across clients; rather, it is clustered by site and often by TB care
provider. Stigma measurement in health care settings has found that stigma is
clustered in facilities.”* Similarly, there is geographic clustering.”#”> This means
that when clusters are used (i.e., specific districts or health facilities are chosen),

it is vital to try to describe the nature of the specific exposures that clients have
and to limit the influence that a single person with extreme behavior could have
on the validity of the measurement process. For example, HCW #7 treats seven
clients (patients “m" through “s" in Figure 6) and has more potential stigmatizing
influence on patients than does HCW #1, who treats only two patients (a and

b). Maximizing the number of clusters and decreasing their size is a good way to
reduce the potential for bias.



Figure 6. Example of how stigma may be clustered within and among facilities
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Statistical formulas for multi-stage cluster survey sample size calculations are
explained in Chapters 4, 7, and 9. All formulas require you to input a design
effect in the formula, which can only really be known after the survey is
completed. In practice, this means that you should make an educated guess
about how much clustering is going on based on previous studies.

Conclusion

The study of interactions between and among people in institutions may
provide the most interesting unit of analysis for the study of stigma because
changing abusive dynamics is our end goal. Standardized observational
techniques are not yet well-developed for measuring TB stigma in health
facilities, but we can leverage established tools from other health fields. A
health care facility is a complex ecosystem. In addition to the measurement
of stigmatizing behaviors described here, one could measure TB stigma
embedded in norms and policies (Chapter 6), discourses (Chapter 11),
attitudes of HCWs (Chapter 8), and perspectives of people with TB
(Chapters 7 and 10). A holistic assessment of this kind would serve as a solid
basis for stigma reduction interventions and evaluation.
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Measuring Structural Stigma - Human
Rights and Legal Discrimination

Brian Citro, Assistant Clinical Professor of Law, Northwestern Pritzker School of Law

Abstract

Measuring structural stigma against people with TB is a methodological
challenge. At its core, it involves assessing whether the legal regime respects
the dignity, equality and autonomy of affected communities and understanding
the relationship between stigma and discrimination. Human rights law provides
a useful foundation for this. Structural stigma against people with TB is most
pernicious when it manifests in enacted stigma, i.e., discriminatory laws and
policies or the discriminatory application of otherwise neutral laws and policies
in areas of special focus. These include, but are not limited to, health care,
employment, education, prisons, immigration and asylum, housing, and public
benefits. The absence of legal protections and the failure to protect the human
rights of people with TB are just as harmful. In order to identify and measure
structural stigma, it is also critical to understand the attitudes of institutional
actors and how discriminatory laws and the absence of legal protections impact
affected communities.

This chapter discusses methods to assess the relationship between stigma,
discrimination and law. It addresses the primary sources of law that make-

up national legal regimes, including constitutions, legislation, policies and
regulations, and case law. It presents a human rights-based tool to measure
structural stigma against people with TB through assessment of these sources of
law. Finally, it provides guidance on how to measure compliance with the legal
regime on the ground.

Objectives

This chapter aims to:
1. Examine and clarify the relationship between structural stigma, enacted
stigma, and discrimination against people with TB.



How do TB control laws
and policies mitigate or

sustain TB stigma?

Structural stigma is
defined by its operation at
the societal level through
institutions and norms.
Stigmatized individuals

in the society experience
constrained opportunities,
reduced access to
resources, and negative
impacts on their well-

being.

2. Develop capacity in applying human rights assessment standards for
measuring structural stigma against people with TB.

3. Build skills in assessing national legal regimes and gauge on-the-ground
compliance to measure structural stigma against people with TB.

Target Audience

This chapter is intended for communities, people affected by TB, national TB
program staff, implementing agencies, NGOs, CBOs, USAID technical staff,
WHO, and other partners and advocates. Users are not expected to be trained
in law, although the concepts and tools developed in the chapter will be most
easily utilized by lawyers. Familiarity researching and analyzing constitutions,
legislation, policies and regulations, and case law is valuable, but the chapter
provides clear guidance on how this research and analysis should be conducted.

Introduction

This chapter aims to examine, clarify, and present tools to measure structural
stigma against people with TB. It focuses on assessing the components of
national legal regimes (constitutions, legislation, policies and regulation, and case
law) in areas of special focus, with concern for key populations at high risk of TB.
The chapter provides guidance on how to assess laws and policies using human
rights standards based on international human rights law.

We know that stigmatized groups experience inequities in employment,
education, and health care settings, as well as poor health outcomes and
challenges in their interpersonal relationships.’ But what shape does this kind of
stigma take at the societal level against people with TB?

Structural stigma refers to the “legitimatization and perpetuation of a
stigmatized status by society's institutions and ideological systems.”? Another
definition highlights the impact of structural stigma, defining the phenomenon
as “societal-level conditions, cultural norms, and institutional practices

that constrain the opportunities, resources, and well-being for stigmatized
populations.”? In both cases, structural stigma is defined by its operation at the
societal level through institutions and norms. Stigmatized individuals in society
experience constrained opportunities, reduced access to resources, and negative
impacts on their well-being. Put simply, examining structural stigma requires us
to consider “all manner of disadvantage [that] can result outside of a model in
which one person does something bad to another.”*

The impact of structural stigma occurs by way of enacted stigma: the negative
treatment of a person possessing a stigmatized condition.> Enacted stigma
comprises “instances of discrimination against people...on the grounds of their
perceived unacceptability or inferiority.”¢ Here we see the connection and



transformation of stigma to discrimination. Enacted stigma can occur through
person-to-person treatment, but it also operates through discriminatory laws and
policies, the discriminatory application of facially neutral laws and policies, the
absence of legal protections, and the failure to enforce the rights of stigmatized
persons.

In addition to explicitly discriminatory laws and policies and the intentional,
discriminatory application of otherwise neutral laws and policies, discrimination
of people with TB may be indirect. Indirect discrimination involves a law, policy
or other measure that does not directly—i.e., explicitly or intentionally—
discriminate on the basis of TB, but nonetheless produces a discriminatory
impact.” For example, a public housing policy that requires all applicants to
submit a full record of their medical history in order to obtain housing, may
result in discrimination against people with TB if the information is used by
administrators to reject their applications. There is no universal agreement on
the boundaries between indirect and direct discrimination and structural and
enacted stigma. Figure 1 below illustrates the overlapping relationships among
the phenomena.

Figure 1. Relationship among discrimination and stigmatization
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Importantly, enacted stigma excludes “fair or legitimate discrimination,”
whereby people are prohibited from engaging in certain kinds of activities
because they are, in fact, incapable of doing so. For instance, a law that prohibits
individuals with complete vision loss from driving is not an example of enacted
stigma. On the other hand, a law prohibiting a person with visual impairment
from using public walkways could be a form of enacted stigma. In the context of
TB, for example, a law that prohibits people with TB from occupations involving
customer contact during the entire period of their treatment is overly broad and
a form of enacted stigma. People with TB are not contagious and thus pose no
threat to customers shortly after starting appropriate treatment. In other cases,
legal protections needed to prevent common forms of enacted stigma against
people with TB or to provide redress for human rights violations simply do not
exist. For instance, employment discrimination against people with TB and TB
survivors, including dismissal and refusal to hire on the basis of TB, is rarely
explicitly prohibited by law, even though such discrimination is common.



As stated in Chapter 1, enacted and structural stigma are dependent on the
power to adopt and enforce discriminatory laws and policies and the power to
refrain from enacting or implementing legal protections.® It is the power of the
law that operates through national legal regime that creates, perpetuates, and
exacerbates structural stigma against people with TB. This chapter will focus on
the vital social institution of the law, as manifest in the text and implementation
of national constitutions, legislation, policy and regulations, and case law, in
areas of special focus, with concern for key populations. For more stigma analysis
of texts such as health communication, see Chapter 11.

Challenges

Measuring structural stigma against people with TB is a methodological
challenge. First, there are significant research challenges. In order to identify

and examine the sources of law, we must have access to the documents. Many
countries make their legislation, policies and regulations, and case law available
online, at government websites or in public databases, but some do not. Second,
some degree of familiarity reading and interpreting legal language is very helpful.
Otherwise, we may misunderstand or fail to identify important provisions or
principles in the documents. Third, even when constitutions, legislation, policies
and regulations, and case law are correctly interpreted, we must measure their
levels of compliance and implementation to fully measure structural stigma.

Existing Tools to Measure Structural Stigma against
People with TB

No tools currently exist to measure structural stigma against people with TB.
Studies have been conducted to measure other forms of stigma associated
with TB,'® but these are not helpful in developing a tool to assess legal regimes.
A variety of tools have been developed to measure various kinds of stigma
associated with HIV, including some examining structural stigma." They also
review discriminatory laws and policies and attempt to identify gaps in legal
protections, but they do not present comprehensive models.

The Stop TB Partnership has developed an Operational Guide to conduct a

legal environment assessment for TB."? The guide provides detailed direction

on how to identify and analyze laws, policies, and practices that pose barriers

to accessing TB services. It is founded on a human rights-based approach to
prevention, treatment, and care of people with TB, and instructs users on how
to advocate for TB programs to address barriers in national contexts. The guide
does not provide a tool to measure structural stigma. The concept of structural
stigma is not mentioned in the guide, although stigma is acknowledged as a key
concern for the legal environment assessment.



Protection and fulfillment
of human rights results in
greater recognition and
respect for the dignity,
equality, and autonomy
of people with TB, which
in turn reduces structural

stigma.

Human Rights and Structural Stigma: Developing
Standards of Assessment

“Stigma, discrimination, and human rights violations form a vicious,
regenerative circle. ... Condoning human rights violations can create, legitimize,
and reinforce stigma that can, if left to fester, lead to discriminatory action and
further human rights violations. "

This observation was made more than 14 years ago in an article examining
HIV-related stigma and discrimination. Unfortunately, it applies with equal force
today to TB. Human rights in international and regional legal instruments provide
a foundation to build a robust set of standards to assess structural stigma against
people with TB. Just as human rights violations create, legitimize and enable
stigmatization, the incorporation of human rights principles in constitutions,
legislation, policies and regulation, and case law helps protect against structural
stigma. Human rights law therefore provides a universally accepted framework
to develop assessment standards for measuring structural stigma, allowing us to
identify priorities and develop baselines using specific legal content.

Figure 2. Role of legal discrimination in compounding discriminatory attitudes and behaviors

Human dignity - the
inherent and equal
worthiness of all human
beings deserving of self-
respect and the respect of

others.

7~ N\

Normalization Stigmatizing

of stigmatizing attitudes

attitudes and rationalize
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Human Dignity

The concept of human dignity acts as a nexus between human rights and
structural stigma. Dignity is the backbone of human rights law. A legal system
that respects and upholds human rights respects the dignity of its people.
Two prominent concepts of human dignity are closely associated with stigma:
dignity as the maintenance and respect of social status and dignity as the



principle of non-instrumentalization. The latter simply means that people should
not be used as a means or an instrument to other people’s ends. They must be
respected and treated as autonomous, equal individuals.

Principle of non-

instrumentalization - the . . o . .
Stigma violates human dignity. The stigma process has been described as

entailing a general “downward placement of a person in a status hierarchy,”
thereby depreciating the person’s social status.™ The imposition of stigma
through power, including structural stigma, has a significant negative impact on
the life chances and opportunities of the stigmatized group,' thereby reducing
their autonomy and equal status in their community.

principle that people
should not be used as
means or an instrument
to other people’s ends;
instead; they must be
respected and treated

as autonomous, equal . . ] . .
Protection and fulfillment of human rights results in greater recognition and

respect for the dignity, equality and autonomy of people with TB, which in turn
reduces structural stigma.

individuals.

Human Rights Assessment Standards

The content of human rights law provides standards with which to assess the
level of structural stigma against people with TB in national legal contexts.
Developing these standards involves three steps: (1) identify the relevant
human rights and sources, (2) clarify their pertinent, health-related content and
meaning, and (3) apply the rights to the context of TB as they relate to the legal
regime. Table 1 contains this analysis for human rights of particular importance
to people with TB and to assessing legal regimes to identify structural stigma.

The list of rights and their sources in Table 1 is not meant to be exhaustive; there
are other rights important for people with TB, and the rights listed may appear in
other sources. The examples of content and application are not exhaustive either,
but rather highlight a critical issue related to each right for people with TB.

Table 1. Human Rights Assessment Standards

Application to TB in Legal

Human Rights (and Sources) Health-Related Content :
Regime
Right to life States must adopt positive States must adopt measures
measures to protect life, to in law and policy to protect
Sources: UDHR, ICCPR, ICMW, | eliminate epidemics, and ensure | the lives of people with TB,
ACHPR, IACHR, ECHR, 147 access to medical care.” including ensuring access to
constitutions.’® testing and treatment.




Right to health

Sources: UDHR, ICESCR,
ICERD, CRC, CEDAW,
ICMW, CRPD, ACHPR, 131
constitutions.®

States have a core obligation
to provide essential medicines
on the WHO Model List of
Essential Medicines.™

Section 6.2.4 of the 19th
WHO Model List of Essential
Medicines includes first- and
second-line anti-tuberculosis
drugs, including bedaquiline
and delamanid. States must
adopt laws and/or policies
that ensure people with TB are
provided these medicines.

Right to be free from
discrimination

Sources: UDHR, ICCPR,
ICESCR, ICERD, CEDAW,
ICMW, CRPD, ACHPR, IACHR,
ECHR, 142 constitutions.?’

Prohibition of discrimination
based on “other status”
includes health status and direct
and indirect discrimination in
the public and private spheres.??

People with TB must be
protected by law against
discrimination in both the public
and private spheres, including
employment, education,
housing, health care settings,
etc.

Right to be free from torture
and other cruel, inhuman

or degrading treatment or
punishment

Sources: UDHR, ICCPR, CAT,
ICMW, ACHPR, IACHR, ECHR,
150 constitutions.??

Failure to provide adequate
medical care to prisoners and
other people deprived of their
liberty constitutes inhuman and
degrading treatment.?*

Law and policy must ensure
people with TB in prisons and
other detention centers are
provided testing and treatment
services.

Right to privacy

Source: UDHR, ICCPR, ICMW,
CRPD, ACHR, ECHR, 167
constitutions.?®

Right to privacy includes the
right to keep information
related to health and health
status private.?®

Law and policy must establish
the right of people with TB to
keep their health status and
other health-related information
private and confidential, except
from those to whom they pose
a real risk of transmission, and
then only for the duration of
the risk.




Right to liberty and security of
person

Sources: UDHR, ICCPR, ICERD,
ICMW, CRPD, ACHPR, IACHR,
ECHR, 149 constitutions.?”

Any deprivation of liberty

must be necessary and
proportionate to protecting the
individual from serious harm or
preventing injury to others. It
must be applied only as a last
resort, for the shortest period,
accompanied by adequate
procedural and substantive
safeguards established by law.?

Law and policy must establish
clear protections against
involuntary detention or
isolation of people with TB,
except under exceptional
circumstances, as a last resort,
when a person is known to be
or highly likely to be contagious
but refuses treatment or testing
and all reasonable measures to
ensure adherence have been
unsuccessful. In these cases, the
least restrictive measure possible
must be used, isolation must
occur in an appropriate medical
setting, and the individual must
be provided treatment, basic
necessities and the right to
appeal the isolation decision.?

Right to participation (to take
part in the conduct of public
affairs)

Sources: UDHR, ICCPR, ICERD,
ICMW, CRPD, ACHPR, IACHR,
158 constitutions.3°

The “conduct of public affairs”
is a broad concept, comprising
legislative, executive, and
administrative powers, and all
aspects of the formulation and
implementation of policy at
international, national, and local
levels.?!

The law must establish and
facilitate the right of people
with TB and TB survivors to

be involved in the formulation
and implementation of law and
policy implicating TB at the
international, national, and local
levels.

Right to asylum

Sources: UDHR, Convention
relating to the Status of
Refugees,?> ACHPR, ADRDM,
IACHR, 88 constitutions.*

Everyone has the right to
seek and enjoy asylum from
persecution in other countries
without discrimination.3

The law must establish the right
of people with TB to receive
asylum without discrimination
based on their health status.

It should allow for asylum
consideration based on a

high risk of contracting TB

in a person’'s home country,
including when a person is likely
to be detained in a prison with
high rates of TB disease.




Right to adequate housing
(right to shelter)

Sources: UDHR, ICESCR,
ICERD, CRC, CEDAW, ICMW,
CRPD, 72 constitutions.?

Housing must be accessible,
affordable, and habitable,
providing adequate space,
ventilation, and protection
from threats to health and
disease vectors, especially for
disadvantaged groups, such
as people living with HIV and
those with persistent medical
problems.3¢

Law and policy must ensure
affordable housing with
adequate ventilation is
accessible to the urban poor to
help prevent transmission of TB
in overcrowded

Right to food

Sources: UDHR, ICESCR, CRC,
CRPD, 24 constitutions.?”

States must ensure everyone
under their jurisdiction can
access minimum essential food
that is sufficient, nutritious, and
safe, with priority consideration
given to disadvantaged
groups.>®

Law and policy must provide
people with TB access to
adequate, nutritious food
during treatment, as under-
nutrition and low body mass
index are associated with poor
treatment outcomes.

Right to education

Sources: UDHR, ICESCR,
ICERD, CRC, ICMW, CRPD,
134 constitutions.*

Education must be accessible

to all, especially the most
vulnerable groups, in law and
fact, without discrimination,
including for persons with
disabilities, children of migrants,
and other disadvantaged
groups.*

Children with TB must be
protected by law against
discrimination at school. They
must be allowed to attend
normal classes, unless and only
for as long as they pose a real
risk of transmission to their
classmates.

Developing a Structural Stigma Measurement Tool

Measuring structural stigma against people with TB requires a careful assessment
of a country’s legal regime to identify both discriminatory laws and policies and
a lack of necessary legal protections. This section lays out areas of special focus,
key populations of particular concern, and the sources of law to be examined:
constitutions, legislation, executive policies and regulations, and case law. It
provides guidance on how to obtain and analyze the text of the sources of

law to identify stigmatizing language. It utilizes the human rights assessment
standards developed above to formulate key questions in assessing the legal
regime. Finally, it considers how to measure compliance with the legal regime
on the ground through legal implementation, the attitudes of institutional actors
and experiences of affected communities, and empirical indicators.

Areas of Special Focus

Stigma against people with TB manifests in a myriad of ways. It takes on a
structural form in the laws and policies that regulate activity in certain areas of



special focus, i.e., areas in the lives of people with TB that intersect with and are regulated by the
government. In these areas, people with TB are particularly vulnerable to structural stigma. Areas
of special focus may depend on the country context, but often include health care, employment,
education, prisons, immigration and asylum, housing, and public benefits. For more on this, see
Chapter 14 on intersectional stigma.

Key Populations

Key populations include people who have increased exposure to TB due to where they live or work,
people with limited access to good quality TB services, or people at increased risk for TB due to
biological or behavioral factors.*' The Stop TB Partnership has identified 10 key populations, although
more may exist depending on the country context: children, health care workers, mobile populations,
miners, people who use drugs, prisoners, people living with HIV, rural poor, urban poor, and
indigenous populations.*? Special attention must be paid to the ways laws and policies impact these
groups when assessing the legal regime to measure structural stigma.

Obtaining the text of sources of law

The text of sources of law can be obtained in multiple ways. Text can be obtained by requesting the
documents from the responsible government entity, such as the legislature, government agency, or
court. Many sources of law can be obtained online in official government databases. For example,
legislation.gov.uk, congress.gov, and indiacode.nic.in contain the texts of legislation in the United
Kingdom, United States, and India, respectively.

The text of regulations and policies are often available on the website of the government agency
that drafted and promulgated the regulations. For example, the regulations of the Department

of Health of South Africa are available at health.gov.za. Sources of law can also be obtained in
nongovernmental databases. National constitutions are available online in a free, searchable database
at constituteproject.org.

Case law can also be obtained in government and nongovernmental databases online. Some
countries make their case law available on their courts’ government websites.* Several free
nongovernmental databases provide access to case law. For example, the World Legal Information
Institute provides free access to more than 1,000 databases covering more than 120 jurisdictions.
Google Scholar provides a free database of U.S. cases. The Global Health and Human Rights
Database provides free access to cases involving health and human rights from around the world.
Case law is also available in databases accessible with a paid subscription, such as Westlaw,
LexisNexis and Bloomberg Law.*¢ Case law databases provide search functions that allow users to
search for keywords, case names, and case citations.

Analyzing the text of sources of law

The text of sources of law can be analyzed quantitatively or qualitatively. If texts are numerous
and available in digital form, then quantitative content analysis may be possible.*” In these cases,


http://legislation.gov.uk
http://congress.gov
http://indiacode.nic.in
http://www.health.gov.za/
http://constituteproject.org

computer software can be used to reduce the amount of human reading
required. In general, choosing an analytic approach depends on how much text
you have, how subtle and nuanced your examination needs to be, and whether
the texts are available in a digital form.

Table 2. Choosing an Analytic Approach to Analyze the Text of Sources of Law

Advantages Disadvantages

Analysis

Quantitative Content | Can be done in teams. * Requires a very clear, replicable

e Some aspects may be automated. | definition of stigma and training
* Often seen as more legitimate by to ensure inter-rater reliability of
stakeholders who privilege use of coders.

data and numbers. » Difficult to ensure sufficient
sample size.
(Qualitative) * Allows for unexpected forms of | ¢ Large data sets require many
Discourse Analysis stigma to be discovered. hours to analyze.
(Ch.11)  Can reveal discursive frame and | ® Requires skilled and meticulous

arguments. analysts.
e Can reveal what is unstated,
implicit or absent.

For a detailed discussion of how to conduct discourse analysis, please see
Chapter 11.

The text of sources of law may include explicit language that marks people

with TB as different than people without the disease, labels people with TB
using stereotypical or denigrating terms, blames people with TB for concerns
related to the disease, or overemphasizes the peril people with TB represent to
their communities.*® The Stop TB Partnership “United to End TB — Every Word
Counts: Suggested Language and Usage for Tuberculosis Communications”
provides guidance in identifying stigmatizing terms and offering substitutes.*
The key terms for which substitutes are provided in the guidance are presented
in Table 3. The text of each source of law should be searched to determine if
these or other stigmatizing terms are used, or if their non-stigmatizing substitutes
or equivalents are used instead. Searching the text of a source of law involves
reading it carefully and using digital search functions like CTRL-F on a computer
keyboard for searchable files (Word documents and most PDFs).



Table 3. Stigmatizing and non-stigmatizing TB terms from Stop TB Partnership “United to End TB -
Every Word Counts: Suggested Language and Usage for Tuberculosis Communications”

Stigmatizing Term Non-Stigmatizing Term

People/person suffering from or infected by TB | People/person with TB

Treatment defaulter Person lost to follow-up

Treatment compliance or noncompliance Treatment adherence or non-adherence
TB control TB prevention and care

TB suspect Person to be evaluated for TB

Stigma, however, is not always blatant or explicit. Sources of law can contribute

to structural stigma without using explicitly stigmatizing language. The

placement of two ideas in close proximity in a paragraph may be enough to

have a stigmatizing effect. In the case of TB stigma, laws can be embedded with

assumptions about the untrustworthiness, irresponsibility, or selfishness of people

with TB. These may not be explicit in the text, but may be revealed by discourse

analysis. Some of the ideas that should be coded when analyzing a legal text

include phrases that:

* Introduce new language and terms to connote otherness.

* Medicalize or pathologize difference.

* Dehumanize people with TB or refer to them as objects (e.g., only referring to
TB cases).

 Create stereotypes (e.g., dangerous, unpredictable, untrustworthy,
noncompliant, or secretive).

e Link people with TB to other disparaged groups or identities.

e Infantilize people with TB, or define them as victims, lacking autonomy and
agency.

* Blame people with TB.

* Over-emphasize the danger of TB to normalize exclusion or render people
with TB unworthy of consideration, investment, or meaningful engagement.

In addition to searching for specific terms or phrases, the text of each source of
law should be analyzed using questions based on the human rights assessment
standards. The objective of developing and applying these questions is to
determine whether the meaning or likely application of the text is stigmatizing,
discriminatory, or fails to protect against discrimination, or, on the contrary,
whether it protects against discrimination and promotes the human rights of
people with TB.

The human rights assessment standards presented in Table 1 should be
referenced to formulate effective questions to analyze the text. For example, the
human rights assessment standard for the right to privacy establishes the right
of people with TB to keep their health status private and confidential, except
from those to whom they pose a real risk of transmission, and then only for

the duration of the risk. Figure 1 provides examples of questions based on this



standard. Additional examples of the questions to be used to analyze text are
provided below for each source of law.

Figure 3. Questions to Assess Sources of Law based on Human Rights Assessment Standards

Human Rights Assessment Standard

Right to Privacy

Application to TB in Legal Regime

Law and policy must establish the right of people with TB to keep their health status and other health-related
information private and confidential, except from those to whom they pose a real risk of transmission and only for
the duration of the risk.

Questions for Assessment

Does policy establish and provide clear Does legalization establish rights to privacy Does case law recognize employees’ right

guidelines for health workers to respect  and confidentiality of health information to privacy in health information and status,

rights to privacy and confidentiality of and status, including for TB? including for TB, vis-a-vis employers?
health information and status?

In the event that there are too many legal texts to read in full, a sampling plan
may be used to ensure the chosen documents are representative. Techniques
for probability sampling of legal texts are beyond the scope of this chapter, but
instructions on how to do sampling are available in Chapter 5 of Riffe, Daniel,
Stephen Lacy, and in Frederick G. Fico. 2005. Analyzing Media Content: Using
Quantitative Content Analysis in Research. 2nd ed. Mahwah, New Jersey:
Lawrence Erlbaum Associates.

Sources of Law and Assessment Questions

A country's legal regime consists of constitutions, legislation, executive policies
and regulations, and case law. Each source must be examined to measure
structural stigma against people with TB. The figures below provide a visual
representation of the measurement tool and its application for each source, with
examples of assessment questions in areas of special focus. The areas of special
focus in each figure come from the list provided above, with consideration for
the areas most often addressed by each source of law. The assessment questions
are based on the human rights assessment standards, taking into consideration
concerns about key populations. For each source of law, they aim to identify



positive provisions or actions, stigmatizing or discriminatory provisions or actions,
and gaps in legal protections. Assessment questions may be used in analysis

and for interviewing government officials and other stakeholders. While a “yes"
or “no" answer to an assessment question is an indication of the presence of
positive or stigmatizing provisions in a law, further inquiry should be made

to determine whether processes are ongoing to modify, amend, or repeal the
provision in question.

Constitutions

National constitutions are the supreme law of the land. They are the highest
source of law and rights in most countries. All legislation, policies, and
regulations must conform to the constitution and are guided by its content. In
countries with federal systems, sub-national governments, such as provinces and
states, may also have constitutions.

Although constitutions are not likely to contain specific references to TB, they
are the first source of law to be examined because they are the highest source

of national law and they enshrine and protect the rights of all people, including
people with TB. In order to examine a constitution, we must obtain and analyze
the text in line with the guidance provided above, interview judges and lawyers
with constitutional expertise, and, if possible, those who drafted the constitution,
and consult secondary sources, such as scholarly and other writings on the
meaning of the constitution.

Assessment questions developed in line with human rights assessment standards
should be used when analyzing the text of the constitution and interviewing
constitutional experts. Secondary sources, including legal scholarship on relevant
constitutional issues, may be accessed using Google Search and online databases
to provide a general context or more specific information about constitutional
provisions and their meaning and practical application.



Figure 4. Constitutions Assessment Questions

Health Care h (Employment h
Are the rights to life, health and privacy explicitly Is employment discrimination based on health
recognized? status prohibited?
Does the right to health include the right to good Is the right to a safe and healthy workplace
quality health goods, facilities and services? explicitly recognized?
Does the right to be free from discrimination Is the state required to provide employment
prohibit discrimination based on health status? assistance to disadvantaged groups?
Constitutions

Education Prisons
Is the right to education explicitly recognized, Is the right to be free from torture and cruel,
including free, compulsory primary and secondary inhuman or degrading treatment or punishment
education? explicitly recognized?
Is discrimination in education explicitly prohibited in Is the right to liberty and security of person
both public and private institutions? explicitly recognized?

N J N J

Legislation

Legislation includes laws, acts, and statutes written and enacted by legislatures of
national and sub-national governments. Legislation has the “force of law,"” as it
can establish rights and remedial mechanisms and is enforceable in court. Once
enacted, legislation cannot be repealed without another act of the legislature.
Legislation is the second highest source of law in a country and is therefore the
second source to be examined in assessing the legal regime. In order to do so, we
must obtain and analyze the legislation text according to the guidelines above,
interview legislators or their staff who drafted and enacted the legislation, consult
individuals and agencies tasked with implementing the legislation, and speak with
stakeholders whose activities are regulated by the legislation. Questions developed
according to human rights assessment standards, as outlined above and in Figure 5,
should be used in text analysis of the legislation and while interviewing legislators
and other relevant stakeholders.

Criminal law and criminal sanctions

Criminal law is a special kind of legislation because it authorizes the state to
imprison people, depriving them of their liberty. Criminal law is also unique because
it tends to stigmatize the behaviors it prohibits and, by extension, the people who
engage in them. The UN Special Rapporteur on the Right to Health (2008-14),

Mr. Anand Grover, has explained that “criminalization generates and perpetuates
stigma” and stigma, in turn, is a “major impediment to the implementation of



successful interventions” in the area of HIV/AIDS.? In light of this, special
attention should be paid to the use of criminal law and criminal sanctions,
including imprisonment, in the prevention, treatment, and care of TB. Criminal
laws and other health-related legislation should be obtained and analyzed to
determine if people with infectious diseases, including TB, can be imprisoned
for stopping their treatment, failing to take appropriate preventive measures, or
unintentionally transmitting disease to another person.

Figure 5. Legislation Assessment Questions

-

Health Care

Is there TB-specific legislation establishing the
rights of people with TB, including to free testing
and treatment for TB and MDR-TB?

Avre rights to privacy and confidentiality of

health information and status, including for TB,
established in legislation?

Does legislation allow for compulsory treatment,

isolation or detention of people with TB? If so,

under what circumstances?

~

( )

Employment

Is employment discrimination based on health
status prohibited under legislation?

Does legislation prohibit people with TB from
working in certain professions during the course of
treatment? If so, which professions?

Does legislation establish health and safety
standards for miners and provide for

compensation in cases of TB disease?

Legislation

Housing

Does legislation guarantee urban poor access to
adequate housing with good ventilation?

Is discrimination in housing based on health status,

including TB, prohibited by legislation?

Immigration and Asylum

Does legislation prohibit the entrance of migrants
with TB?

Does legislation allow for asylum seekers to
remain in the country if they face a high-risk of
contracting TB in prison or will lack access to

TB treatment if they are returned to their home

J

Policies and regulations

countries?
\_ J

Policies and regulations are written and promulgated by executive agencies,
such as ministries of health, drug regulatory authorities, and other administrative
bodies. They contain detailed rules and directives that control a wide spectrum
of activities. In many countries, instructions and details related to the
implementation of legislation are found in regulations. Policies and administrative
regulations are the third source of law to be examined. In order to do so, we
must obtain and analyze the text of the policies and regulations in line with

the guidance provided above, interview members of agencies or their staff
responsible for writing, promulgating, and implementing the regulations,
interview stakeholders whose activities are regulated, and speak with the
intended beneficiaries of particular policies. Assessment questions developed



in line with human rights assessment standards should be used in analyzing
regulation text and interviewing agency officials and other relevant stakeholders.
For analyzing stigma in the text of institutional policies, see Chapter 11.

Figure 6. Policies and Regulations Assessment Questions

( )

Health Care

Does policy establish and provide clear guidelines
for health workers to respect rights to privacy and
confidentiality of health information and status?
Does policy provide malnourished people with TB
nutritional supplements during treatment?

Does policy require people with TB access
treatment services in their home town or may they

access treatment were they currently reside?

Prisons

Does policy require and ensure hygienic,
ventilated prison conditions?

Does policy provide for adequate and timely TB
and MDR-TB testing and treatment services in
prisons and detention centers?

Does policy require solitary isolation prisoners with
TB?

Policies and

Regulations

Public Benefits

Do disability benefits provide compensation for TB
survivors with physical disabilities?

Does workers' compensation provide public and
private health care workers who acquired TB in the

workplace wage replacement and medical benefits?

N\ J
Case law

Housing

Does policy establish adequate standards for
housing of migrant workers, including sufficient
space and ventilation?

Does policy provide assistance to people with TB

in accessing affordable housing?

Case law comprises judicial opinions from courts of law that apply and interpret
the constitution, legislation, common law, policies, and regulation. Judges apply
the law, but also clarify its meaning through opinions. Most importantly, opinions
from appellate courts, such as supreme courts, constitutional courts, and high
courts, contribute to the interpretation and development of rights established in
constitutions and legislation. In order to examine case law, we must obtain and
analyze the text of relevant case law, interview judges or their staff responsible
for deciding relevant cases, consult lawyers familiar with the areas of special
focus, interview parties, including plaintiffs and defendants, to relevant cases,
and consult secondary sources, such as scholarly and other writings on the
meaning and impact of relevant court decisions. Assessment questions developed
in line with human rights assessment standards should be used in analyzing case
law text and while interviewing judges, lawyers, and other relevant stakeholders.



Figure 7. Case Law Assessment Questions

Health Care

Have courts interpreted rights to life or health to
include right to access life-saving medicines?
Have courts acknowledged risks faced by health
care workers and provided compensation for TB
contracted at their workplace?

Have courts allowed detention of people with TB

lost to follow-up in prisons or detention centers?

Employment

Have courts interpreted prohibited grounds of
discrimination to include health status or disease?
Have courts upheld dismissals of employees based
solely on their TB status?

Have courts denied claims for compensation for

wrongful dismissal based solely on TB status?

Prisons

Have courts imprisoned injecting drug users for

personal use?

Have courts held lack of access to TB services or
conditions contributing to contracting TB in prisons
constitute inhuman or degrading treatment?

Have courts upheld involuntary isolation of

prisoners solely on basis of their TB status?

Case Law

Immigration and Asylum

Have courts granted asylum to people based on
high risk of contracting TB or lack of access to TB
services in home country?

Have courts allowed removal or deportation of
people facing high risk of contracting TB in prison
or lack of access to TB services in their home

country?
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Measuring Compliance with the Legal Regime: What is
the Reality on the Ground?

A legal regime assessment is incomplete without determining the level of on-
the-ground compliance and implementation of constitutions, legislation, policies
and regulations, and case law. These sources of law are each implemented

and complied with in different ways. Constitutional rights can be implemented
through legislation and policy. Policies and regulations are often needed to
implement the objectives and specific components of legislation. Courts apply,
interpret, and ensure compliance with constitutions, legislation, and policies and
regulations. Finally, legislatures, executive agencies, and private actors must
comply with court orders to implement case law.

Implementation through Law

The first step in measuring compliance is to determine if the source of law has
been implemented through legislative, executive, or private action. Contact with
relevant institutional actors can help to identify various kinds of implementation.
This contact, however, is separate and distinct from understanding the attitudes
of these actors, which is discussed below.



For constitutions, this means determining if legislation to implement the
constitution has been enacted, and if courts routinely enforce individuals'
constitutional rights. This can be done by obtaining and analyzing relevant
legislation, as discussed above, to determine if constitutional rights to life,
health, privacy, and to be free from torture are explicitly referenced in legislation
related to TB. Case law can be obtained and analyzed to determine if courts
have interpreted constitutional rights in favor of people with TB, for example,
by recognizing and upholding their rights against government and private
defendants.

For legislation, we must determine if executive policies or regulations have been
promulgated to clarify and direct implementation of the law. This can be done
by contacting the relevant agency, such as the Ministry of Health, National

TB Program, or Department of Labor, directly or through an online portal to
determine what regulations have been put in place.

For policies and regulations, the activities of relevant executive agencies must
be examined to gauge the extent to which they have raised awareness about,
implemented and enforced their directives. The private actors and regulated
industries must also be consulted and interviewed, including employers, health
providers, and housing developers, to determine if their activities are in line with
the regulations.

For case law, we must establish if court orders are obeyed and implemented

by the various government and private parties involved in the cases. This can

be done by contacting the parties involved, such as plaintiffs with TB and
government and private defendants, to inquire whether court orders have been
obeyed through, for instance, disbursements of money to plaintiffs for damages
or changes to the law, policy, or practices of government and private defendants.

Attitudes of Institutional Actors and Experience of
Affected Communities

“Attitudinal studies of actors within institutions may be indicative of a climate

within the institution that tolerates, is complicit in, or even fosters stigmatizing
attitudes and practices, even though the attitudes and practices are exercised at
the individual level. "

In order to understand the impact of the legal system at the ground level, we
must understand the attitudes of the institutional actors that design, enact,
implement, and enforce the sources of law. Stigmatizing attitudes reduce
support for supportive TB public policies.” This includes legislators, policymakers,
regulators, health care workers, and judges. Interviews with institutional actors
should be conducted using questions developed to reveal their knowledge of TB,
attitudes about and experience interacting with people with TB, and familiarity



with challenges faced by people with TB. For detailed guidance on how to
measure attitudes and behavior of institutional actors, see Chapters 5 and 8.

It is also critical to understand how affected communities experience the
constitutions, laws, policies, and regulations that impact their lives. This includes
people with TB, TB survivors, their families, and members of key populations.
Interviews with affected communities should be conducted using questions
developed to reveal how they are impacted by law and policy and how they are
treated by government and private actors, such as employers, educators, prison
officials, and public and private health care providers. Chapter 7 explains more
on measuring stigmas among PWTB.

Figure 8. Attitudes of Institutional Actors and Experience of Affected Communities Assessment
Questions

Are people aware of protective laws?

How long is a person with TB typically contagious after beginning treatment?

Institutional

Are there mechanisms for citizen monitoring & accountability?
Are stakeholders aware of the negative impacts of discriminatory law on PWTB? ACtO rs

Do stakeholders know anyone who has TB, has survived TB, or has died from TB?

Did you tell your employer when you were diagnosed with TB?

Were you provided TB services while in prison or detention? Aff
ected

Did health care workers uphold patient-provider confidentiality? o

Communities

Do you believe law and policymakers want to help people with TB?

Do you believe your child has a right to go to school even though they have TB?

Empirical Indicators

Empirical indicators provide concrete evidence about the levels of compliance
with and implementation of sources of law. These include indicators that record
law-related phenomenon, such as the number of cases involving claims directly
related to TB in which plaintiffs with TB or TB survivors prevail, and health
systems indicators, such as the number of prisoners receiving TB and MDR-TB
services in a country.

Empirical indicators should be developed to collect data on the implementation
of sources of law. For example, data related to case law involving people with
TB can be collected through case law databases to empirically assess how people
with TB are treated by courts. Rates of dismissals and refusal to hire people

with TB in particular industries or geographic areas can be collected through



consultation with employees and employers and relevant government agencies.
This can clarify how people with TB are treated by employers. Rates, locations,
and methods of involuntary isolation of people with TB can be collected through
referencing published government data and consulting prison administrators,
government health care providers, and relevant government agencies. This can
help gauge whether people with TB's right to liberty and security of person is
respected according to the human rights assessment standards.

Figure 8. Attitudes of Institutional Actors and Experience of Affected Communities Assessment

Questions

Number of Cases
and Outcomes

Rates of Dismissals
and Refusals to Hire

Rate, Locations
and Methods of
Involuntary Isolation

Number of claims brought to court by people with TB under the
constitution and relevant legislation.

Percentage of cases in which people with TB prevail.

Percentage of judicial orders in favor of people with TB implemented
compared to average rates.

Rates of dismissal of people with TB compared to average rates in
particular industries or geographic areas.

Rates of refusals to hire people with TB compared to average rates in
particular industries or geographic areas.

Rates of involuntary isolation of people with TB and MDR-TB.

Record of locations where involuntary isolation occurs.

Record of methods used to involuntarily isolate people with TB and MDR-
TB, including settings, duration and services provided.

Conclusion

Measuring structural stigma against people with TB through the assessment of legal
regimes is a multifaceted task. It involves using human rights assessment standards
to examine the primary sources of law (constitutions, legislation, policies and
regulations, and case law) in special areas of focus, with concern for key populations
at high-risk for the disease. Next, in order to understand the impact of the legal
regime on the ground, we must measure levels of compliance and implementation.
This involves gauging the level of implementation through law, measuring the
attitudes of institutional actors and experience of affected communities, and



developing and applying empirical indicators in areas of special focus. At its core,
this process aims to assess the level of respect for the dignity of people with TB
in national legal regimes to identify and measure structural stigma.
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Appendix

Sources of Human Rights Law

Human rights are established at the international level in the Universal
Declaration on Human Rights (UDHR) and legally binding international treaties.>2
These include, among others, the International Covenant on Civil and Political
Rights (ICCPR),* the International Covenant on Economic, Social and Cultural
Rights (ICESCR),>* the International Convention on the Elimination of All Forms
of Racial Discrimination (ICERD),* the Convention against Torture and Other
Cruel, Inhuman or Degrading Treatment or Punishment (CAT),>® the Convention
on Elimination of All Forms of Discrimination Against Women (CEDAW),*” the
Convention on the Rights of the Child (CRC),%® the International Convention

on the Protection of the Rights of All Migrant Workers and Members of Their
Families (ICMW),* and the Convention on the Rights of Persons with Disabilities
(CRPD).®° Each treaty has a body of experts that monitors state compliance,
provides authoritative interpretations of the rights in the treaty, and, in some
instances, hears complaints of violations from individuals. The Office of the

UN High Commissioner for Human Rights Status of Ratification Interactive
Dashboard (available at http://indicators.ohchr.org/) can be used to determine
whether a particular country has signed, ratified, and acceded to a treaty and is
therefore legally bound by its provisions.

At the regional level, the African Charter on Human and Peoples Rights
(ACHPR),*" the American Declaration on the Rights and Duties of Man
(ADRDM),%? the American Convention on Human Rights (ACHR),%* and the
European Convention on Human Rights (ECHR)®* all contain human rights that
are interpreted and developed in regional commissions and courts, including
most prominently the European Court of Human Rights. Information about
which countries have signed, ratified, and acceded to these treaties is also
available online at the African Commission on Human and People’s Rights,® the
Organization of American States,* and the Council of Europe's websites.®’

Human rights are also enshrined in national constitutions around the world.
These rights take the form of constitutional rights, enforceable in national courts,
but their content and scope is similar to the human rights in international and
regional instruments.%®


http://indicators.ohchr.org/
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Chapter 7

Measuring TB stigma among people
with TB using scales

Lisa Redwood, Amrita Daftary, Dean Lewis and Ellen M.H. Mitchell

Abstract

This chapter explores how to measure perceived or enacted TB stigma in people
with TB (PWTB). It aims to give an overview of validated scales and to describe
how to analyze and interpret the TB stigma scale. It starts with a comprehensive
guide on how to define the study population and sample TB patients, which
selection methods to use, and how to determine the sample size required,
including adjustment for clusters. All basic formulas required are given. The focus
then shifts to how to measure the impact of stigma. We explore how to include
people with TB lost to follow-up and how and why to include patients during
the diagnostic process. We also explore the TB stigma treatment trajectory, and
how stigma may change throughout this process. The method for measuring TB
stigma to assess if it is a treatment barrier is outlined. Next, we discuss measuring
TB stigma in drug resistant TB (DR-TB) patients and the issues surrounding
disease disclosure.

Objectives

1. To familiarize readers with the literature on stigma among TB patients.

2. To convey the methodological challenges of capturing the full gamut of TB
stigma manifestations

3. To teach the core principles for rigorous and reliable measurement of TB
stigma in this group.

Target Audience

Individuals or organizations who want to gauge stigma among PWTB, including
TB survivors, advocacy organizations, national TB program staff, researchers,
HCWs, CBO and NGO staff, volunteers, and outreach workers. This chapter is
not for those interested in self-stigma (See Chapter 10).



Introduction

Stigma was first defined by Goffman (1963) as “an undesirable or discrediting
attribute that an individual possesses, thus reducing that individual's status in

the eyes of society.”" This has been further defined in the health care context

as “a social process or related personal experience characterized by exclusion,
rejection, blame, or devaluation that results from experience or reasonable
anticipation of an adverse social judgment about a person or group identified
with a particular health problem.”2? TB patients can be subjected to stigma in four
ways. This chapter focuses upon three of the four types of stigma: anticipated
stigma, perceived stigma and enacted stigma. The fourth type, self-stigma or
internalized stigma, is covered in Chapter 10.

Anticipated stigma is when a person changes their normal behaviors and
activities of daily living for fear of stigma, judgment, and exclusion from their
community due to their identity.® Perceived TB stigma most commonly refers to
the awareness of stigmatization.® Enacted stigma is also known as experienced
stigma. It can be demonstrated through discrimination and behaviors of others
that harm people with TB. Enacted stigma can range from overt to very subtle —
microaggression.*>

Table 1. Types of Stigma

Anticipated stigma Enacted stigma Self-stigma

She is to be avoided because It is your fault you have TB. | feel guilty .and useless for
she has got TB. having TB.

The type(s) of TB stigma you chose to measure among PWTB depends on what
you plan to do with the information.

The measurement of stigma in PWTB is important for identifying human rights
violations, understanding the scope and severity of stigma affecting people's
lives, and in assessing the efficacy of efforts to eliminate stigma.

Many studies have identified a significant burden of stigma in PWTB.5"3 Enacted
stigma can lead to chronic disadvantage via loss of employment, which in turn is
a risk factor for TB mortality.™ Stigma hinders treatment adherence, which leads
to poor treatment outcomes and may contribute to the development of drug
resistence.”'?

This chapter provides practical ways to measure TB stigma in PWTB. These are
scattered throughout the chapter, and consider the different areas of stigma that



How is stigma against

PWTB created, manifested,

and sustained?

What is the experience of
living with TB in a specific
country, setting, or [key]

population?

can be measured. To make the practical steps of measurement clearer, you can
search for the steps as follows:

1. Study Design:
a. Study population and sampling frame
b. Set sample size and adjust for clustering
c. Choose a scale.
2. Pilot study with cognitive interviews (if the scale has not been used in that
context)
3. Conduct the study with the (new) scale
4. Analyze data and interpret the results.

How to sample PWTB

The results of any TB stigma measurement will only be as good as the sample
that is used.

It is important to get a representative sample of PWTB. To ensure that your
sample truthfully represents your patient population, you must:

* Have a well-defined population;

* Use the best method for selecting your sample;
e Use the correct sample size; and

* Adjust for clustering.

Defining your population

A clearly defined population includes person, place, and time, based on each
setting and which population is being evaluated. Measuring TB stigma among
patients is best done by posing questions to PWTB, and only if that is impossible
(e.g., for infants), query proxies.

It is vital to define the type of PWTB to be measured and to decide whether you
are interested in specific types of PWTB, such as those receiving treatment, those
not receiving treatment, MDR-TB, HIV/TB, latent TB infection (LTBI) or extra-
pulmonary TB. Include the full range of clients relevant to the PWTB population
(e.g., different socio-economic conditions, migrants, daily wage laborers, the
homeless, urban slum dwellers, criminalized populations, and custodial settings)
so the sample is representative.

Inclusion of clients lost to follow-up in TB

TB stigma and similar exclusionary attitudes (racism, xenophobia, homophobia,
etc.) represent a hurdle to treatment completion in some contexts.'?'>16



To reduce bias, include
as many different health
care facilities, providers,
treatment supporters, and
patients with different
types of TB as possible
when drawing a TB client

sample.

Therefore, study samples should always include non-adherent and clients lost to
follow-up, as these populations may be more affected by stigma.’”~2° Clients can
be lost to follow-up either in pre-treatment or during treatment. You may wish
to over-sample this group to capture their experiences well. See Chapter 15 for
methods of measuring the impact of stigma on adherence.

Inclusion of clients that are still going through or have
not yet started the diagnostic process

The study sample should be selected from those with the diagnosis, so that
people who are never treated are included. The use of lab registers as a sampling
frame is preferable to a TB treatment register so that all people diagnosed with
TB are included in the study, and not only those who receive treatment.

This will also ensure that people all along the ‘patient pathway' are captured,
and stigma can be compared by treatment phase. Embedding a study of stigma
into a national TB prevalence survey is another option of measuring TB stigma
among PWTB without a diagnosis. This approach helps to identify if stigma was
a factor in their delayed health-seeking behavior.

Inclusion of clients in the private sector

Often people with the highest levels of anticipated TB stigma are those who
use health services in the private sector. Private sector services are less likely to
participate in name-based TB disease notification and are often more attuned
to clients’ requirements for audio and visual privacy, confidentiality, and
discretion. Be sure to include PWTB who access private sector services to avoid
underestimation of TB stigma.

Where to study stigma

The place refers to the study setting, for example a health care center, district/
province, or the country in which the study was undertaken. Studying stigma
within a context where the respondent is disempowered or affected by
stigmatization may not offer full freedom to be candid. If you must study PWTB
stigma within a health care setting, social desirability bias should be assessed
using the Marlow-Crowne Scale, which is discussed in more detail in Chapters 4
and 5.1

When to study stigma

TB stigma can be measured from the moment TB has been diagnosed, and
throughout the TB treatment time line and beyond. TB stigma accumulates
and (may) abate over time. Responses from a single person may differ over



time. Time refers to the stage of treatment the TB patients were when they
participated in the study. The point at which you measure stigma during the
person’s treatment odyssey will determine how much internalized and enacted
stigma a person reports, because the longer someone has been labeled as a “TB
patient,” the more chance he/she has had to be exposed to stigmatization.

Moreover, the physical and emotional states of PWTB and meanings of TB can
vary over the course of treatment. As visible symptoms and signs of TB decline, a
person may more easily “pass as normal”, and their experience of stigmatization
may lessen. (Figure 1) This dynamism makes it challenging to know how to
interpret studies with cross-sectional designs.

It is critical to include a definitive time frame to ensure that the timing of
internalized, perceived, or experienced stigma is clear (Table 2) Also, it is
important to capture where each respondent is in their diagnostic/treatment
process (e.g., not on treatment yet, two weeks on treatment, or three months on
treatment) to allow for analysis of time-related variation in responses.

Table 2. Types of TB Stigma Expressed with or without a Determined Time Period

Type of stigma Undetermined Time Period Determined Time Period
. “In the last two weeks | have
“| feel ash h TB."”
Internalized eel ashamed to have felt ashamed to have TB."”
. “"Others would think less of “In the last two weeks others
Perceived . .
you. have thought less of you.
“In the | h
Enacted “Others refuse to visit." n the last two week.s. OJ,C, ers
have refused to visit.

Advantages of measuring just after diagnosis and during the intensive phase
PWTB may feel more vulnerable to stigmatization just after diagnosis and in
the intensive phase of TB treatment because of social distancing to prevent
transmission and use of infection control methods, such as masking, that may
lead to deductive disclosure.

TB stigma is thought to be acute due to physical isolation, infection control
measures, and drug reactions. Often TB stigma studies have included people
who have taken TB therapy for less than one month.?>* Measuring stigma
during the intensive phase ensures that there is less recall bias if you are
specifically interested in measuring stigmatization during the early stages of TB
treatment.



Advantages of measuring in the continuation phase

In the continuation phase, PWTB are no longer infectious and physical
separation and masking are no longer indicated. Stigmatizing behaviors, such
as unnecessary social distancing, that are reported in the continuation phase are
more directly attributable to TB stigma. PWTB are experiencing fewer treatment
side effects, improved general physical and mental health, and with additional
understanding of TB, the potential for confounding is lower.* People may be
better positioned to reflect on their experience after the acute medical crisis is
stabilized.

Figure 1. How TB Stigma may be Encountered

Internalized Experienced Deflected
Personalized Enacted Resisted
Felt Managed

tre

Time, Place, Social and Medical Context

Advantages of measuring after TB treatment is
completed

Surveying people treated for TB about stigma after their treatment ends permits
the detection of any stigma sequelae after successful treatment. This gives an
unambiguous TB stigma signal unclouded by social distancing for the purposes
of infection control. To assess TB stigma at the end of treatment, you need

to recruit drug-susceptible TB patients who have received five to six months

of treatment. If your study population is MDR-TB patients, this would be

9-12 months (with the shorter regimen) or 23-24 months of treatment (with
standard-length regimens).

Long term sequelae of TB stigma are understudied. The disability studies field
has a range of validated tools for capturing the social impacts of stigmatized



conditions. The Participation Scale (Van Brakel)?> is an 18-item instrument
available in seven languages that has shown good internal consistency, with a
Cronbach's alpha of 0.92, intra-tester stability 0.83, and inter-tester reliability
0.80.

This means that the scale is measuring what it is intended to measure. A study
by Rajeswari (2005) evaluated the health and well-being of people treated for
TB within two months of being diagnosed and between the fourth and sixth
months of treatment. They created a questionnaire based on a previous study
of the socioeconomic impact on people treated for TB, and a modified version
of the SF36 questionnaire, which explores patients’ perspectives of their illness,
recovery, well-being, and quality of life.?® At the end of treatment, 47% of
patients still had symptoms, which interfered with them visiting friends.?® At
treatment completion, 54% of men and 52% of women reported feeling happy
most of the time.

Advantages of measuring stigma at multiple time points
(Cohort Approaches)

Given the temporal sensitivity of stigma measurement, measure stigma at least
twice. The size and strength of a PWTB' social network is often dynamic over
the course of treatment.?” This can be due to self-imposed isolation and/or
stigmatization. Social capital is highly protective and leads to better TB treatment
outcomes.?® One way to capture the fraying/decaying of family and friendship
ties is to ask at diagnosis and again at treatment completion how many close
friends one has at different points in time.

Figure 2. Example of Social Network Size Variation over the Course of TB Treatment

Social network Social network Social network Social network
size at diagnosis at two months at six months size at 18 months
O 6 o o o 6 o O 6 o

1111 17 17 11




Sampling Methods

Next, PWTB must be selected into your survey. In theory, the best method is
simple random sampling, as this guarantees that any variance between the
sample and population are due to chance and not selection bias. This requires a
list of everyone with TB, which is rarely available.

Systematic random sampling of those diagnosed with TB in health facilities is a
more feasible sampling method if precautions are taken to ensure randomness.
To use systematic random sampling, divide the number of PWTB on your
sampling frame (e.g., total patients on all lab registers and treatment registers,
de-duplified) by the number of people needed for the study, and then include
every nth person for your study sample.

For example, if the state has 3,000 people diagnosed, and you need 500 people
for the study, 3,000/500=6, therefore n = 6, and every sixth person in the lab
register would be included in the study.

Stratified random sampling is important if you want to compare two populations,
such as the stigma among persons treated for MDR-TB compared to the stigma
among those treated for DS-TB. In this case, you can choose to select the same
number of clients from each group (disproportionate stratified random sampling)
or different numbers based on the proportion of each group to the overall
population (proportional stratified random sampling).

Sample Size

The sample size is the number of people from which you will gather information.
The sample is a representation of the study population, and does not need to

be the whole study population. You need to identify the minimum number

of people to include, ensuring that you have enough to fully represent the
population or allow for meaningful comparisons between populations, while

not wasting resources. However, once you have found the minimum number

of people required to get a good representation, increasing this number will not
significantly increase the accuracy of the results.

Calculation of the sample size and adjustment for clustering (in case of clustered
sampling frames, see Chapter 5) are perhaps the most challenging aspects of
measuring TB in clients for non-researchers. It may be useful to seek help from
those with expertise.



To find the crude sample size (i.e., sample size for a random sample) required,
there are multiple online tools available. These can be found by searching for a
“sample size calculator.” To find it manually, you can use this formula:

(N) (p) (1-p)
(N-1) (D) + (p) (1-p)

n2z

(Confidence Interval)?

22

D=

n = Crude sample size

N = Population size (the total number of PWTB from which the sample will be
selected)

p = Prior assumptions about TB stigma level. For example, if you have a good
reason to believe that 90% of people will answer yes to a question, then P=0.9
If you are unsure of how the study population will answer the questions, you can
use P=0.5

Z = Z score represents the area under the curve for the desired confidence level

Confidence Level Z Value

90 % 1.65
95 % 1.96
99 % 2.58

Using the example of a PWTB population size of 3,000 and a desired 95%
confidence level with a confidence interval of +5%, the crude sample size would
be calculated as follows:

(0.5)
D=
(1.960)°
D = 0.00065
(3,000) (0.5) (0.5)

n=z
(2,999) (0.00065) + (0.5) (0.5)

n > 341



Example of a crude sample size calculation, on
maximum sample size requirement

The sample size calculation is used to ensure that the people who you interview
are an accurate representation of your study population, as it is not feasible

to interview everyone with TB. It is best to use a conservative approach to the
sample size calculation if you are unsure of the TB stigma assumptions in your
area. This means that you should calculate the largest possible sample size
required. This assumes that half of the population (50%, or p= 0.5) experiences
stigma. In general, most studies use a 95% confidence interval, therefore D will
equal 0.00065. If we use the unknown prior assumption value of p= 0.5 (and
thus (p) (1-p) = 0.5*0.5= 0.25), then the calculation will be:

(N) (0.25)
(N-1) (0.00065) + (0.25)

You only need to know the N value, which is the study population (number of
TB clients in your area) to complete the calculation. This can sometimes be found
on the Ministry of Health database, the NTP website, the WHO website, or the
hospital or clinics registry. Once entered into the formula (ensure you place the
population number in the capital N and not lower case n), that is the minimum
number of people you need to survey to make your results a true representation
of your study population.

Another consideration for sample size (i.e., total persons with TB surveyed) is
that the sample is also adequate for a factor analysis. Factor analysis is used to
measure the internal consistency of a scale; that is, that your scale is measuring
what you want it to measure. In order to conduct an adequate factor analysis,
the minimum sample size needs be 5-10 times the number of items in the scale.?
For example, if the scale contains 18 items, the minimum sample size should be
7x18 =126.

In the examples above, we focus on sampling clearly defined, easily recruitable
populations for quantitative research. Chapter 3 has guidance on sampling TB
clients for qualitative research. Chapter 9 has guidance on sampling persons
affected by TB within hard-to-reach populations.

Adjusting sample sizes for clustering of stigma

Recruiting PWTB from health facilities is convenient. As PWTB are grouped or
clustered through the facilities where they are diagnosed and/or treated, this
is called cluster sampling. Each facility represents a cluster of clients. Cluster



sampling is often used to simplify logistics and reduce study costs. However,
the convenience of facility-based recruitment also comes with some risk of bias.
Stigmatizing attitudes and behaviors are typically clustered.30-32

The discriminatory attitudes or behaviors of a single care provider or single
treatment supporter can impact all of the TB clients under his/her care. A
particular health facility may enact discriminatory policies that harm everyone at
that site. Take efforts to reduce the ability of extreme cases to influence study
estimates.

Figure 3. How Stigma Exposures are Clustered by Care Giver and Facility

Client 1 Client 10
Client 2 Client 11
Client 3 Client 12

Health Client 4 Health Client 13

g Client 5 - Client 14
FaCI I Ity Client 6 FaCI I Ity Client 15
Client 7 Client 16

Client 8 Client 17

Client 9 Client 18

The disadvantage of cluster sampling is that there is population clustering around
one facility, as they share the same geographical context and potentially the
same TB treatment supporter. Therefore, several corrective steps need to be
taken.

How to minimize bias due to clustering

There are two ways to reduce bias associated with clustering: minimizing, and
adjusting and documenting:

1. Make the clusters as small as possible. First, include as many different health
care facilities, providers, and treatment supporters as possible when drawing
a TB client sample. This will reduce the potential for ascertainment bias.

2. Increase the number of clusters to reduce the potential for sameness among
the sample.

While often necessary, cluster sampling creates uncertainty about the results
(e.g., loss of precision). To maintain precision, the sample size needs to be
increased. The extent of increase can be determined by analyzing the intra-
cluster correlation coefficient (ICC) and adjusting the effective sample size



accordingly. To calculate the ICC, you first need to identify the between cluster
variance (the amount by which the stigma score of each cluster differs) and the
within cluster correlation (how much the stigma score of the individuals within
the cluster differ). These numbers can then be added to the following formula to
identify the ICC, which is also denoted by the Greek letter p*::

(Between cluster variability)

ICCorp
(within cluster variability + between cluster variability)

This will give a value ranged from 0-1, where O means that there is no
correlation within a cluster and 1 meaning that there is a strong correlation
within the cluster. As the ICC number increases, the sample size also needs to
increase as the number needed to identify a difference or change is increased. It
is best to conduct a pilot study first to identify the ICC, and then the sample size
can be adjusted accordingly.

To adjust the sample size for clustering, you need to first identify the Design
Effect (DE). To do this, you need to know the p value (from the pilot study) and
n (the average cluster size):

DEFF=1+(n-1)p

This can then be used to identify the effective sample size needed (ESS) with the
following formula:

ESS = ((m = k)) = DEFF

m=the number of subjects in each cluster
k=number of clusters

For example: A study measuring stigma in people with TB recruits patients
from five TB clinics (clusters). Each cluster has recruited 30 patients. There was
a strong correlation within each cluster, as the PWTB are faced with the same
exposure to stigmatization by interacting with the same set of health care
policies and providers. The ICC is 0.05.

(30 * 5) (150)
DEFF = = —— =49
1+0.05(30-1)  (30.45)




Therefore, the number of PWTB required in this study increases from 150 to 739
(4.9%150.)

Sometimes clustering is unavoidable, such as when facilities have only one or
two DOTs providers. In this case, you should be sure to gather information on
the specific cluster (stigmatizing exposures) a TB patient belongs to. Always
document the code (not name) of the main healthcare worker and the treatment
supporter that a TB patient sees.

Special considerations for measuring DR-TB stigma

Persons with DR-TB may be uniquely exposed to and disadvantaged by stigma,
and their experiences of stigma often differ markedly from patients with drug
susceptible TB.3%38 There are four reasons for this difference.

1. DR-TB treatment takes longer than DS-TB treatment, and therefore the
exposure to stigma may be longer as the identity “TB patient” is less
transient.

2. DR-TB treatment is typically more toxic, with more side effects. People with
DR-TB are more likely to experience neuropsychiatric or perception altering
side effects as a consequence of their comprehensive treatment regimens
and catastrophic costs due to the length of their treatment, both of which
can heighten their vulnerability to stigma.®* Hearing loss, psychological side
effects, and impoverishment can reinforce the social construction of DR-TB
patients deviant, unpredictable, and dangerous.®

3. DR-TB is often assumed to be caused by misbehavior. Unlike in cases
of drug-susceptible TB, in the case of DR-TB, there may be treatment
adherence behaviors that may contribute to the development of acquired
DR-TB. This may tempt health workers to blame individuals for their
disease.** DR-TB clients may be at higher risk of self-stigma if they harbor
self-blame or guilt related to drug resistance caused by non-adherence.

4. DR-TB has more potential to create fear. One of the main facets of all stigma
constructs is the social construction of people with TB as being dangerous to
the wider community. Perceptions of TB curability is associated with lower
levels of TB stigma.“>#' When a person has DR-TB, doubts about curability
may fuel the notion that DR-TB patients represent a mortal risk to others.
Therefore, MDR-TB may have a greater ‘mark’ than drug-susceptible TB.*

These differences make it vital to stratify your stigma analyses by type of TB.
There are currently no validated stigma scales available specifically for DR-TB
stigma. There are currently two DR-TB stigma scales being validated, which
should be available by late 2018. The Cataldo Lung Cancer scale has been
adapted to DR-TB (See appendix.)



Choosing an appropriate TB stigma scale

There are multiple choices when choosing a stigma scale. Table 3 provides

an overview of the scales available, as well as studies that have re-used an
existing validated study. If a scale has already been used in the country in which
you wish to measure stigma, there is no need to conduct the pilot study with
cognitive interviews. When choosing a study, it is important to validate it in
your setting and that it be reliable. Cronbach alpha is a measure of reliability,

as it assesses the internal consistence of the scale. A score greater than > 0.7 is
deemed acceptable. Validity can be assessed based on how they developed the
scale, whether in depth interviews were conducted, if a literature search was
conducted, and if the scale was compared to a pre-existing like-scale.

Table 3. An Overview of Validated TB Stigma Scales for PWTB

No. of
items

Construct
Validity

Content
Validity

Sub-scales (if

First Author identified)

Country

Reliability

Coreil United States | Somma TB Item correlation a=0.87 25
(2010a) stigma scale (not reported)
Local
interviews
Coreil United States | Somma TB a=0.93 20
(2012) stigma scale (HCW);
Local a=0.83 (LTBI)
interviews
Meulemans | Pakistan None reported | SEM; correlation | a=0.64 2 Prejudice/
(2002) with family discrimination
support (r=-0.15)
Macq Nicaragua Literature Rosenberg self- a=0.70 10 4 sub-scales:
(2006) review esteem (not Alienation,
Stakeholders | reported) Stereotypes,
Ritsher mental Discrimination,
illness scale Social
Expert review withdrawal
Somma Bangladesh, | Literature o for each 18 gendered
(2008) India, country was questions on
Malawi, 0.65 to 0.85 marriage, sex
Colombia refusal
Van Rie Thailand Literature EFA followed o for 24 2 sub-scales:
(2008)42-44 Interviews by CFA in larger |subscales was Patient
Focus groups | sample 0.83 to 0.90 perspectives
Expert review | Correlation with test/re-test towards TB;
O'Brien social correlation Community
support (r=-0.14 | (r=0.46 and perspectives
and -0.25) 0.64) towards TB
Correlation with
HIV stigma (range
0.39t00.63




Woith & Russia Fife and o for 24 4 Sub-scales:
Larson Wright HIV subscales was Social rejection,
(2008) stigma scale 0.50 to 0.84 Financial
insecurity,
Internalized
shame, Social
isolation
Abdulelah Iraq FACIT-G and | EFA 0=0.81 11 Emotional well-
(2015) FAHI Test/re-test being/stigma
correlation (contains non-
(r=0.70) stigma items)
Westaway | South Africa |Jenkins and EFA None 3 1 sub-scale
(1994) Mata reported is Perceived
Social Stigma
(stereotypes)
Moya Mexico Van Rie EFA 0=0.88 12 Disclosure items
2014% did not load
Crispin et Brazil Van Rie EFA a=0.71 12 Infection control
al.201e, item and HIV
2017447 item did not
load
Bond Zambia, Literature Not reported Not reported |12
(2017)% South Africa |review
Qualitative
studies
Discussions
with ICRAAS
Hayes- Lesotho Van Rie EFA a=0.9 (from |11
Larson community Van Rie)
(2017)* perspectives of
TB scale
Not reported | EFA Not reported |3

ICRASS = International Consortium for Research and Action Against Health-related Stigma
EFA = Explanatory Factor Analysis
CFA = Confirmatory Factor Analysis

Self-stigma scales

An example of a validated scale for measuring self-stigma among people with TB
is the Van Rie scale.*? It is one of a small number of scales that has been evaluated
for content validity, construct validity, and reliability in multiple settings using
rigorous methods.*>44950 Content validity evaluates whether the items in the scale
comprehensively cover the domains.?® To ensure that the content of the scale

was culturally and linguistically appropriate, Van Rie (2008) conducted in-depth
interviews and focus groups with people affected by TB, their family members,
health care workers, and community members. The scale uses items phrased in the
third person to ask questions in an indirect manner. Less direct phrasing was found
to be more appropriate where it was originally designed (Thailand). Third person




also can be effective for use in newly diagnosed individuals, who may not have
much personal experience with the disease.®

Construct validity is used to measure a new scale to a pre-existing ‘gold
standard’ scale or validated scale.? Strong correlations were found when the
new scale was compared to the O'Brien social support scale.?> To assess the
reliability of the Van Rie stigma scale, the questionnaire was conducted twice
within a 30-day period on 15 study participants, the scores were similar, which
indicates good reliability and reproducibility. The results are limited due to the
small sample size.?>?° The Van Rie scale consists of 12 questions assessing the
patient's perspectives towards TB.?? A strength of this scale is its re-validity in
different populations, including the United States and Mexico."”*°

Enacted stigma scales

Enacted or experienced stigma is the mistreatment of an individual known to
have TB.? Enacted stigma can have serious internal and external harmful effects
on the person with TB. People with TB, especially MDR-TB, can suffer from a
variety of mental health issues due to stigma.?**' Some types of enacted TB
stigma constitute discrimination. There is no consensus on the definitions and
boundaries between the two concepts.?>>* Human rights lawyers tend to see
most mistreatment of PWTB as discriminatory whereas social and behavioral
scientists tend to view behaviors as stigmatizing. In practice, measure the extent
of the problem and attempt to stop it. Chapter 5 details the measurement of
discriminatory behavior.

Figure 4. Overlap between stigma and discrimination

Stigmatization Discrimination

The EMIC (Explanatory Model Interview Catalogue) interview used by Somma
et al. (2008) contains 18 indicators of stigma, seven of which are related to
experienced stigma (see Table 3).5* This scale can also distinguish the areas of



experienced stigma (see Table 1). A family member, a friend, or a member of the
community can direct enacted stigma towards the person with TB. It can also
be directed at a family member or friend of the person with TB by a community
member, which is known as courtesy or secondary stigma (See Figure 5. For
more information on courtesy stigma, refer to Chapter 8.) The EMIC has two
of the three criteria for scale validation. It used literature and local interviews

to make it context-specific, and was reliable with fair-to-good levels of internal
consistency. The Cronbach alpha ranged from 0.65-0.85 (depending on study
site). The scale was not compared to other like scales, resulting in an unverified
criterion validity.%® One criticism of the EMIC scale is that a number of its items
are gender-blind. In other words, they are insensitive to gendered power
relations within relationships that influence getting married, refusing sex, or
providing support. For this reason it may underestimate TB stigma among men,
and should be used primarily for samples of women.

Table 4. Explanatory Model Interview Catalogue (EMIC) Interview - 18- items

Desire to keep others from knowing
Disclosure to confidant

Think less of yourself

Shamed or embarrassed

Others would think less of you

Adverse effect on others

Others have avoided you*#

Others refuse to visit *#

Others think less of the patient's family*A
Problems for your children*»

Problem getting married despite cure*#
Support from spouse expected

13 Partner refuses sex due to TB *#

14 Other problem in marriage (after cure)

15 Problem for relative to marry*»

16 Asked to stay away from work, groups *#
17 Decided to stay away from work, groups
18 Presumed other health problems
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Notes: *Enacted stigma; #Primary stigma (person with TB is stigmatized); ACourtesy stigma (PWTB family members are

stigmatized).

There are also very useful generic tools for measuring enacted stigma described
in Chapter 14, including:

* Everyday discrimination scale; and

* Experiences of discrimination (EOD) index.

Generic measures are useful if you need to compare two stigmatizing conditions.



Figure 5. Enacted Stigma in Persons Living with TB and Friends and Family of Persons with TB

Community
Members

Friends and Family
of persons with TB

Enacted Stigma Persons with TB

Measuring TB disease disclosure: is it a proxy for
stigma?

A desire to conceal a stigmatized disease is not a direct measure of stigma, but
is often a consequence of stigma.32455¢ |n the case of TB, where rapid diagnosis
and effective treatment leave no sequelae, there is no reason to promote
disclosure.

“Disclosure concerns are highly related to stigma in general, and more
specifically have been theorized to constitute the basis of felt and internalized
stigma; thus, receiving support after disclosure plays a key role in the reduction
of stigma. Another approach suggests that felt stigma is likely to internalize if
there is a lack of social support, implying that a higher level of social support
reduces social isolation, which in turn decreases disclosure concerns."?’
Disclosure can be challenging to interpret as both affirmative and negative
responses could indicate stigma. In Somma et al.(2008), the disclosure item was
dropped in two of the four study sites as it lowered the internal consistency.>*
Disclosure items should be minimized or avoided in TB stigma scales.

Subtle forms of TB Stigma: Microaggressions

A common form of enacted stigma is microaggression. Microaggression is a
more subtle form of stigma, and involves prejudice, demeaning communication,



and discreet discrimination to certain individuals based on their marginalized
social groups.® There are three sub groups in measuring microaggression:
microassault, such as name calling and avoiding the individual, microinsult, being
rude and insensitive towards the individual, and microinvalidation, which is the
exclusion of individuals and nullification of their feelings, thoughts, and reality.®
Gonzalez argues that microaggression has arisen due to the increase in social
censure of crass mistreatment, political correctness, and norming of behaviors
that restrict the acceptability of more overt forms of enacted stigma.

There have been several scales developed to measure microaggression in several
groups of marginalized people, such as the Racial and Ethnic Microaggression
scale (REMS), the LGBT People of Color Microaggression scale (LGBT-PCMS),
and the Mental lllness Microaggressions Scale-Perpetrator (MIMS-P).> There

is no validated discrimination scale available for use in TB stigma; however,

the themes are highly pertinent, and the items could be adapted for the future
development of TB stigma scales. They can ensure that the more subtle forms
of enacted stigma are captured. Comprehensive TB stigma scales should query
a broad range of issues related to TB clients’ rights, as these are particularly
actionable.>®

Domains in the patient rights charter include:*°

1. Care: There should be equitable access, without discrimination, to TB
education, prevention, and care according to established standards. This
includes the needs of PWTB with MDR-TB and HIV co-infection.

2. Dignity: TB services should be offered in a respectful environment, without
stigma, and with moral support from the community.

3. Information: Information should be provided on all aspects of TB, including
prognosis, costs, and side effects. Experiences should be shared with peers.

4. Choice: Patients have a right to a second opinion, access to medical records,
and the right to accept or refuse medical interventions or to take part in
research.

5. Confidence: There should be personal dignity, privacy, and confidentiality
about the medical condition.

6. Justice: Patients have the right to complain, appeal, and to be heard
promptly and fairly.

7. Organization: Patients have the right to participate as stakeholders in policies
and programs and establish TB patient platforms.

8. Security: There should be job security and rehabilitation, nutrition security, or
food supplements, if needed.

The reproductive health field has validated scales for respectful care that can be
adapted for TB (Appendix 2), and the Cataldo scale (Appendix 1) has domains
specific to respect.



Harms of enacted stigma

The effect of stigma on people with TB can be severe and may outlast the
impact of the illness itself. Enacted stigma can be small, compounding factors,
such as microaggression, or it can be overt drastic social exclusion. Some

people with TB also experience divorce, being fired from their workplace, or
banishment to another village.” A comprehensive measure of enacted stigma
(i.e., discrimination) should cover infringement of patient's rights (See Chapter 6
for more on Human Rights).

Accounting for multiple forms of exclusion and sources
of stigma

When studying TB stigma among patients, it is important to also measure

the extent and severity of other forms and root causes of exclusion and
discrimination, as it is possible to confuse mistreatment due to TB stigma with
mistreatment reflecting racism, xenophobia, homophobia, sexism, or other
hostile attitudes. Ways to approach syndemic or intersecting stigmas are covered
in Chapter 14.

Piloting the scale and cognitive interviews

Once you have completed your study design and chosen a previously validated
scale to use, you need to test it to ensure that it is appropriate for the context.

It is also important to include other scales, where appropriate, such as a social
desirability scale and questions referring to other potential stigmas to account for
confounders (see below). The pilot study can be conducted on a smaller number
of participants (5-20), and the participants can be selected by convenience
sampling, not random sampling. This method is easier than random sampling, as
you can visit one or two TB clinics and ask PWTB to participate as they enter or
leave the facility.

Cognitive interviews are used to assess the study participants understanding of
the scale and questionnaire. It includes question such as “what did this question
mean to you?" or “what does (refer to certain question) mean to you?" You can
then use these results to alter the scale and questionnaire if needed.

Conduct the interview/data collection

Once you have revised the TB scale, you can conduct your interviews.

How to measure TB stigma among people with TB: Who asks matters

The best people to conduct the interviews, if self-surveys are not being used,
are researchers and TB survivors. With training, many community advocates can
also be interviewers. As explained in Chapters 1 and 12, engaging TB survivors



in research roles has many advantages. Former TB patients and their families
have indispensable insider knowledge, and their engagement often enhances the
quality, acceptability, and social validity of the work. As with all researchers, TB
survivors need research training to perform effectively. Being a TB survivor does
not automatically imply that one does not harbor stigmatizing beliefs, so all data
collectors need basic stigma training.%®

It is best to avoid healthcare workers as interviewers or proxies. The use of the
local health care workers or local community health volunteers might introduce
bias.?® Examples from the study in Kenya show different prioritization of stigma
by PWTB versus health workers (Table 5). TB patients ranked TB stigma as a
greater challenge than healthcare workers in the same setting.

Table 5. Ranking Challenges, TB Patients versus Providers [adapted from Onyango-Ouma W.,
2005]

TB Patients Provider/Stakeholders
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Delay/inefficient services
Negative provider attitudes
Provider lateness/unavailability
Long treatment duration

Strict drug collection times
Suspicion that one has HIV
Many injections

Lack of privacy

Congestion

. Discrimination

. Open waiting area

. Bad food

. Being asked for a transfer letter
. Weekly drug doses

. Shortage of providers
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Shortage of staff

Delay

Seminars that take providers away for a long time
Open waiting space

Lack of privacy

Isolation

Feeling unvalued/stigma

Lack of full-time services at chest clinic

Duration of treatment

. Proximity of TB clinic to voluntary counseling and

testing (VCT)

Analyze the data and interpret the results

Most scales use the Likert system, where O is assigned to the negative stigma
response and 5 is assigned to the affirmative stigma response. Pay attention to
any positively phrased questions to ensure you recode them correctly (e.g. if
someone responds “strongly agree” to the statement “TB patients are just like
me,"” that would need to be reverse coded as a 0). The scores are then added
and compared across multiple variables, such as gender, location, age, treatment
duration, health care provider, etc.




Beyond TB stigma prevalence

In order to effectively address stigma, one needs to know more about it

than its prevalence. Mixed-method studies are typically required to develop
interventions. See Chapters 3, 10, and 17 for how to identify the mechanics of
stigmatization.

Combining TB stigma questions with other surveys of
people treated for TB

Depending on the time and resources available, TB stigma can be measured

in many different, valid ways. Measuring stigma can be made part of an array
of routine TB projects, including catastrophic cost surveys,®¢" quality of care
measurements, situation analyses, prevalence surveys,®*%* knowledge attitudes
and practices (KAP) surveys, and national program reviews.

It is often assumed that TB stigma plays a primary role in the treatment
experience. It is frequently assumed to be one of the most important challenges
for patients. However, in some settings, stigma is less important to patients than
treatment affordability, waiting time, and drug availability. A 2013 TB patient
survey suggested that TB stigma ranked among the lowest priorities for Nigerian
PWTB when contextualized among all of the challenges they faced.® It is useful
to be able to situate the severity of TB stigma in the wider context of patients'’
perceptions of quality of care.

Since 2009, the TB community has been measuring stigma, as part of a patient-
centered approach, using the QUOTE-TB tool.*8% The QUOTE-TB tool is an
innovative approach involving locally grounded and validated measurement. The
methodology originated in the European patients’ rights community. QUOTE-TB
can be assessed here:

http://pdf.usaid.gov/pdf_docs/Pnadp455.pdf
Conclusion

Studying the prevalence and severity of stigma from the perspective of PWTB
and survivors is vitally important.” It is crucial to engage TB survivors in the
study process and to plan the research so it has a clear population and to
mitigate the effects of biases. The three main biases are selection bias, social
desirability bias, and ascertainment bias. The use of random sampling in the
correct population will reduce the effect of selection bias. To reduce the possible
impact of ascertainment bias, you will need to increase the sample size in cases
of clustered sampling. This can be further reduced by the inclusion of patients
who have been lost to follow-up or who have not yet commenced TB treatment.


http://pdf.usaid.gov/pdf_docs/Pnadp455.pdf
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Appendix 1
Cataldo et al. (2011) — Cataldo Lung Cancer Stigma scale - Self-
perceived lung cancer stigma (adjusted to DR-TB)*’

| feel guilty because | have DR-TB.

| work hard to keep my DR-TB a secret.

Having DR-TB makes me feel like I'm a bad person.

I'm very careful whom | tell | have DR-TB.

| feel I'm not as good as others because | have DR-TB.

| worry people who know | have DR-TB will tell others.

Having DR-TB makes me feel unclear.

In many areas of my life, no one knows | have DR-TB.

| feel set apart, isolated from the rest of the world.

| told people close to me to keep my DR-TB a secret.

Telling someone | have DR-TB is risky.

People's attitudes make me feel worse about myself.

As a rule, telling others has been a mistake.

My DR-TB diagnosis was delayed because | put off
going to the doctor.

| regret having told some people that | have DR-TB.

Having DR-TB in my body is disgusting me.

Some told me DR-TB is what | deserved.

My DR-TB diagnosis was delayed because my
healthcare provider did not take my" (smoker's) cough”
seriously.

Smokers could be refused treatment for DR-TB.

| have lost my friends by telling them | have DR-TB.

| stopped socializing with some because of their
reactions.

People have physically backed away from me.

People | care about stopped calling after learning that |
have DR-TB.

People seem afraid of me because | have DR-TB.

People who know tend to ignore my good points.

People avoid touching me if they know | have DR-TB.

Some people don't want me around their children.

People avoid me because they associate DR-TB with
death.

Some people have grown more distant.

Knowing, they look for flaws in your character.




| was hurt by how people reacted to learning | have DR-
TB.

| worry about people discriminating against me.

D atio

People with DR-TB are treated like outcasts.

Most people believe a person with DR-TB is dirty.
Most people think a person with DR-TB is disgusting.
Most are uncomfortable around someone with DR-TB.
| worry that people may judge me when they learn |
have DR-TB.

People with DR-TB lose jobs when employers learn
about the disease.

DR-TB is viewed as a self-inflicted disease.

Others assume that a patient's DR-TB was caused

by non-adherence, even if he or she never missed
treatment.

Others assume that a patient's DR-TB was caused by
smoking, even if he or she had stopped smoking years
ago.

Some people act as though it is my fault that | have DR-
TB.

Healthcare providers don't take coughs seriously.

Source: Cataldo, J. K., Slaughter, R., Jahan, T. M., Pongquan, V. L., & Hwang, W. J. (2011, January).
Measuring stigma in people with lung cancer: pPychometric testing of the cataldo lung cancer stigma
scale. In Oncology nursing forum (Vol. 38, No. 1, p. E46). NIH Public Access.



Appendix 2: lllustrative Exit interview items for measuring respectful
care adapted from Sheferaw et al.¢®

Below are some examples of items used in exit interviews:

Friendly care:

| felt that health workers cared for me with a kind approach.
The healthcare workers treated me in a friendly manner.

The healthcare workers talked positively about my recovery.
The healthcare worker showed his/her concern and empathy.

Abuse-free care:

The health provider threatened me with negative consequence if | did not obey.

The healthcare workers shouted at me because | haven't done what | was told to do.
| was assured that information about my health status would be protected.

Discrimination-free care:

Some of the healthcare workers did not treat me well because of some personal attributes.
Some healthcare workers insulted me or my companions due to my personal attributes.

| was treated the same as any other client.

Once | was no longer infectious, | was not segregated from others.

Respectful care:

| was kept waiting for a long time before receiving services.

Service provision was delayed due to internal problems in the health facilities.

All healthcare workers treated me with respect as an individual.

The healthcare workers spoke to me in a language that | could understand.

The healthcare provider called me by my name.

The healthcare care workers discussed with me how best to engage my close contacts while
preserving my privacy.

Empowering care:

| was encouraged to choose my treatment supporter.

| was given enough control over my own treatment decisions.

| was given enough information to understand TB disease.

| received information and tools to help me to protect my family and friends.



References

10.

11.

12.

13.

14.

15.

16.

17.

Goffman E. Stigma. Notes on the management of spoiled identity. A Spectr B. 1963;10:147.
Weiss MG, Ramakrishna J, Somma D. Health-related stigma: rethinking concepts and
interventions. Psychol Health Med. 2006;11:277-87.

Moore K, Stuewig J, Tangney J. Jail Inmates’ Perceived and Anticipated Stigma: Implications for
Post-release Functioning. NIH Public Access. 2014;12:527-47.

Woith WM, Larson JL. Delay in seeking treatment and adherence to tuberculosis medications in
Russia: A survey of patients from two clinics. Int J Nurs Stud. 2008;45:1163-74.

Gonzales L, Davidoff KC, DeLuca JS, Yanos PT. The mental illness microaggressions scale-
perpetrator version (MIMS-P): Reliability and validity. Psychiatry Res [Internet]. 2016;229:120-5.
Available from: http://dx.doi.org/10.1016/j.psychres.2015.07.061

Ozturk FO, Hisar F. Stigmatisation of tuberculosis patients. Int J Community Med Public Heal.
2014;1:37-43.

Cremers AL, De Laat MM, Kapata N, Gerrets R, Klipstein-Grobusch K, Grobusch MP. Assessing
the consequences of stigma for tuberculosis patients in urban Zambia. PLoS One. 2015;10.
Baral SC, Karki DK, Newell JN, Smith I, Rieder H, Rouillon A, et al. Causes of stigma and
discrimination associated with tuberculosis in Nepal: a qualitative study. BMC Public Health
[Internet]. 2007;7:211. Available from: http://bmcpublichealth.biomedcentral.com/
articles/10.1186/1471-2458-7-211

Murray EJ, Bond VA, Marais BJ, Godfrey-Faussett P, Ayles HM, Beyers N. High levels of
vulnerability and anticipated stigma reduce the impetus for tuberculosis diagnosis in Cape Town,
South Africa. Health Policy Plan. 2013;28.

Bond V, Nyblade L. The Importance of Addressing the Unfolding TB-HIV Stigma in High HIV
Prevalence Settings. J Community Appl Soc Psychol [Internet]. 2006;16:452-461. Available from:
http://www3.interscience.wiley.com/journal/5625/home

Craig GM, Daftary A, Engel N, O'Driscoll S, loannaki A. Tuberculosis stigma as a social
determinant of health: a systematic mapping review of research in low incidence countries. Int J
Infect Dis. 2016;

Munro SA, Lewin SA, Smith HJ, Engel ME, Fretheim A, Volmink J. Patient adherence to
tuberculosis treatment: A systematic review of qualitative research. Plos Med. 2007;4:1230-45.
Chang S, Cataldo JK. A systematic review of global cultural variations in knowledge, attitudes and
health responses. Int J Tuberc Lung Dis. 2014;18:168-73.

Uchimura K, Kawatsu L, Ohkado A, Yoshiyama T, Ito K. Uchimura-2015-Permanent_
employment_or_public_assistance_may_increase_tuberculosis_survival_among_working-age_
patients_in_Japan. 2015;19:312-8.

de Vries SG, Cremers AL, Heuvelings CC, Greve PF, Visser BJ, Bélard S, et al. Barriers and
facilitators to the uptake of tuberculosis diagnostic and treatment services by hard-to-reach
populations in countries of low and medium tuberculosis incidence: a systematic review of
qualitative literature. Lancet Infect Dis. 2017;17:e128-43.

Craig GM, Daftary A, Engel N, O'Driscoll S, loannaki A. Tuberculosis stigma as a social
determinant of health: a systematic mapping review of research in low incidence countries.

Int J Infect Dis [Internet]. 2017;56:90-100. Available from: http://dx.doi.org/10.1016/j.
ijid.2016.10.011

Moya EM. Tuberculosis and stigma: Impacts on health-seeking behaviors and access in Ciudad


http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-7-211
http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-7-211
http://www3.interscience.wiley.com/journal/5625/home
http://dx.doi.org/10.1016/j.ijid.2016.10.011
http://dx.doi.org/10.1016/j.ijid.2016.10.011

18.

19.

20.

21.

22.

23.

24,

25.

26.

27.

28.

29.

30.

31.

32.

33.
34.

Juarez, Mexico and El Paso, Texas. ProQuest Diss Theses. 2010;Ph.D.

WHO. Global Tuberculosis Report. 2016.

Kipp AM, Pungrassami P, Nilmanat K, Sengupta S, Poole C, Strauss RP, et al. Socio-demographic
and AIDS-related factors associated with tuberculosis stigma in southern Thailand: a quantitative,
cross-sectional study of stigma among patients with TB and healthy community members. BMC
Public Health [Internet]. 2011;11:675. Available from: http://www.pubmedcentral.nih.gov/
articlerender.fcgi?artid=3223813&tool=pmcentrez&rendertype=abstract

Murray EJ, Bond VA, Marais BJ, Godfrey-Faussett P, Ayles HM, Beyers N. High levels of
vulnerability and anticipated stigma reduce the impetus for tuberculosis diagnosis in Cape Town,
South Africa. Health Policy Plan. 2013;28:410-8.

Crowne DP, Marlowe D. A NEW SCALE OF SOCIAL DESIRABILITY INDEPENDENT OF
PSYCHOPATHOLOGY. J Consult Psychol. 1960;24:349-54.

Van Rie A, Sengupta S, Pungrassami P, Balthip Q, Choonuan S, Kasetjaroen Y, et al. Measuring
stigma associated with tuberculosis and HIV/AIDS in southern Thailand: Exploratory and
confirmatory factor analyses of two new scales. Trop Med Int Heal. 2008;13:21-30.

Abdullah S, Ismail I, Mohd Nor SS, Abd Wahab F. Reliability of knowledge, attitude and practice
(KAP) questionnaire on tuberculosis among healthcare workers (HCWS). Int Med J. 2014;21:235-
8.

Sweetland AC, Kritski A, Oquendo MA, Sublette ME, Norcini Pala A, Silva LRB, et al. Addressing
the tuberculosis-depression syndemic to end the tuberculosis epidemic. Int J Tuberc Lung Dis.
2017;21:852-61.

van Brakel WH, Anderson AM, Mutatkar RK, Bakirtzief Z, Nicholls PG, Raju MS, et al. The
Participation Scale: measuring a key concept in public health. Disabil Rehabil. 2006;28:193-203.
Rajeswari R, Muniyandi M, Balasubramanian R, Narayanan PR. Perceptions of tuberculosis
patients about their physical, mental and social well-being: A field report from south India. Soc Sci
Med. 2005;60:1845-53.

Kaawa-Mafigiri D. Social networks and social support for tuberculosis control in Kampala,
Uganda. Case Western Reserve University; 2007.

Deshmukh PR, Mundra A, Dawale A. Social capital and adverse treatment outcomes of
tuberculosis: a case-control study. Int J Tuberc Lung Dis. 2017;21:941-6.

Stevelink SAM, Ingeborg C, Voorend Gabriélle Nicolette Voorend C, Brakel WH van. The
Psychometric Assessment of Internalized Stigma Instruments: A Systematic Review. Stigma Res
Action. 2012;2:100-18.

Heunis C, Wouters E, Kigozi G, Janse van Rensburg-Bonthuyzen E, Jacobs N. TB/HIV-related
training, knowledge and attitudes of community health workers in the Free State province, South
Africa. African J AIDS Res [Internet]. 2013;12:113-9. Available from: http://www.tandfonline.
com/doi/abs/10.2989/16085906.2013.855641

Straetemans M, Bakker M, Mitchell EMH. Correlates of Observing and Willingness to Report
Stigma towards TB/HIV Africa by health workers in Africa. Submitted. 2017;21.

Colvin CE, Mitchell EMH. Validation of a TB Stigma Scale among Chronic Coughers in Urban
Honduras. In: the 47th Union Conference on Tuberculosis and Lung Disease. Liverpool, UK;
2016.

Barratt H, Kirwan M. Clustered data - effects on sample size and approaches to analysis. 2009.
Holtz TH, Lancaster J, Laserson KF, Wells CD, Thorpe L, Weyer K. Risk factors associated with
default from multidrug-resistant tuberculosis treatment, South Africa, 1999-2001. Int J Tuberc


http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3223813&tool=pmcentrez&rendertype=abstract
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3223813&tool=pmcentrez&rendertype=abstract
http://www.tandfonline.com/doi/abs/10.2989/16085906.2013.855641
http://www.tandfonline.com/doi/abs/10.2989/16085906.2013.855641

35.

36.

37.

38.

39.

40.

41.

42.

43.

44,

45.

46.

47.

Lung Dis. 2006;10:649-55.

Finlay, Alyssa; Lancaster, Joey; Holtz, Timothy H.; Weyer, Karin; Miranda, Abe; van der Walt

M, Finlay A, Lancaster J, Holtz TH, Weyer K, Miranda A, et al. Patient- and provider-level risk
factors associated with default from tuberculosis treatment, South Africa, 2002: a case-control
study. BMC Public Health [Internet]. 2012;12:56. Available from: http://www.pubmedcentral.nih.
gov/articlerender.fcgi?artid=3306745&tool=pmcentrez&rendertype=abstract % 5Cnhttp://apps-
webofknowledge.ez2.periodicos.capes.gov.br/full_record.do?product=WOS&search_mode=Gene
ralSearch&qid=2&SID=1AoMn7rvivivliiChUM&page=2&doc=14&c

Thomas BE, Shanmugam P, Malaisamy M, Ovung S, Suresh C, Subbaraman R, et al. Psycho-
Socio-Economic Issues Challenging Multidrug Resistant Tuberculosis Patients: A Systematic
Review. PLoS One [Internet]. 2016;11:e0147397. Available from: http://www.pubmedcentral.
nih.gov/articlerender.fcgi?artid=4726571&tool=pmcentrez&rendertype=abstract

Daftary A, Padayatchi N. Provider perspectives on drug-resistant tuberculosis and human
immunodeficiency virus care in South Africa: a qualitative case study. Int J Tuberc Lung

Dis [Internet]. 2016;20:1483-8. Available from: http://openurl.ingenta.com/content/
xref?genre=article&issn=1027-3719&volume=20&issue=11&spage=1483

Sugiharto J. Assessing the Perceived Quality of Care in MDR TB treatment services in Jakarta,
Indonesia. 2012.

Vega P, Sweetland a, Acha J, Castillo H, Guerra D, Smith Fawzi MC, et al. Psychiatric issues in the
management of patients with multidrug-resistant tuberculosis. Int J Tuberc Lung Dis. 2004;8:749—
59.

Rood E, Mergenthaler C, Bakker M, Redwood L, Mitchell E. Who would keep TB a family secret?
Using 15 DHS surveys to study individual correlates of TB courtesy stigma and health seeking
behavior. Int J TB Lung Dis.

Nina Sommerland, Edwin Wouters, Ellen M.H. Mitchell, Millicent Ngicho, Lisa Redwood, Caroline
Masquillier, Rosa van Hoorn, Susan van den Hof AVR. Interventions to Reduce Tuberculosis
Stigma — A Systematic Review. ljtld. 2017;0:1-14.

Van Rie A, Sengupta S, Pungrassami P, Balthip Q, Choonuan S, Kasetjaroen Y, et al. Measuring
stigma associated with tuberculosis and HIV/AIDS in southern Thailand: exploratory and
confirmatory factor analyses of two new scales. Trop Med Int Heal. 2008;13:21-30.

Kipp AM, Pungrassami P, Stewart PW, Chongsuvivatwong V, Strauss RP, Van Rie A. Study of
tuberculosis and AIDS stigma as barriers to tuberculosis treatment adherence using validated
stigma scales. Int J Tuberc Lung Dis. 2011;15:1540-6.

Kipp AM, Pungrassami P, Nilmanat K, Sengupta S, Poole C, Strauss RP, et al. Socio-demographic
and AIDS-related factors associated with tuberculosis stigma in southern Thailand: a quantitative,
cross-sectional study of stigma among patients with TB and healthy community members. BMC
Public Health [Internet]. 2011;11:675. Available from: http://bmcpublichealth.biomedcentral.
com/articles/10.1186/1471-2458-11-675

Moya EM, Biswas A, Chavez Baray SM, Martinez O, Lomeli B. Assessment of stigma associated
with tuberculosis in Mexico. Public Heal Action. 2014;4:226-32.

Crispim JA, Touso MM, Yamamura M, Popolin MP, Garcia MCC, Santos CB. Adaptacdo cultural
para o Brasil da escala tuberculosis-related stigma. Ciénc saude coletiva [Internet]. 2016;21.
Available from: https://doi.org/10.1590/1413-81232015217.10582015

de Almeida Crispim J, da Silva LMC, Yamamura M, Popolin MP, Ramos ACV, Arroyo LH, et al.
Validity and reliability of the tuberculosis-related stigma scale version for Brazilian Portuguese.


http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3306745&tool=pmcentrez&rendertype=abstract%5Cnhttp://apps-webofknowledge.ez2.periodicos.capes.gov.br/full_record.do?product=WOS&search_mode=GeneralSearch&qid=2&SID=1AoMn7rviv1vliiChUM&page=2&doc=14&c
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3306745&tool=pmcentrez&rendertype=abstract%5Cnhttp://apps-webofknowledge.ez2.periodicos.capes.gov.br/full_record.do?product=WOS&search_mode=GeneralSearch&qid=2&SID=1AoMn7rviv1vliiChUM&page=2&doc=14&c
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3306745&tool=pmcentrez&rendertype=abstract%5Cnhttp://apps-webofknowledge.ez2.periodicos.capes.gov.br/full_record.do?product=WOS&search_mode=GeneralSearch&qid=2&SID=1AoMn7rviv1vliiChUM&page=2&doc=14&c
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=3306745&tool=pmcentrez&rendertype=abstract%5Cnhttp://apps-webofknowledge.ez2.periodicos.capes.gov.br/full_record.do?product=WOS&search_mode=GeneralSearch&qid=2&SID=1AoMn7rviv1vliiChUM&page=2&doc=14&c
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=4726571&tool=pmcentrez&rendertype=abstract
http://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=4726571&tool=pmcentrez&rendertype=abstract
http://openurl.ingenta.com/content/xref?genre=article&issn=1027-3719&volume=20&issue=11&spage=1483
http://openurl.ingenta.com/content/xref?genre=article&issn=1027-3719&volume=20&issue=11&spage=1483
http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-11-675
http://bmcpublichealth.biomedcentral.com/articles/10.1186/1471-2458-11-675
https://doi.org/10.1590/1413-81232015217.10582015

48.

49.

50.

51.

52.

53.

54.

55.

56.

57.

58.

59.

60.

61.

62.

BMC Infect Dis [Internet]. 2017;17:510. Available from: https://doi.org/10.1186/512879-017-
2615-2

Bond V, Floyd S, Fenty J, Schaap A, Claassens M, Shanaube K. Secondary analysis of tuberculosis
stigma data from a cluster randomised trial in Zambia and South Africa (ZAMSTAR ). 2017;0:1-
19.

Hayes-Larson E, Hirsh-Moverman Y, Saeto S, Koen F, Pitt B, Maama-Maime L, et al. High baseline
prevalence of stigma, depressive symptoms and hazardous alcohol use among TB/HIV patients in
Lesotho. Int J Tuberc Lung Dis. 2017;supplement:1-12.

Kipp AM, Audet CM, Earnshaw VA, Owens J, McGowan CC, Wallston KA. Re-validation of the
Van Rie HIV/AIDS-related stigma scale for use with people living with HIV in the United States.
PLoS One. 2015;10:1-16.

Chinouya MJ, Adeyanju O. A disease called stigma: the experience of stigma among African men
with TB diagnosis in London. Public Health. 2017;

United Nations. Equality and Non-discrimination at the health of sustainable development: A
Shared United Nations Framework for Action. Vol. 20183. 2016.

Joint WHO/UN statement. Joint United Nations statement on ending discrimination in health
care settings [Internet]. 2017. Available from: http://www.who.int/mediacentre/news/
statements/2017/discrimination-in-health-care/en/

Somma, D., Thomas, B.E., Karim, F., et al. Gender and socio-cultural determinants of TB-related
stigma in Bangladesh, India, Malawi and Colombia [Special section on gender and TB]. Int J
Tuberc Lung Dis. 2008;12:856-66.

Kipp AM, Ewing H, Redwood L, Mitchell EMH. Overview of the TB stigma scale landscape :
What do the validation studies tell us about the utility of TB stigma scales ? 2016;

Arcéncio RA, de Almeida Crispim J, Touso MM, Popolin MP, Rodrigues LBB, de Freitas IM, et

al. Preliminary validation of an instrument to assess social support and tuberculosis stigma in
patients’ families. Public Heal action [Internet]. 2014;4:195-200. Available from: http://www.
ncbi.nlm.nih.gov/pubmed/26400810%5Cnhttp://www.pubmedcentral.nih.gov/articlerender.
fcgi?artid=PMC4533817

Hernansaiz-Garrido H, Alonso-Tapia J. Internalized HIV Stigma and Disclosure Concerns:
Development and Validation of Two Scales in Spanish-Speaking Populations. AIDS Behav.
2017;21:93-105.

Atif M, Javaid S, Farooqui M, Sarwar MR. Rights and Responsibilities of Tuberculosis Patients, and
the Global Fund: A Qualitative Study. Cayla JA, editor. PLoS One [Internet]. 2016;11:€0151321.
Available from: http://www.ncbi.nIm.nih.gov/pmc/articles/PMC4801178/

University of California at San Francisco. The Patient's Charter for Tuberculosis Care: patient's
rights and Responsibilitites [Internet]. 2006. Available from: http://www.who.int/tb/
publications/2006/istc_charter.pdf

Mauch V, Woods N, Kirubi B, Kipruto H, Sitienei J, Klinkenberg E. Assessing access barriers to
tuberculosis care with the tool to Estimate Patients’ Costs: pilot results from two districts in Kenya.
BMC Public Health. 2011;11.

Lénnroth K, Glaziou P, Weil D, Floyd K, Uplekar M, Raviglione M. Beyond UHC: Monitoring
Health and Social Protection Coverage in the Context of Tuberculosis Care and Prevention. PLoS
Med. 2014;11.

Onozaki I, Law I, Sismanidis C, Zignol M, Glaziou P, Floyd K. National tuberculosis prevalence
surveys in Asia, 1990-2012: an overview of results and lessons learned. Trop Med Int Heal


https://doi.org/10.1186/s12879-017-2615-2
https://doi.org/10.1186/s12879-017-2615-2
http://www.who.int/mediacentre/news/statements/2017/discrimination-in-health-care/en/
http://www.who.int/mediacentre/news/statements/2017/discrimination-in-health-care/en/
http://www.ncbi.nlm.nih.gov/pubmed/26400810%5Cnhttp://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=PMC4533817
http://www.ncbi.nlm.nih.gov/pubmed/26400810%5Cnhttp://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=PMC4533817
http://www.ncbi.nlm.nih.gov/pubmed/26400810%5Cnhttp://www.pubmedcentral.nih.gov/articlerender.fcgi?artid=PMC4533817
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4801178/
http://www.who.int/tb/publications/2006/istc_charter.pdf
http://www.who.int/tb/publications/2006/istc_charter.pdf

63.

64.

65.

66.

67.

68.

[Internet]. 2015;0:n/a-n/a. Available from: http://doi.wiley.com/10.1111/tmi.12534

Kebede AH, Alebachew Wagaw Z, Tsegaye F, Lemma E, Abebe A, Agonafir M, et al. The first
population-based national tuberculosis prevalence survey in Ethiopia, 2010-2011. Int J Tuberc
Lung Dis. 2014,

Adejumo AO, Azuogu B, Okorie O, Lawal OM, Onazi OJ, Gidado M, et al. Community
referral for presumptive TB in Nigeria: a comparison of four models of active case finding. BMC
Public Health [Internet]. 2016;16:177. Available from: http://www.biomedcentral.com/1471-
2458/16/177

Onazi O, Gidado M, Onazi M, Daniel O, Kuye J, Obasanya O, et al. Estimating the cost of TB
and its social impact on TB patients and their households. Public Heal action. 2015;5:127-31.
Wu P, Chou P, Chang N, Sun W, Kuo H. Assessment of Changes in Knowledge and Stigmatization
Following Tuberculosis Training Workshops in Taiwan. J Formos Med Assoc. 2009;108:377-85.
CATALDO J, SALUGHTER R, JAHAN T, Pongquan V, Hwang WJ. Measuring Stigma in People
With Lung Cancer: Psychometric Testing of the Cataldo Lung Cancer Stigma Scale. Oncol Nurs
Forum. 2011;38:1-17.

Sheferaw ED, Mengesha TZ, Wase SB. Development of a tool to measure women's perception
of respectful maternity care in public health facilities. BMC Pregnancy Childbirth [Internet].
2016;16:67. Available from: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4810502/


http://www.biomedcentral.com/1471-2458/16/177
http://www.biomedcentral.com/1471-2458/16/177
http://www.ncbi.nlm.nih.gov/pmc/articles/PMC4810502/

Chapter 8

Measuring secondary stigmas among
TB-affected workers and families

Julia van der Land, Ellen M.H. Mitchell, Sarah van de Berg and leva Leimane

Abstract

This chapter focuses on strategies for measuring secondary TB stigma among
those who may not have TB themselves, but are associated with the disease
through their work or relationships. This chapter aims to provide insight into
secondary stigmas in TB-affected families and members of the TB-associated
workforce by introducing courtesy and dirty work stigma. We discuss common
drivers and domains of courtesy and dirty work stigma. We outline the
advantages and disadvantages of available validated secondary stigma scales.
Healthcare workers and family care givers who care for people with tuberculosis
are scarce and serve as a vital resource for the elimination of TB. Understanding
the community and workplace stigmatization affecting this group will help in
designing effective programs and policies that support their life saving work.

Objectives

1. To introduce two secondary TB stigmas: dirty work and courtesy stigma.

2. To familiarize readers with drivers, experiences, and consequences of
secondary stigmas.

3. To describe the relative merits of available scales, and the need for innovative
new scales.

Target Audience

This chapter is for people who plan to measure TB-stigma in families or workers
affected by TB. This chapter was written for national TB program staff, labor
unions, environmental and occupational health organizations, NGOs, CBOs,
partners, and advocates. The content is also appropriate for social workers,
palliative care workers, and organizations working on family welfare as this
chapter teaches readers how to measure secondary TB stigma that extends to
families and care givers affected by TB.



Introduction to Secondary Stigmas

The problems caused by TB stigma extend beyond the denigration of people
with TB. Although the bulk of stigma research has focused on TB patients,
research has shown that stigma does not only devalue a person or a group with
a disparaged trait (e.g., TB) but can likewise harm family members, friends,
volunteer caregivers," HCWs, TB activists, and miners who are associated with
said trait.??

The aim of this chapter is to provide an overview of existing ways of measuring
secondary stigma, and ultimately to reduce secondary stigma.

Introduction to Dirty Work Stigma

Dirty work stigma is a form of occupational secondary stigma. Dirty work is
defined as a sociological term for occupations that are stigmatized. According to
Hughes (1951), “Work is said to be dirty if society perceives it to be physically,
socially or morally tainted.”# In other words, occupations that are widely
perceived by society as disgusting, degrading, dangerous, or immoral are
referred to as dirty work'(see Figure 1)° In contrast to courtesy stigma, where
stigma is attached to family members and those related to people with TB
(PWTB), dirty work stigma entails devaluation due to a disparaged occupation.
Health care workers specialized in infectious diseases, including TB, may face
dirty work stigma.

Dirty work stigma is correlated with low job satisfaction and depression.®
Health care workers who specialize in drug and alcohol dependency, sexually
transmitted disease, mental illness, or those who treat marginalized populations
also face similar stigma.2¢?

Why dirty work stigma is important to measure

Dedicating oneself to the fight against TB is noble, but it is not necessarily
perceived as a prestigious specialization for many HCWs. In Europe, specializing
in treating infectious diseases (and in particular TB) is low in the hierarchy of
medical specialty prestige.’*"

TB HCWs can experience stigmatization and discrimination due to being in close
contact with TB patients.”*'> HCWSs who offer TB services may be discredited or
devalued in workplace hierarchies by other HCWs."® Those who feel discredited
by their jobs may begin to feel that they are performing dirty work instead of
saving lives.” Those who believe their TB work will evoke disdain from peers

or family may be less able to champion the needs of TB patients when they are
disparaged. Stigmatized health workers may lack empathy, concern, and respect



for their TB patients.’® HCWs discredited for their work can experience declines
in self-efficacy, self-worth, and self-care.®*'%19-22 Dirty work stigma discourages
healthcare providers from attending onsite TB screenings or from disclosing their
TB disease should they become ill.’523:24

Drivers of dirty work stigma

The drivers of dirty work stigma include structural factors (e.g., government
policies, lack of protection of confidentiality),?®> low levels of institutional support
(e.g., lack of investment in safe working conditions for those in TB-affected
industries, lack of training and clarification among the health care force),?

and exaggerated (irrational) fear of infection,?” which may be a function of
insufficient knowledge of the cause, transmission-mode, and curability of TB and
DR-TB disease.?® In some settings, dirty work stigma is compounded by links to
stigmatized groups and identities (e.g., homelessness, drug dependency).?”

Manifestations of dirty work stigma

The manifestations of dirty work stigma for HCWs may include:
* Decreased, inconsistent, or no social support from family.”

* Denial of professional development opportunities.

» Social rejection, prejudice and discrimination by peers.

* Feeling of being treated poorly by peers.”

* Gossip/fear of gossip.®

e Insulting, blaming, and shaming.

* Labeling (e.g., labeling as infectious themselves)."

* Physical and social avoidance and exclusion by co-workers.

Scales to measure dirty work stigma

In the following section we introduce validated scales to measure secondary
stigma in TB and related fields. There are a few scales available to measure
components of dirty work stigma. Although there is only one validated three-
item TB secondary stigma scale, other scales can be adapted and used to
measure additional dimensions of dirty work stigma in the context of TB.
Choosing a scale or merging items from different scales into one scale is
dependent on the study objectives (Table 1).

There is no validated TB stigma scale for TB dirty work stigma that includes drug-
resistant TB (DR-TB), but experts believe that dirty work stigma associated with
care services provided to DR-TB patients may be qualitatively and quantitatively
different in terms of the domains and severity.?

To help chose the scale that will meet your needs, it is helpful to review the
stigma domains each covers and how the items are designed. First is the scale



detailed in “External and Internal TB stigma among HCWs" by Wouters et al.,
2016.3°

In 2016, Wouters et al. validated a tool to measure different levels of TB and
HIV stigma among the healthcare workforce in South Africa.?° The entire
questionnaire for the pilot study included 87 questions that were directly related
to stigma, as well as socio-demographic questions (e.g., age, sex, occupation,
and education), HIV-TB related knowledge questions (e.g., symptoms, way of
transmission) and questions on confidentiality in the workplace (e.g., “Do you
think confidentiality is maintained in your occupational health unit?")

Wouters et al developed and validated two TB secondary stigma scales:

1. Others' External Stigma toward TB (EOS): How respondents perceive
stigmatizing behavior and attitudes of health providers towards TB-
associated HCWs (EOS) — five items

2. Respondent’s external stigma toward TB (RES): How respondents behave
and think about TB-associated HCWs — three items (See Chapter 5).

It is more common to ask participants about other health providers stigmatizing
than to ask about their own discriminatory behaviors.?' This is to avert social
desirability bias. Five items in Wouters Others' External Stigma toward TB (EOS)
measure perceived stigma toward healthcare workers. The domains that are
covered in EOS focus on blame and avoidance norms:

Others' external stigma toward TB (EOS):"

1. HCWs who are suspected of having TB are stigmatized in this hospital.

2. HCWs in this hospital avoid contact with coworkers who they think may
have TB.

3. Some HCWs in this hospital would not want to eat or drink with a coworker
who they think has TB.

4. Some HCWs in this hospital are stigmatized when others find out that they
have gone for TB screening.

5. | have noticed that some other HCWs in this hospital feel uncomfortable
working near coworkers with TB.

Another scale is the Mental Health Professionals Secondary Stigma Scale/
MHPSSS by Jesse, 2015.°

This stigma scale was originally developed and validated to measure secondary
stigma among mental health professionals. The psychometric properties of this
measure were developed based on Goffman, 1963.° The items were adjusted to
the TB-context for this guidance. Further, it assesses the consequences that are
related to HCW's worries about their own health and reputation. This version
substitutes the word TB for HIV. It has yet to be validated, and is included for
illustrative purposes.



Response categories: five-point Likert scale ranging from strongly disagree,
disagree, neutral, agree, to strongly agree. Items 1 to 11 address reactions HCWs
get to their occupation.

Domain: Negative Affect

1. People sometimes seem disgusted when they find out that | work with TB-
patients.

2. People often become uneasy when they learn that | work for TB-patients.

3. Sometimes even my family and friends seem disgusted by the kind of
patients that | work with.

4. People sometimes talk to me about how they find the type of clients that |
work with to be disgusting.

Domain: Peril

5. At times, family and friends tell me that | am in danger because of the type
of patients that | work with.

6. People tell me that TB-patients can be dangerous.

People think that the type of patients that | care for can never really change.

8. People have strong (positive or negative) reactions when they lean about
that | work with TB-patients.

N

Domain: Labeling

9. Attimes, | feel stigmatized by others because of the type of patients | work
with.

10. People will always associate me with the type of patients | work with now.

11. At times, people hold me responsible for the poor choices made by my
patients.

Items 11 to 19 aim to address the consequences for their choice of occupation.

Domain: Fear of patients

12. I worry that | could get infected by my TB-patients.

13. At times, | am fearful of the type of patients that | work with.
14. 1 would rather work with different types of patients.

Domain: Concealability

15. 1 usually don't talk about what | do for a living to people that | have just met.

16. | feel reluctant to mention that | care for TB-patients when asked about my
job.

17. 1 try not to talk about what | do for a living unless | am asked directly.

18. I like to talk to people about the work that | do.

19. | feel that it is important to talk with my family and friends about the types
of problems my patients face.



Another means of measuring stigma was detailed in HIV/AIDS-related stigma as
perpetrated and experienced by nurses by Uys et al., 2009.3?

This study was the first to measure stigma experienced by nurses for HIV/AIDS
care in five African countries.3 The study resulted in a nine-item instrument,
(0=0.90). Two factors encompassed whether nurses who were caring for HIV
patients experienced stigmatization in their social milieu or by colleagues. The
response categories are a five point Likert scale, ranging from never, once or
twice, several times, to most of the time. The items were adjusted to TB for the
purposes of this guidance.

Domain: Gossiping

1. People said HCW who provide TB care also have TB.

2. People said HCW would only work with TB patients if they had TB
themselves.

3. Someone said that HCW who care for TB patients spread the disease.

4. People made negative remarks about HCWs involved with TB care.

Domain: Fear of infection

5. The spouse of a HCW who cares for TB patients feared that the HCW would
bring the mycobacteria home from work and give it to him/her.

6. People said that HCW get infected by taking care of people with TB.

Domain: Labeling

7. People said HCWs who work in home care have TB.

8. Someone called a HCW names because she takes care of TB patients.
9. A HCW was stigmatized because of the TB services she provides.

It could be interesting to add questions that are related to loss of social support
due to a HCW working with TB patients. Likewise, you could raise questions
about the impact of decreased or loss of social support.



Table 1. Secondary Stigma Scales for HCWs

Country  Population (\:/ZE;:; C\(;;is(:;/ct Reliability Items Domains
Wouters South HCWs Literature EFA, CFA, A for 3 Colleagues’
(2016)™ Africa Coreil/ SEM subscales external
Van Rie Correlation | was 0.65 TB stigma,
scales with HIV to 0.87 respondent’s
Expert |stigma (r=0.23 external
review to 0.98) TB stigma,
Correlation respondent’s
with TB internal TB
knowledge (?) stigma
Correlation
with
confidentiality
(r=-0.22 and
-0.23)
Coreil United HCWs EMIC Local =093 | 20
(2012)3 States interviews (HCW);
Jesse United Mental Literature PCA a =0.88 21 | Concealability,
(2015)° States health course,
professionals disruptiveness,
negative
affect, peril
Uys et al. South HIV/AIDS FGD EFA a=0.901, | 9,5 Labeling,
(2009)*? Africa stigma 0=0.69 gossip, fear of
Swaziland, | instrument infection, peer
Lesotho, - nurses stigmatization
Tanzania, | (HASI_N) of nurses
Malawi

FGD, focus group discussion, EFA exploratory factor analysis, PCA principal component analysis

Stigma of other TB-Affected Occupations: Mining

Workers in TB-associated industries, such as deep pit gold or platinum mining,
can also be harmed by TB stigma.3*

Miners' vulnerability to TB can result in being perceived and treated by family
as vectors of infection, even when they have no health problems or have a
non-infectious illnesses, such as silicosis.>* They may have their rights violated
by over-zealous or involuntary TB screening efforts. Miners are frequently the
target of TB campaigns, although mining associations have noted that often ill-




conceived interventions compound the TB stigma they face (Vama Jele personal
communication).®

“When | was working at the mine, when | got ill, at home they were
suspecting that maybe | don't have TB, maybe other illness, maybe
HIV, so people called me names. "

Teurling's study of stigma among employees at South African gold mines showed
that miners were strongly aware of the stigma surrounding their occupation as
contaminating.3® The social production of TB stigma in South African mines is
hard to disentangle from the history of colonialism, migration, apartheid, and

the political economy of health and wealth in the region.3+37:38 In the case of
migrant silica miners (whose work is widely known to place them at risk for TB),
TB stigma can lead to social distancing and distrust upon return to their home
communities, and as a result miners may be reluctant to seek care for symptoms
in order to avoid reinforcing stereotypes.*343°

There are no validated stigma scales specifically for miners, but Hayes-Larson
et al. have tested an expanded Van Rie scale among a group of TB patients in
Lesotho (many of whom were miners).® Hayes Larson added items querying
internalized stigma and personal social exclusion, which were particularly
resonant among the men.*® Any tool developed for miners should include items
pertinent to fear of discrimination in the job market, fear of catastrophic costs,
and economic insecurity.3*41-43

Confounders

When measuring the impact of secondary stigma, it is important to be able to
distinguish TB stigma from other potential sources of workplace stress that can
be confused with stigmatization. Helping professions and repetitive physical
work can have high levels of burnout.®' The Maslach burnout inventory (MBI)
scale measures the work-related distress that can be a confounder of dirty work
stigmas.* Maslach (1993) developed a scale that describes three dimensions

to assess burnout: emotional exhaustion, depersonalization, and personal
accomplishment.** The first dimension is characterized by feeling emotionally
drained and exhausted by one's work and relationship with patients.

Another potential confounder of secondary stigma is poor working conditions to
the perceived organizational support scale.” The eight-item scale was developed
to measure the perceived level of organizational support and job conditions.*
The items of this scale were formulated in a very general manner. It would

be beneficial to adjust them to the healthcare setting, in particular to the TB-
context.






Sampling

Based on your research question you need to decide who is essential and should
be included in your study. Examples are:

* HCWs who are caring for DS-TB patients.

* HCWs who are caring for DR-TB patients.

* HCWs who are caring for DS-TB and DR-TB patients.

* The whole medical workforce of a setting.

e Other health professionals who are working with DS/DR-TB patients.

Challenges

Key takeaways:

* When planning a study on measuring secondary stigma, consider previously
validated questionnaires.

e Phrase questions appropriately for the target audience and study objectives.

Courtesy Stigma in Families affected by TB

Goffman (1963) defined courtesy stigma and associative stigma as stigma
acquired as a result of being related to a person with a stigma. Courtesy stigma
is the loss of social standing experienced by those who interact with stigmatized
people (see Figure 1) It entails overt disapproval due to the association of being
in contact, caring, or working for a stigmatized individual or group. It is also
referred to as carry over stigma.

Figure 1. Family Members and Social Network

Family & Social
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Why courtesy stigma is important to measure

People that feel ashamed or discredited by their association with a stigmatized
individual often hide their relationships or encourage the affected individual

to hide their TB-status. Family members who fear the courtesy stigma of TB
have been known to discriminate against relatives with TB, including limiting
their access to care, denying them household resources, and in extreme cases,
disowning them.* Family members of a TB-infected person can experience
loss of social status as a consequence of negative inferences made about the
extended family."?>47->" |n settings were TB is believed to be hereditary, a
diseased relative can impose a persistent social taint on the whole family, which
persists even if the loved one dies of TB.%¢4°

The level and repercussion of courtesy stigma can vary widely by context.?
Damage to family reputation can impact employment, education, and marriage
prospects.?47%2 In communities where social capital functions as a safety net,
loss of social status can imperil family survival.?>>" Courtesy stigma may manifest
as a reluctance to expedite care for ill family members, due to fear of disease
disclosure to the broader community.’334¢

“Thinking that neighbors might hate [him] | had not told them about
his disease... We went to the village after his diagnosis, but | didn't
say that he is suffering from such disease because it was village and
once they know they start back-biting and may hate us."*

In addition to weakening the social standing of allies, courtesy stigma damages
the support networks and quality of services given to those who have a
stigmatized condition.” The quality of social support has a big influence on
treatment outcomes.

Family social support is a powerful source of resilience and can be undermined
by courtesy stigma."?* Studies suggest that courtesy stigma can be mitigated and
is influenced by knowledge of cause, curability, and mode of transmission.854

A lack of constructive engagement of families in the TB treatment process may
foster stigma in families, particularly when members are inadequately informed.?*

The evidence of the extent to which the social network of a person with TB
experiences courtesy stigma comes largely from ethnographic studies. It is
important to create an enabling environment where individuals with TB and their
families can seek treatment free of discrimination and prejudice.?® The shrinking
of a patient's social network during treatment can have negative consequences
for recovery.*®5¢ Atre found that female TB patients in India were less confident
of family support than their male peers (2011).5” The household dynamics in TB-
affected families appear to vary widely.



Drivers of courtesy stigma in families

Touso found that families of lower socioeconomic status experienced more
secondary stigma.>® They also found low TB knowledge to be correlated with
stigma in families. The relationship between TB knowledge and TB stigma in
the general public or patients is highly variable.>"**%" However, it makes sense
that scientific uncertainties about duration of infectiousness among patients
on treatment and the efficacy of home-based infection control measures could
contribute to stigma.®2%® Fear of infection is a major driver of stigma in families
affected by TB.>"64+67

Whereas Coreil found that secondary TB stigma in Florida was tied to national
identity and concerns about xenophobia among Haitians.?>

Scales for measuring TB Stigma in Families

Courtesy TB stigma remains under-researched. Valid and reliable instruments are
needed for an efficient mapping of courtesy stigma. Most of the measurement
scales for courtesy stigma in families were developed in Haiti, Brazil, and Mexico.

Table 2. Scales available to measure secondary stigma in families

AzltrI:Zr Country (\:/Z;E?tr;t C\(;;is;::;t Reliability Items Domains
Coreil U.S. and | EMIC stigma | EFA a=0.80 |21 U.S. (four sub-scales): internal
(2010b)* | Haiti scale for both | (US) |shame, external problems,
Local 20 disclosure,
interviews (H) | Haiti (five sub-scales): internal

shame, external problems,
disclosure, family reputation,
other illness communicability

Bond South | Ethnographic | n/a n/a 4 Blame, transmission knowledge
(2017)%® | Africa | work

and

Zambia
Arcéncio | Brazil Literature CFA EFA a=0.79 |9 Shame, treatment carry over,
(2014) review, FGD disclosure carry over
Arcéncio | Brazil Literature CFAEFA |a=0.79 |7 Self-efficacy of social support,
(2014)" review, FGD interactions with HCW
Touso Brazil Arcéncio Arcéncio | Arcéncio |10 Danger of infection, shame,
(2014)%8 (2014)" (2014)" (2014)" treatment carryover, disclosure

carry over




Coreil et al scale was derived from the EMIC scale (Chapter 7) and uses a locally
relevant vignette. It includes two items on secondary stigma: loss of respect

for the family, and problems for children.?® The EMIC scales focus on specific
gendered consequences (marriageability), and therefore may not perform
equally well across all settings or all social groups. The Arcéncio scale measures
anticipated stigma, and is well-validated, perhaps because most items focus on
disease concealment.

Arcéncio scale (+ Touso addition)

My family member asks me to keep the TB a secret.

| feel ashamed because my family member has TB.

| hide the fact that my family member has TB from the community.

My family member hides his/her diagnosis from the community.

| avoid talking about TB in the presence of other family members or

neighbors.

6. I'm afraid that someone will see me at the health care clinic where my
relative is being treated.

7. | substitute another word for TB in my conversations with my family
member.

8. | substitute another word for TB in the conversations with my friends.

9. 1've noticed changes in my family member since the TB diagnosis.

10. (I am worried about becoming infected).

ok wWwN =

Touso's added fear of infection (#10) to the Arcéncio scale to expand the stigma
construct.®® Given the importance of danger/peril of transmission, a scale of
courtesy stigma should include several items on fear of infection.

Arcéncio also developed a scale to measure family members' attitudes toward
engagement in TB treatment.” This is a measure of the family members'
perceived self-efficacy in providing support as well as the effectiveness of the
health system in empowering support systems. This scale is:

| was guided by the health care team regarding the TB medication.

The health care team includes me in the care.

My family member trusts me and my advice.

We talk about TB.

| have been examined at the clinic where my relative is receiving anti-TB
treatment.

| follow the medication intake of my family member.

| am prepared to follow the medication regimen.

ok wN =

N o

Use of the validated Arcénio scales (with the addition of fear of infection items)
is recommended because the scales are validated, brief, self-weighting, and
capture subtle forms of stigma. Combination with the Coreil (2010) and Bond



(2017) items specific to family (problem with children, gossip, and respect for the
family) are also likely to be very pertinent in high-burden settings.

Conclusion

Secondary stigma among HCW should be measured and reduced to ensure

a voluntary TB workforce.'>?30%° Secondary stigma among TB caregivers is
counterproductive to global TB elimination efforts, since it deprives them of

the right to contribute to TB treatment and prevention, dissuades talented
people from joining the fight against TB, and negatively impacts health care
delivery, TB treatment adherence, and recovery. Perceptions and experiences

of secondary stigmas can be detrimental to the well-being of those who lose
status via care giving. More research is urgently needed to develop and validate
measures to assess courtesy and dirty work stigma. Instruments to measure
courtesy and dirty work stigma need to be refined to better understand the
drivers and consequences of secondary stigma. Existing scales can be applied and
expanded into a range of settings, or can provide a basis for local adaptation.
Understanding the community and workplace stigmatization affecting caregivers
will help to design effective programs and policies to support their work.
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Appendix 1 : The Maslach Burnout Inventory (MBI)*

The following statements deal with how you may or may not feel about your work as a TB health
provider. Response categories: seven-point Likert scale ranging from one (very mild) to seven (very
strong).

Emotional exhaustion/regret of professional choice (Consequences)

W oo NOLD A WN =

| feel emotionally drained from my work.

| feel used up at the end of the workday.

| feel fatigue when | get up in the morning and have to face another day on the job.
Working with people all day is really a strain for me.

| feel burned out from my work.

| feel frustrated by my job.

| feel I'm working too hard on my job.

Working with people directly puts too much stress on me.

| feel like I'm at the end of my rope.

Depersonalization (Consequences)

1.

ook W

| feel | treat some patients as if they were impersonal ‘objects'.
I've become more callous toward people since | took this job.

| worry that this job is hardening me emotionally.

| don't really care what happens to some patients.

| feel patients blame me for some of their problems.

Personal accomplishment (Consequences)

© N LA WN =

| can easily understand my how my patients feel about things.

| deal very effectively with the problems of my recipients patients.

| feel I'm positively influencing other people’s lives through my work.
| feel very energetic.

| can easily create a relaxed atmosphere with my patients.

| feel exhilarated after working closely with my recipients.

| have accomplished many worthwhile things in this job.

In my work, | deal with emotional problems very calmly.

Appendix 2: Perceived organizational support scale by Eisenberger
(1997)%

Response categories: seven-point Likert scale ranging from one (strongly disagree) to seven (strongly
agree) (Drivers). When thinking about my place of employment, | feel:

SNk wWwhN =

My organization cares about my opinion.

My organization really cares about my well-being.

My organization strongly considers my goals and values.

Help is available from my organization when | have a problem.

My organization would forgive an honest mistake on my part.

If given the opportunity, my organization would take advantage of me.



7. My organization shows very little concern for me.
8. My organization is willing to help me if | need a special favor.

Appendix 3: Arcéncio scale’

My family member asks me to keep the TB a secret.

| feel ashamed because my family member has TB.

| hide the fact that my family member has TB from the community.

My family member hides his/her diagnosis from the community.

I avoid talking about TB in the presence of other family members or neighbors.

I'm afraid that someone will see me at the health care clinic where my relative is being treated.
| substitute another word for TB in my conversations with my family member.

| substitute another word for TB in the conversations with my friends.

I've noticed changes in my family member since the TB diagnosis.

Vo N, A WN =
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Chapter 9

Sampling methods for measuring TB
stigma in hard-to-reach populations
without sampling frames

Lisa G. Johnston

Abstract

Levels of TB stigma vary among different groups. Social exclusions can be
compounded and may create measurement challenges. Measuring TB stigma
among people who use drugs and/or alcohol, migrants, and those with a history of
incarceration requires expertise and sophisticated methodology. Using a probability-
based sampling method to measure TB stigma among hard-to-reach populations will
yield more representative and actionable estimates.

This chapter presents two probability-based sampling methods, time location and
respondent-driven sampling, for hard-to-reach populations (those with no sampling
frame). Time location sampling involves mapping the times and places where the
population congregates, and then randomly selecting and sampling mapped times
and places. Respondent-driven sampling samples the network of the population
and uses a chain referral peer-to-peer recruitment methodology. This chapter will
also present the specific benefits and challenges of each methodology, and detail
calculating a sample size.

Objectives

In this chapter, you will learn:

1. The difference and importance of a probability versus a non-probability based
sampling method.

2. The steps in conducting a survey using time location sampling, and information
about additional resources.

3. The steps in conducting a survey using respondent driven sampling, and
information about additional resources.

4. Parameters for deciding whether to use time location sampling or respondent
driven sampling for a particular population.

5. To calculate a sample size for studies using time location or respondent driving
sampling.



Target Audience

This chapter is for social scientists, epidemiologists, researchers, and program
planners who require TB stigma estimates in hard-to-reach populations. Due to
the complexity of the sampling and analytic procedures, we recommend that
these studies be undertaken in conjunction with a strong research partner.

Introduction

Accurately measuring TB stigma among populations that are hard to reach is
essential for building comprehensive intervention programs. These groups are
often socially excluded and stigmatized.

By definition, it is challenging to conduct probability-based sampling on hard-
to-reach populations, as these populations may lack the sampling frames

(i.e., a list of all persons you want to sample) needed to accurately determine
the probability that each person has an equal chance of being selected into

a sample.'? In addition, these populations, which comprise people who use
drugs, people dependent on alcohol, the homeless, ex-offenders, ex-miners, the
mentally ill, and undocumented migrants, are often marginalized, may practice
illegal behaviors, have unstable living situations and irregular working hours, do
not trust authorities, and are subject to high levels of stigma and discrimination.?

It is widely understood that TB stigma can be enmeshed and conflated with
other kinds of social exclusions and marginalities. When measuring TB stigma in
marginalized groups, it is important to measure other stigmas that can combine
with TB stigma to have synergistic and reciprocal negative impacts on health-
seeking or adherence behavior. (See Chapter 14)

Actionable TB stigma estimates rely on sampling methods that are probability
based, meaning that each member of the population has a known probability
of being selected. Probability-based sampling is any sampling method that

uses simple random sampling, systematic random sampling, stratified random
sampling, and cluster or area random sampling. Probability sampling of a hard-
to-reach population allows researchers, program managers, and policymakers
to make decisions with TB stigma estimates that better represent the population
sampled.

Convenience is not enough

Non-probability sampling, which includes purposeful and convenience sampling,
samples populations with no known probability of selection, resulting in outputs
that are biased and provide information that only represent the sample and

not the population sampled. Although non-probability sampling methods are
often less expensive and easier to implement than probability-based sampling



methods, they tend to give biased results that tend to be invalid.
Doing it right

It is worth the extra cost and effort to have TB stigma estimates that represent
the sampled population. Probability-based methods more closely resemble the
truth.

Currently, two methods, time location sampling (TLS) and respondent-driven
sampling (RDS), have been developed to approximate probability for sampling
hard-to-reach populations without sampling frames. These methods have

been used to measure behavior and disease burden in numerous hard-to-reach
populations throughout the world for well over a decade.*>3%” This chapter will
describe the pre-survey research, implementation, and data analysis needed to
conduct a TB stigma survey using TLS or RDS.

Figure 1. Process of conducting a TB stigma survey

Pre-survey

formative Implementation Data-analysis
research

It will also guide how to decide which method to use and the challenges and
comparative advantages of each method. Finally, this chapter will discuss
sample size calculation considerations, and provide information about the
estimated costs and staffing needs.

Overview: time location sampling (TLS)

TLS, venue-day-time sampling or time-space sampling, is adapted from
targeted and cluster sampling techniques.®"" This method relies on mapping
and listing venues where the population congregates and is therefore
accessible.®'2 Briefly, TLS entails identifying and listing the days and times when
the population congregates at specific venues in a sampling area (e.g., a city).

Deciding which venues to sample is important. Venues should not be locations
that could over-represent people. For instance, if an important study outcome

is discrimination at health care centers, you might want to avoid health care
venues that are known to overly discriminate against the target population. In
addition, you also want to avoid venues where your population would not be.
That is, do not try to capture persons who use drugs at a drug treatment center.
Table 1 lists some examples of appropriate and inappropriate venues for specific
populations.



Less appropriate venues are those where people may be non-representative
of the group with regard to stigmatization. Places which oblige disclosure of
stigmatized identities can be assumed to attract those who are more resilient to
stigmatization.

Table 1. Examples of more appropriate and less appropriate venues for specific hard-to-reach

Hard-to-Reach Population

More Appropriate Venues

Less appropriate Venues

Undocumented migrants

Day labor pick-up points, migrant
neighborhoods, bars, restaurants

and other venues where migrants
socialize, migrant health clinics.

Immigration offices or ex-
patriot associations.

People who inject drugs

Shooting galleries or other areas
where people inject drugs,
areas where people buy drugs,
emergency rooms, and needle
exchange programs.

Drug treatment centers,
outpatient departments, opioid
substitution clinics.

People dependent on alcohol

Bars or shabeens (taverns).

Alcohol treatment centers.

The homeless

Soup kitchens, homeless shelters,
streets, transitional housing.

Jobs programs.

Former-offenders

Day labor pick up points and
places where former offenders
socialize.

Parole offices.

Former-miners

Transport hubs, Mining
communities.

Mining employment offices.

Men who have sex with men

Nightclubs, cruising sites or places
where sex partners can be found,
city blocks, parks, bath houses
and other areas where men who
have sex with men work, socialize
and live, gay pride parades.

LGBT community centers or
government-run HIV clinics.

The number of group members at each location provides a sampling weight

that can be used a priori, to draw a self-weighting sample, or post priori, in
analysis. The specific steps to completing a sampling frame of mapped time and
location units, randomly selecting and then visiting time and location units, and
systematically collecting information from consenting members of the population
are described below.

Two questions to ask yourself before considering the use of TLS are:

1. Can the population be found at accessible venues?
2. Can these venues be accurately mapped?
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Venues, days and times

are known as ‘VDTs'.

Mapping the venues-sampling frame construction

A complete mapping of venues is essential to conducting TLS and is the foundation
of two sampling frames."'*'* The first sampling frame is a list of venues where

the population can be found (public or private location attended by the target
population), and the second sampling frame is a list of venue-specific sampling
periods (usually four hours periods). Accurately identifying all possible venues

will involve meeting with a diverse selection of the population, local research
entities and community-based organizations, community leaders, venue owners,
managers, workers, and patrons. Venues can be low frequency, such as a meeting
or party that occurs once a month, or high frequency, such as a high traffic street
that is used 17:00 to midnight Monday through Friday.

Enumeration

Two enumeration methods are used to set up the inclusion of a venue and the
associated days and times in the complete list of venues.”'* In order to discern
venue-specific sampling periods, standardized enumerations of the population
during possible high attendance day-time periods are conducted. Venues, days,
and times are known as VDTs, and the time periods are usually four hours, but
they can be other consistent periods of time.

Type 1 Enumeration is performed at all venues and assures that the population of
interest actually attends the venue at the days and time slots are high attendance.
To do this enumeration, staff members go to the venue to observe activity and
count patron attendance. Non-duplicate counts of patrons, often using a counter
clicker, can be conducted for 30 minutes and then multiplied by eight to estimate
the total number of patrons that might attend during a four-hour sampling event.
Those VDT periods that produce sufficient numbers will be thoroughly evaluated
with Type 2 enumerations. This should be recorded onto a form that lists the
venue name and location, the time frame and day of the week during which the
enumeration was conducted, and the type of venue.

Factors that could impede venue attendance should be recorded (holiday, security,
natural hazards, etc.) Type 1 enumeration does not require interaction with the
population.

Type 2 Enumeration is conducted at venues that have sufficient population
numbers but where it is unclear if enough of the patrons are population members.
The purpose of a Type 2 enumeration is to determine the number of eligible
persons who attend a venue at a particular day and time period.



Keys components of Type 2 enumeration are:

1. Include venues that had sufficient numbers of population members;

2. Count patrons (can use a clicker to record the counts);

3. Approach patrons to establish that they are part of the population of interest
and are potentially eligible for the study; and

4. A general sense of where and what kind of enumeration area is best for the
venue (e.g., if the venue is a street, identify which part of the street is the
best place for the enumeration).

Type 2 enumeration does require interaction with the population. Only those
VDTs where more than 75% of the population of interest is present should be
included in the final ‘complete list of venues'.

Both Type 1 and Type 2 enumerations are the basis for building the overall
‘complete list of venues." Information about each venue is entered into a
database that includes venue identification number, venue type, name and
location, and the year, day, and time (Table 2).

Table 2. Example of a Universe of VDTs

Venue Information Venue Day Time Information
Name Type  Location M T W TH F
BROO1 |Mama's Brothel |T Street 20:00- | 20:00-
lodge 00:00 |00:00
BRO0O2 |Noname |Brothel |X Lane 19:00- | 19:00- |19:00-
2300 |23:00 |23:00
S001 No name |Street |V Street 17:00- 17:00- | 17:00-
21:00 2100 [21:00
BOO1 Sam'’s place |Bar Y 16:00- 16:00-
Shopping |20:00 20:00
D001 Xtreme Disco Center 22:00-
Corner, 02:00
XandY
Streets

Once the VDTs are listed, develop a calendar to schedule sampling events based
on the number of VDTs available to sample on each day, staffing needs, and
infrequent or one-time events, such as a meeting that is held once a month. The
sampling calendar will be organized by hours, days, and weeks during a one
month period or until the sample size is reached.

Selecting VDTs to sample

Once all of the VDTs are selected and listed in the calendar, randomly select the



required number of venues (sometimes referred to as n by researchers.) The
number of VDTs will be randomly selected based on the sample size for the
study.

If 150 patrons must be interviewed for a certain study, and you know that
selecting five VDTs will give you a hypothetical sample size (based on the
enumeration described above) of 150, then run a random selection of five VDTs.

Figure 2. Example of 5 Randomly Selected VDTs

B
Stigma
Sampling

30-40
ex-miners

5-10
ex-miners

ex-miners ex-miners

You can use an online program such as Stat Trek (http://stattrek.com/statistics/
random-number-generator.aspx) to randomly select venues. Once the random
list of VDTs is determined, they can be arranged in order of smallest number

of VDTs to largest.” For instance, since ID D001 in Figure 2 has the smallest
number of VDTs (n=1) compared to the others venues, it would be first on the
list. Schedule the venue with the smallest number VDTs first, as these should be
the easiest to sample.

When venues have more than one date and time, randomly select one of the
dates and times, and then schedule the randomly chosen dates and times on
the first available day of the week." Continue until all sampling events are
scheduled.

VDTs should be selected without replacement, meaning that the same site
cannot be sampled twice.

Sampling at VDTs

Data collection may take place at the venue, if space permits, in a mobile site
near the location, such as a van, or by making appointments for potential
participants to come to a designated study site.


http://stattrek.com/statistics/random-number-generator.aspx
http://stattrek.com/statistics/random-number-generator.aspx

Sampling usually takes place during four hour time frames. Sampling boundaries
should be established at each selected venue by creating an imaginary line, such
as on a street corner or in a park, or based on the area, like the interior of a bar."
When a selected venue is visited by staff for sampling, enumeration Type 2 is
used to count the population members that cross the imaginary line or that enter
a boundary area during the sampling period and event (usually four hours).

Type 2 enumeration is important for counting population members and
intercepting and determining if population members are eligible for the study.
During the sampling event, if someone is eligible for the study, they may
complete a consent process and proceed with the interview. This process
continues until the x hour sampling event is finished (e.g., for DOO1 in Figure 2,
this would be at 2 a.m.). Record when someone refuses to participate.

All participation is voluntary and refusals are normal and expected. Permission
should be obtained from venue owners or managers before sampling. Incentives
are usually offered to those who enroll and complete a survey.”

TLS Staffing

The sampling staff for TLS usually consists of a team leader and interviewers. The
role of the team leader is to enumerate, oversee interviews, and manage staff
safety. The interviewers approach potential interviewees and assesses them for
eligibility. If eligible, the interviewers enroll them into the study by conducting
consent and completing the interview.

Analysis of TLS Data

Differences in venue size and attendance patterns require that weights be
applied to TB stigma estimates collected through TLS. Commonly used weights
are produced using the enumeration count (Type 3) of each event as the basis
for the weight.™

The weighting is based on enumeration counts of each sampling event which
can be used as probability weights (p weights). This adjustment should produce
estimates that reflect the ratio of the number of persons enrolled to the number
of eligible persons at each recruitment event. If the same ratio is seen across

all recruitment events, then the sample is self-weighted and no adjustment

is needed. To do this, simply take the total number of potential subjects
enumerated at each event over the total number of subjects enumerated for all
events (for instance, if 102 people were enumerated (eligible) for event X and
the total number enumerated for all events was 6300, that would be 102/6300
= 0. 0162). In addition, take the total number of interviews completed at each
event over the total number of completed interviews for all events (for instance,
if 7 people were interviewed at event X and the total number of interviews



for all events was 435, that would be 7/435 = 0.0161). To calculate the p
weight for each event simply divide the enumeration weight over the sample
weight: 0.0162/0.0161 = 1.006. This p weight can be applied to each interview
completed during that event.

An additional weight of frequency of attendance is also recommended to
account for some people having a higher probability of being in the sample
because they frequent a venue more often than others.” This is a weight
that is generated based on a survey question about the number of times each
respondent has attended that venue in a given week and is the proportion of
frequency by each person in each event over the sum of frequencies.

Limitations of TLS

When the full sample size is finally reached and analyzed, it should be
representative of the population that attends the venues. Keep in mind that
these are more visible members of hard-to-reach populations and that there
may be differences with those who do not attend venues. The actual data
collection from population members may be fast (no longer than one month),
but the complete mapping of venues and enumeration can be time-consuming,
depending on the size of the geographic area being sampled.

Because population members may be asked to participate as they are walking
down the street, at home, at a meeting, or while they are socializing with friends
at a bar or dance club, refusal rates may be high."'>'¢ To improve acceptability:

1. Ensure visual and auditory privacy;
2. Keep your questionnaire short; and
3. Offer incentives during the interview.

Overview: Respondent-driven Sampling

Respondent-driven sampling (RDS) was introduced in 1997 as a novel method
to recruit and provide generalizable estimates of socially networked hard-to-
reach populations.” RDS is considered both a sampling and an analysis method,
and every survey requires both in order to be termed RDS."® RDS is adapted
from chain referral sampling methods, which rely on referrals from initial

survey participants, referred to as a seed in RDS, to recruit additional survey
participants. Chain referral sampling alone produces biased samples because
the recruited respondents most likely have characteristics similar to that initial
respondent.™



Figure 3. Problems with Chain Referral Sampling
®

This group has a different
experience of stigma, but they These respondents all view TB stigma the same way
are not as socially connected and because they share experiences.
so their view seems less common.

This results in a final sample that is over-representative of the characteristics
of respondents with more social connections and under-representative of the
characteristics of those respondents with fewer social connections.

RDS uses several theory-driven statistical adjustments to sampling and analysis
to mitigate the biases of convenience chain referral sampling.>2°?' RDS relies on
people to recruit their peers through coupons with unique code numbers.'”?2 The
recruitment process includes small incentives for survey participation and peer
recruitment. Incentives, and peer norming from recruits, (i.e., “/ know you and
you know me and | want to enroll in the survey since you have already enrolled
and you are asking me to enroll"), encourage people to enroll in the survey and
to influence their peers to enroll as well.2*

Two questions to ask yourself before considering the use of RDS are:

1. Do members of the population recognize each other as a member of that population?
2. Can a handful of these population members be identified to participate in a survey?

Pre-survey Assessment

Formative qualitative research is needed to inform the design of any study in
hard-to-reach populations. Chapter 3 provides guidance on how to conduct
formative work. A pre-survey assessment will contribute to RDS planning

by describing the target populations’ social network properties (i.e., how
populations are socially networked and the types of activities they do together),



identifying useful seeds, measuring the acceptability of RDS recruitment, and
informing RDS survey logistics.?2'24

The most important evaluation is whether the population is socially networked
to the extent that they can recognize and recruit each other as part of that
population. Ideally, social network sizes should be large enough (> three) to
sustain recruitment and develop the long recruitment chains needed for RDS
analysis. In addition, population members should be able to recruit at least three
of their peers into a survey. If they do not know or would be unable to do this,
then RDS will probably not work.

It is also important to understand how strong connections are between peers
within social networks (i.e., are their peers just acquaintances that they see
once a month, co-workers that they only see while at work, are they casual
friends that they meet for coffee or close friends that they spend time with each
day?) Having both weak and strong ties can assist in RDS recruitment, whereas
just having strong ties may indicate that recruitment is not sufficiently spread
throughout the entire network.

A pre-survey assessment should help ensure that networks comprise multiple
types of relationships (e.g., friendships, acquaintances, co-workers, room-
mates, sex partners, etc.) and activities. Table 3 lists the questions that should be
included during the pre-survey assessment.

Table 3. Questions to Measure Networks during Pre-Survey Assessments for RDS?’

Social Networks Questions

Do population members
form a social network?

Do you know or spend time with other population members?
Are population members easily recognizable to one another?
How are they recognizable?

What types of activities or behaviors bring them together?

Do the target population
members have large
social network sizes? (This
question is tied to the
survey eligibility criteria.)

In a survey of males who currently inject drugs, >18 years, living

in city A, ask: How many males do you know who also know you,
currently inject drugs, are >18 years and live in city A? How many of
them have you seen in the past month?

Do the target population
members form diverse
social network ties?

Please tell me about how your population members, friends and
acquaintances interact with each other (What activities do they do
together?)

What is the structure of
the social network? Are
there cliques and if so, can
you find bridges to include
them?

If you suspect that population members form distinct geographic
social networks, ask: Do you know population members who
socialize/work in or are from other parts of the city?

If you suspect that population members form distinct social network
types, ask: Do you know population members who are different than
you (e.g., older vs. younger miners; street vs. home-based persons
who inject drugs, etc.)?




A pre-survey assessment, often the first contact by researchers with the
community, can demonstrate that the survey staff are willing to listen and
to make survey changes based on feedback. Most importantly, a pre-survey
assessment can help inform whether RDS is an appropriate method for a
particular population and socio-cultural context.

Data Collection

Recruitment begins with a small, diverse and influential group of people referred
to as “seeds” or eligible respondents pre-selected by the researchers.’”

Figure 4. Preselected respondents (Seeds) who will recruit respondents with unique coupons

Each seed receives a set number, usually no more than three, of coupons to
recruit their peers. These peers present the coupons, usually at a fixed site or
web address, to survey staff to enroll in the survey.?' Eligible recruits who finish
the survey process are also given a set number of coupons (no more than three)
to recruit their peers. The recruited peers of seeds who enroll in the survey
become wave one respondents, and the recruits of wave one respondents
become wave two respondents (Figure 5).%'

This recruitment process continues through successive waves until the calculated
sample size is reached. The waves produced by effective seeds make up
recruitment chains of varying lengths (Figure 5). The goal is to acquire long
recruitment chains made up of multiple waves, an indication that the final
sample is not biased by the non-randomly selected seeds. In Figure 5, there are
five recruitment chains, with the longest recruitment chain reaching 14 waves.
The seeds are the larger nodes with arrows pointing away from them. The grey
nodes are females and the blue nodes are males.



Figure 5. Recruitment Graph of Males and Females in the sub-Saharan African Anglophone Migrant
Sample (n=277), with Five Recruitment Chains, Rabat, Morocco, 2013.%

Essential data to collect during data collection

During data collection, it is vital to gather information on who recruited whom
and each participant's social network size for analysis purposes.?*?¢ Recruitment
information is monitored through unique numbers on recruitment coupons,
and should be carefully recorded as each participant enrolls. Each respondent'’s
social network size is measured through questions about the number of

people each participant knows who fulfills the eligibility criteria and whom

they have seen during a set time period, usually one week to one month.
These are usually a cascade of questions resulting in a final, non-zero, number
representing a participant's network size (Figure 6).



Figure 6. Description of the Social Network Size Question Topics and an Example of the Questions
among Sub-Saharan Migrants in Rabat, Morocco?

How many people do you know who are sub-Saharan
migrants native to Ghana, Liberia, Nigeria,
Sierra Leone, or Uganda who speak English?

Clear definition of
the target population

The meaning of
what it is to know By “know", we mean you know each other personally?

someone

Geographic Among these persons, how many of them
Parameter lived and worked in Rabat for three months or more?

Time frame during
which the respondent
has seen their peers

Among these persons, how
many have you seen in the last 30 days?

RDS Coupons

Coupons must contain a unique RDS identification code to link recruiters with
recruits.?’ Coupons should be carefully developed, easy to read, and have a
pleasant appearance so that study participants realize that the coupons have
value. Coupons should include unique RDS identification codes, interview site
location, mobile phone number to make appointments, days and hours of
enroliment, and expiration dates. Below is an example of a coupon used for
a survey of undocumented women from Central America who are living in
Houston.>#

Figure 7. Example of a Coupon used in an RDS Survey of Migrants

0702
INVITATION COUPON TO PARTICIPATE

Compensation for your time ($35)

We take appointments and walk-ins Monday-Friday; by
appointment only on Saturdays

“Cornwall Square” Apartments “Preston Point” Apartments

123 Noname St. Corner of Nowhere and Somewhere

Apartment # 100A Apartment # 100A

Hours: Hours:

Please call for a special appointment Monday & Wednesday: 9:30 - 15:30
Tuesday & Thursday: 9:30 - 16:30

Project Linkages

The University of Texas School of Public Health

Interview
Sites

Health Survey of Central American Women in Houston
Questions? Or to make an appointment please call

Expﬁation ﬁate 713-XXX-XXXX or 713-XXX-XXXX

Disbursement date







Coupon numbering

There are many different ways to track who recruited who during RDS data
collection, including a random or serial numbering system or a systematic
numbering system. The key to either system is to correctly manage who
recruited whom. For the purposes of analyzing RDS data, either numbering
system described below is acceptable.

Random or serial numbering

Random or serial numbers are merely numbers that identify each participant. For
instance, some surveys use a four-digit number. The first number can represent
the city or the population being studied. For instance, 1 means the study is being
conducted in Bangkok, Thailand. The remaining three digits can be numbers that
start from 001 up to the sample size, for instance, 450. These numbers could
also be alphabet characters. For instance, at the beginning of the identification,
you could have F for female sex worker and 1 for Bangkok. See Table 4 for a
sample coupon monitoring system.

Table 4. Example of a coupon ledger using random or serial numbers

Date Participant Coupon 1 Coupon 2 Coupon 3 Notes
June 1, 2017 F1001 F1007 _—F1008 ~_F1009
June 1, 2017 F1008 < F1111 F1112— F1113
June 2, 2017 F1111 F1213 F1214 F1215
June 2, 2017 F1214 << -- -- Ineligible
June 3, 2017 F1009 <« | F1223 F1224 F1225

In the example above, the participant coupon numbers are in column 2 and
the coupons given to each participant are in the columns 3, 4, and 5. You will
see that in the sixth column under notes, that one person (coupon number
F1214) who tried to enroll was found to be ineligible, so this person was not
given recruitment coupons. There are benefits and challenges with this coupon
numbering system.

A benefit is that the coupon numbers can be preprinted as barcodes on labels
and easily affixed to coupons and in the coupon ledger. The numbers are only a
few digits and easy to record. A challenge to this method is that if any mistakes
occur, it is hard to know who is linked to whom. Any errors in the numbering
system may result in data analysis problems. If collecting data with monitors, this
method is practical.




201

.._ N .nw__m.
- E = Lk, . - ...-h

A,
N Lo

e

. DS
S = Sremeal (T TREES)IS

= s .\k“\f

AN T
N — e\
NWZ= o > PN

e
—
—



Systematic Coupon Numbering

Some researchers, especially those who rely on paper management, may prefer
to use a systematic numbering method that identifies seeds and the completion
of each seed's waves. Depending on the number of seeds, this coupon
numbering system will start with a unique number provided to the seed. For
instance, in a study with ten seeds, the first two-digits on each coupon will be 1
through 10.

For example, Seed 1 has the number 1, and then Seed 2 has 2, etc.

Seed 2 2
Seed 3 3
... to Seed 10 10

Since most RDS studies allow for the recruitment of three peers, the numbers
following the seed numbers are 1, 2, or 3 as shown in Table 4. For instance, if
seed number 5 is interviewed and given three recruitment coupons, then the
recruits for seed number 5 would receive the following coupon identification
numbers: 51, 52 and 53. If a recruit with coupon 53 is interviewed, then he or
she will receive coupons with the identification numbers of 531, 532 or 533. This
process occurs according to the number of waves produced by each seed. So
coupon 533 represents the second wave produced by seed 5. You can also put
letter of the alphabet at the beginning to denote the population or the city being
sampled.

Table 5. Example of a Coupon Ledger using Random or Serial Numbers

DE Participant Coupon 1 Coupon 2 Coupon 3 Notes
June 1, 2017 1 11 12 13
June 1, 2017 12 < 121 1 123
June 2, 2017 123 1231 1232 1233
June 2, 2017 121 -- -- -- Ineligible
June 3, 2017 13 131 132 133
June 3, 2017 1233 12331 12332 12333
June 4, 2017 12333 123331 123332 123333

In the example above, the participant coupon numbers are in column 2 and the
coupons given to each participant are in the columns 3, 4, and 5. You will see that
in the sixth column under notes one person (coupon number 121) who tried to
enroll was ineligible, so this person was not given recruitment coupons.

This method makes it easier to manage the progress of the seeds. For instance,
you can track which seeds are efficient recruiters, which seeds did not recruit
anyone and the number of waves completed by each seed. In the last row, you
can see that the participant enrolled on June 4, 2017, with coupon number



12333. This person was recruited by 1233 and was given three recruitment
coupons (123331, 123332, and 123333.) The number of waves for the
participant enrolling on June 4, 2017, is 4. That is, the first digit is the seed
(number 1) and the remaining digits tell us the number of waves (2333). Figure
8 depicts the growth of the waves in a chain, starting with seed 3.

Figure 8. Example of the Systematic Numbering System Increasing by Wave
3 ' 32 ' 321 ' 3211 ' 32112 ' 321123
Seed Wave 1 Wave 2 Wave 3 Wave 4 Wave 5

The three recruitment coupons given to this person will produce participants
for seed 1 and have 5 waves. So during data collection, it is easy to see which
seeds are recruiting and how many waves there are. Knowing which chains are
producing (by looking at the seed number) is important for knowing if a new
seed needs to be added (in case one seed has not recruited anyone). Knowing
the number of waves is important for decisions about coupon reduction (if
recruitment is fast and/or chains are too short or there are too few waves) and
ending the survey so that no valid coupons remain in the community once the
survey is finished. These numbers also make it easy to visually see who recruited
whom. One of the challenges to using this number is that they can get very
long, so extra care is needed during monitoring. For instance, coupon number
411111222222111, initiated from seed 4 and makes up 14, waves is not
unusual in an RDS survey.

RDS Staffing

The data collection staff in RDS usually consists of a site manager to manage
the flow of participants, a screener who oversees someone arriving at the
interview site with a valid coupon (the screener may also explain the study to
the participant, conduct the consent process, and ask questions about social
networks). There also may be someone to explain how to use the computerized
system, and a coupon manager who explains the recruitment process and gives
out properly numbered coupons.?’ The coupon manager may also pay out the
incentive, since they are the last person a participant usually sees.

Web based RDS

Given the large percentages of people using the internet and who have cellular
phones, the increasing cost involved in conducting these types of surveys,
researchers are modifying RDS for use in a web or mobile phone-based
format.?®3" This involves the strict control of coupons being passed through
online networks. Once someone receives a coupon, they can respond to
questions online. Incentives (i.e., a gift card or phone card) can be sent online



once a survey is completed. This methodology requires fewer staff and does not
involve the cost of a fixed site.

RDS Data Analysis

Once TB stigma estimates are collected with RDS methods, they must be
analyzed to reduce biases by applying computational weights. RDS uses a
weighting system whereby those with larger network sizes are given less weight
and those with smaller social network sizes are given more weight.?°2632 The
unit of analysis in RDS is a network structure rather than an individual, and

the analysis generalizes to the networks of the sampled population.?*3 This
influences the kind of estimators we use, the way we understand the variance
around the estimates, and how we interpret the findings.

Because the weighting techniques are complicated, there are free software
packages available for adjusting TB stigma estimates collected with RDS. There
are currently two widely used open source software programs: the RDS Analysis
Tool (RDSAT) (www.respondentdrivensampling.org) and RDS Analyst (www.
hpmrg.org). The latter program is based in R Project for Statistical Computing
(a free software programming language) and has graphical user interfaces with
drop down boxes to make analysis easier. It includes all the current estimators
(available up to 2013) and allows direct downloading of all file types (SPSS,
STATA, SAS, R, Excel, txt, etc.). In addition, it allows you to build graphics and
plots to use in diagnoses if the population is made of subgroups that are distinct
to individual chains or “bottlenecks”, whether the estimates are still biased by
the non-randomly selected seeds, convergence, or other biases (i.e. you want
to avoid bottlenecks and you want convergence) in the data. It can also display
results.®

Key variables should be assessed for convergence to know whether or not the
recruitment chains are long enough to have minimized the bias from the selected
seeds. For instance, in Figure 9, the vertical axis shows the adjusted estimate

in RDS Analyst for four age groups, and the horizontal axis shows the number
of subjects (n=250) enrolled in the survey. The solid lines indicate variation,
beginning from the seeds, as the participants enroll in the survey. When the solid
lines rest upon the dotted lines that represent the final weighted estimate for
each of the categories, convergence has been reached.


www.respondentdrivensampling.org
www.hpmrg.org
www.hpmrg.org

Figure 9. Plot showing Convergence for Age Groups
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Choosing between TLS and RDS

If the majority of the population you want to study are found at visible

venues, then TLS may be the best sampling option. If the population is

socially networked and can be motivated to recruit, then RDS may be the best
sampling option. RDS may include more hidden persons and/or subgroups that
are not well connected to the larger network. Neither method may provide
representative TB stigma estimates on all parts of the population sampled.

As an example, RDS surveys of males and females who inject drugs often
struggle to enroll females. This may be because the networks of males and
females who inject drugs are substantially different. In an RDS survey conducted
in Myanmar, males who inject drugs were found to be more connected to other
males who inject drugs and to some females who inject drugs, but females who
inject drugs were not connected to any other females who inject drugs. When
the samples were finally gathered, there were so few females in the sample that
the estimates ended up representing the network of males who inject drugs only.

Costs of the surveys

The overall costs of conducting these surveys will vary based on sample size,
country, population, number of staff members, costs for a fixed site (RDS), and
numerous other factors. There are few cost comparisons conducted between
TLS and RDS. One survey conducted among people who inject drugs in Vietham
found the costs to be slightly lower for RDS (Table 6).3*



Table 6. Field Implementation and Logistics Expenditures in USD for RDS and TLS Among People
who Inject Drugs, Hai Phong, Vietnam, 2011-2012

RDS (n = 415) TLS (n = 432)
($) Total (3) Cost/ ($) Total (8) Cost/
participant participant
Recruitment* 1,000 2.4 4,800 11
Incentives 2,050 5 2,100 5
Staffing and other costs” 9,200 22 10,300 24
Total 12,250 29.4 17,200 40

*For RDS, this includes payment for referrals. For TLS, this includes cost of peer-educators, mapping staff, and coupon distribution.
AFor both RDS and TLS, this includes survey team management and data collection staff, including interviewers, lab technicians, and

data entry specialists. All surveys were conducted in existing health clinics, for which there were no charges.
Planning and data collection time

Both methods require the submittal and approval of a protocol, which can
take between one to six months. Planning times will vary between survey
methodologies. Remember that TLS will require more up-front time, as it is
necessary to map venues and create and select VDTs. In many surveys, with all
else being equal, RDS data collection may take more time than TLS.

In the example above of RDS and TLS among people who inject drugs, the RDS
survey took six weeks, and the TLS survey took 10 weeks, including mapping.
In another example of RDS and TLS among men who have sex with men in
Guatemala, a sample size of 507 was reached in 11 weeks using RDS, while for
TLS a sample size of 609 was obtained in 7.5 weeks.* Both surveys included a
formative research phase, which for RDS includes assessing networks and survey
logistics?*, and for TLS it includes mapping and enumeration. RDS formative
research took four weeks, while for TLS it took 8 weeks.?> In a 2008 review

of 123 RDS surveys (published and unpublished) conducted worldwide, the
median number of weeks it took for data collection was eight, with a range of
2 to 52 weeks.* In a 2016 review of 222 publications reporting on RDS surveys
conducted worldwide, the median number of weeks for data collection was 12,
with a range of 2 to 124 weeks.3¢

Sample size calculations

Any standard sample size calculation formula can be used to sample populations
using TLS or RDS, however a minimum design effect of two is needed for
RDS.3738 The sample size needed to conduct a survey can be based on the
number of participants needed to accurately measure a stigma indicator in a
population. For the formula detailed below, the expected proportion is needed.
For instance, past surveys of migrants may have found that 20% of migrants



have experienced discrimination at a healthcare facility. This would be the
expected proportion. However, when nothing is known about the population,
an expected proportion of .50 is most often used to calculate the sample size."
Below is an example of a general formula to calculate a sample size (n) in order
to measure a stigma indicator:

.2, P(1-P)
SE2

= Sample size required
= Design effect
, = The z score for power (.95 is often used)
= Expected proportion
Precision or standard error (usually set at .01)

1-o

T N QO S

%]
m
1]

Using the formula above and assuming a design effect of 2, a 95% confidence
interval and an expected proportion of .5 (560%), the sample size will need to be
769. The following website allows you to plug in the parameters and calculates
the sample size using the above formula:
http://epitools.ausvet.com.au/content.php?page=1Proportion
http://www.sample-size.net/sample-size-conf-interval-proportion/

If a design effect is not included in the calculator, then double the calculation.

Conclusion

This chapter presented two probability-based sampling methods, time location
and respondent-driven sampling, for measuring TB stigma in hard-to-reach
populations (those with no sampling frame). Conducting a survey using TLS
or RDS can be challenging and requires that numerous assumptions be met.
The extra efforts are necessary to ensure that the breadth and extent of
stigmatization of vulnerable groups are fully captured so that actions can be
taken to address it.

Resources for conducting TLS or RDS surveys

In order to ensure the proper implementation and analysis of TLS and RDS, it
is best to use the following resource guides, all of which provide step-by-step
information for conducting these surveys.


http://epitools.ausvet.com.au/content.php?page=1Proportion
http://www.sample-size.net/sample-size-conf-interval-proportion/
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For information on downloading RDS analyst software and analyzing RDS data:
www.hpmrg.org

For information on downloading RDSA software and resources:
www.respondentdrivensampling.org
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Chapter 10

Measuring self-stigma, well-being,
resilience and self-agency among
people with TB

Nadine Ferris France, Stephen H-F Macdonald, Ronan R. Conroy, Deirdre Ni
Cheallaigh, and Elaine Byrne

Abstract

The chapter covers key features of self-stigma and methods to measure it. We
first present several challenges in defining self-stigma, notably the need to
consider its complex nature. We then highlight common drivers and domains of
self-stigma, and their relevance to people being treated for TB or having survived
it. We then focus on the assessment of TB self-stigma, reviewing evidence from
TB studies and other conditions for which self-stigma is a challenge, such as
mental health and HIV. We describe methods to assess not only how much, but
also why self-stigma is being experienced. We recommend a new measure, the
Ryff Scales of Psychological Wellbeing, to help shift the scope of measurement
away from purely assessing negative personal experiences toward a more holistic
and supportive approach.

Objectives

1. Provide an overview of self-stigma and the ways in which it affects people
living with TB.

2. Review the common drivers and major domains of TB self-stigma.

3. Present methods of assessing TB self-stigma and why it is important not to
focus solely on the negative experiences of PWTB.

4. Provide guidance on understanding and measuring coping and support
strategies against TB self-stigma.

Target Audience

The intended audience includes researchers, national TB program managers
healthcare workers, NGO and CBO staff and volunteers, outreach workers, and



survivors of TB. Readers are likely working with people who are in treatment
for TB who may be experiencing self-stigma. This chapter may also be useful to
those involved in developing interventions to address self-stigma. Other users
may benefit from applying the recommended measurement tools to improve
their understanding of how self-stigma may affect their programs.

Introduction

One of the major challenges in measuring self-stigma is the approach and the
terminology used. The term “self-stigma” or “internal stigma" can encompass
a number of different manifestations such as shame, guilt, and withdrawal.
However, these are individual manifestations of self-stigma and do not
necessarily describe the concept in full.

While measurement of self-stigma is a useful exercise, it is important to note that
self-stigma is multifaceted. Valuable insights can therefore be lost if self-stigma is
treated as one simple measure. For example, guilt and social withdrawal are both
domains of self-stigma.2*> However, a person with high levels of guilt but low
levels of social withdrawal is different from a person with low levels of guilt but
high levels of social withdrawal. It is important that self-stigma, and its drivers
and its manifestations are viewed as complex, interacting factors, rather than as
isolated items on a scale.

There are two ways of assessing self-stigma. In epidemiological studies, it can

be useful to get an overall measure of self-stigma for each individual. However,
when we are implementing programs to bring about change in an individual,
self-stigma must be measured in such a way that a person'’s individual experience
is shown. This approach can be used to set goals for change and to monitor
progress and achievements. The same scale may be used for epidemiological
research and case formulation; however, the goals are different.

In addition, when a case-formulation instrument is needed, there is a lack of
tools for measuring stigma and self-stigma outside a high-income country
context. As such, existing tools may not suit the cultural and social contexts of
other regions. Ther