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l. Introduction and Rationale

The Government of India is working in mission mode
to achieve TB elimination through the National TB
Elimination Programme (NTEP). As a result, the last
few years have seen the development and adoption of
India’s most ambitious National Strategic Plan (NSP)
to date, the introduction of new policies and strategies,
strengthened data systems and inclusion of IT-
enabled services. The engagement of TB-affected
communities, often identified as a missing dimension
of the global TB response, has steadily grown, with
increased domestic and donor investment.

This is in keeping with the Political Declaration
from the 2018 UN High-Level Meeting (HLM) on
TB (which India is a signatory to), that recognises
the role of communities and community-centered
approaches as central to achieving all ambitious
TB elimination targets. The 2020 Deadly Divide: TB
Commitments vs TB Realities report by the Stop
TB Partnership emphasised the need for sustained
engagement and empowerment of TB survivors.
This is also echoed in India's NSP which calls on
all stakeholders to acknowledge and support
communities not as passive recipients of care but
as active and motivated stakeholders in the nation’s
response to TB.

In alignment with the goals of the Government of
India, Resource Group for Education and Advocacy
for Community Health (REACH), a Chennai-
based non-profit organisation, has been working
relentlessly for 25 years with the objective of ending
TB in India. Established in Tamil Nadu in 1999 in
response to the roll-out of the then Revised National

TB Control Programme, REACH works across the
country for a multi-sectoral and comprehensive
response to TB, in close collaboration with the TB
programme, private health care providers, business
leaders, celebrities, the media, people with TB and
affected communities.

In 2016, with support from the United States Agency
for International Development (USAID), REACH
began working with TB survivors, building their
capacities and empowering them to become TB
Champions. What began with a small cohort of 45TB
Champions has now grown to apan-Indiamovement,
adopted and led by the NTEP, with thousands of
committed and passionate TB Champions. Capacity-
building has been ongoing, through a combination
of in-person meetings, virtual learning sessions and
learning resources via digital media like WhatsApp.
Select TB Champions are trained on various other
aspects —communication skill building, undertaking
stigma assessments, implementing a community
accountability framework, providing tele-counseling
support, leadership training and more.

The engagement of TB Champions has positively
influenced the lives of people with TB and helped to
fundamentally shift the way communities engage
with the public health system. This peer support
model has led to the availability of psychosocial
support, treatment literacy, stigma redressal and
provision of person-centered care. TB Champions
have also been successful in mobilising their own
communities, galvanising influencers and local
leaders to participate in the TB response, thereby
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creating a more enabling environment for TB
elimination.

There is a small but growing body of evidence on
the impact of the TB Champions’ efforts. Several
indicators have been developed and are being
utilised to measure the TB Champions’ impact on
India’s TB care delivery system. These indicators
measure both quantitative and qualitative aspects:

« Input indicators such as the number of TB
survivors trained as TB Champions, number of
awareness generation meetings organised etc.

+ Qutcome indicators like number of people with TB
who received information and support services
fromm TB Champions, improvement in treatment
outcomes etc.

« Perception of quality of care and services available

to people with TB.

Over the last few years, what has also emerged as a recurrent theme is the impact of the intervention
on the lives of the TB Champions themselves. Anecdotes and case studies from the field have
shown that in addition to the impact on treatment outcomes and experiences, impact has also been
created among the TB Champions themselves. The efforts of the various interventions, particularly
capacity-building, have empowered the TB Champions in multiple aspects of their lives, including
both personal and professional dimensions.

Through an ongoing process of multimedia documentation and qualitative assessments, REACH
has been trying to understand better the exact nature of this empowerment. TB Champions
have undergone a transformation themselves — they have frequently related experiences around
increased self-worth, agency, and socio-political power.

This growing understanding of empowerment in TB Champions was the genesis of the TB Champion
Empowerment Index (TBCEI), described in this publication. This Index will facilitate a transition from
anecdotal evidence to more tangible measurement in terms of empowerment and will help in the
quantification of experiences. This is critical as the TB Champion movement expands in scale across
India.

The TB Champion Empowerment Index provides users with a unique opportunity to quantify and
measure (What has so far been believed to be) abstract experiences of individual and shared power.
The Index will support mapping and measurement of qualitative indicators which were previously
only regarded as anecdotal, and which can have a significant impact on how India’s TB care delivery
system engages with TB survivors and Champions.

Il. Methodology: How the TB Champion Empowerment
Index was Developed

An informed and systematic process was followed to construct and develop the TB Champion Empowerment
Index. This included secondary research, one-to-one interviews and group discussions with TB Champions
and stakeholders, development of a data collection tool, piloting of the tool, analysis of responses received

and finally, construction of the Index.
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As a first step, the development of this Index drew
on REACH's own work in engaging TB survivors
and undertaking the Communities, Rights and
Gender Assessments (in 2018), using the Stop TB
Partnership’s assessment tools. The next step was a
detailed examination of existing tools and guidelines
for measuring empowerment in any aspect of work
in the development sector (including but not limited
to healthcare). Some of these are briefly described
below:

i) UN Women’s 2020 report: “Women’s
Empowerment in Kenya - Developing a measure”

The report describes how the Kenya National Bureau
of Statistics (KNBS) developed a model to measure
empowerment among Kenya's women using
five domains - (a) Attitudes toward wife-beating,
(b) Human and social resources, (c) Household
decision-making, (d) Control over sexual relations,
and (e) Economic domain. Each of the domains
was assigned equal weights, and the weight of the
domain was then distributed equally to each of its
constituting indicators to construct the Women's
Empowerment Index (WEI) which was then used to
analyze the Kenya Demographic and Health Survey
(KDHS) 2014, thus helping to build a compositive
picture of women’s empowerment in the country.

ii) World Bank 2005 document: “Measuring
Empowerment - Cross-Disciplinary Perspectives”

This book brings together perspectives of
economists, anthropologists, sociologists,
psychologists,demographers, andpolitical scientists
to explore and describe a multi-faceted approach to
measuring empowerment. It places at its core the
framework from the World Bank's Empowerment
and Poverty: A Sourcebook, which has identified
four key elements that can change power relations
between poor people and powerful actors: access
to information, inclusion and participation, social
accountability, and local organizational capacity.
It examines approaches and challenges around
examining empowerment at various levels -

household, community, and national levels, for
example — and acknowledges the value of including
subjective experiences in the measurement.

iii) SIDA 2010 report from Bangladesh:
“Measuring Empowerment? Ask Them -
Quantifying qualitative outcomes from people’s
own analysis”

This paper presents the experience of one social
movement in Bangladesh, which managed to find
a way to measure empowerment by letting the
members themselves explain what benefits they
acquired from participating in the movement and
by developing a means to measure change over
time. The paper is one of the most detailed guides
on how to start the process of quantifying qualitative
outcomes in a manner that is rights-based, rational
and respectful of communities. The description of
SIDA's experiences in Bangladesh have strongly
influenced the approach to constructing the TBCEI.

The three indicator themes that finally were selected
for TBCEI (Personal, Social, and Systemic) were
inspired by the four indicator categories given
in SIDA’s report, i.e., Political, Social, Capability,
Economic and Natural Resources.

iv) International Center for Equity in Health
2016 report: “Women’s empowerment index for
Africa and equity analyses on key health and
development outcomes in priority geographies”

The report points out that existing empowerment
measurementframeworksuseindividualconstructs;
for example, agency (either operationalised as self-
worth or self-efficacy), decision-making and voice,
and that there is a strong need for considering larger
themes like partnerships and enabling environments
in the measurement.

v) 2017 White paper from BMGF and KIT:
“A Conceptual Model of Women and Girls’
Empowerment”

This white paper defines empowerment as being
made up of a few key elements — resources, agency,
and institutional structures, all of which were
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observed as playing out in a significant manner in
discussions with TB Champion in India.

Following the desk research, a three-step
process was carried out to construct and test an
empowerment index. The process was completed
over a period of one month in November 2021 and
was done in partnership with TB Mukt Vahini (TMV), a
survivor-led network based in Bihar which emerged
out of REACH's Call to Action project supported by
USAID and which continues to be an active partner
to the state government’s TB care and prevention
efforts.

i) One-to-one Interviews and Group Discussions

The first step in the construction of the TBCEI
consisted of one-to-one interviews and group
discussions with TB Champions and TMV members.
The conversations were structured around the
ideas of power and empowerment (“shakti” and
“sashaktikaran” respectively in Hindi), and what
these terms meant to themin their lived experiences.
Open-ended questions were asked to generate
conversations which led to sharing of stories,
thoughts, and hopes for the future. TB Champions
were asked to reflect upon how their experiences of
their own power have evolved, and to share specific
examples from their lives. The discussion was
carried out in Hindi. A total of 30 TB Champions, all
part of the TMV network, participated in this process.

ii) Identifying groups and patterns and
Development of the data collection tool

The second step consisted of translating the
statements collected from TB Champions into
English and organising them to group similar
statements together. The process of organising
these statements revealed clear patterns and led
to themes and indicators (a total of 10 indicators
across three themes).

The indicators were then converted into a data
collection tool with a set of ten statements. Each

statement had four options for responses that TB
Champions could select from. In all, the draft tool
had ten indicators and three levels of progress under
each indicator.

iii) Pilot testing and analysis

In the third step, the data collection tool was
shared with a group of 55 TB Champions, again
all TMV members. They were asked to select the
options that would apply to their experiences. The
responses were collected and analysed to construct
an empowerment scorecard. This is described in
Section 4.1.

The data collection tool and the measurement
process are an early attempt to measure and
understand empowerment and will likely undergo
more iterations as they are utilized with a greater
number of TB Champions and other survivor-led
networks. For the purpose of constructing the Index,
inputs from a pilot group of 55 TB champions were
used to identify and define specific indicator for the
empowerment index. Though valuable, and very
likely to be representative, it must be acknowledged
that this is a small sample set. As a next step, formal
validation of the Index will be undertaken with the
required sample size; the tool and process will be
updated based on feedback.
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lll. The TB Champion Empowerment Index

The TB Champion Empowerment Index or TBCEI defines empowerment as aninterplay of three interconnected
elements: Individual, Social and Systemic. Individual means the self; Social means being part of a family and
community; and Systemic means being part of the TB care system.

A. Indicators of Personal Empowerment
1. Knowledge and strategic thinking
2. Public speaking skills

3. Problem solving skills

4. |dentity and self worth

5. Income generation

B. Indicators of Social Empowerment
6. Family relationships

7. Inclusion in community

8. Social network scope

Selfas a part of TE i:ar_e i
System ("Systemic Self’)

ass

Self as a part of Family and
Community ("*Social Self?)

""'-_.__________,_.

Figure 1: The TB Champion Empowerment Index

Figure 1 above shows the representation of the
three interconnected elements — individual, social,
and systemic - that sum up the TB Champions’
experience. The TB Champions who participated in
the discussions perceive their selves as being made
of these three interconnected elements. Furthermore,
they shared anecdotes that pointed to an increased
experience of power across all the elements.

The degree of empowerment resulting from
participation in capacity-building and from their
work as TB Champions can vary across the three
elements. For example, some Champions reported
significant increases in their authority as individuals
or as members of their community and smaller
increases in their power to engage with the system.

The TBCEI, therefore, measures empowerment with
a set of indicators under three themes: Personal
Empowerment, Social Empowerment and Systemic
Empowerment.

10

C. Indicators of Systemic Empowerment

9. Participation in the network

10. Participation in public health system
(local and national)

3.1 Key Indicators

Across each element, the shifts in power can be
observed and measured through a set of specific
indicators. A total of ten indicators across the three
themes are defined in the TBCEI:

Empowerment in the “Personal Self”:
5 indicators

Empowerment in the “Social Self":
3 indicators

@ the “Systemic Self”:
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Theme 1: Personal Empowerment

There are five indicators related to Personal
Empowerment, as follows:

knowledge and strategic thinking skills
public speaking skills

problem solving skills

identity and self-worth

iIncome generation

ok~ -

Theme 2: Social Empowerment

There are three indicators related to Social
Empowerment, as follows:

6. family relationships
7. inclusion in community
8. social network

Theme 3: Systemic Empowerment

There are two indicators under Systemic
Empowerment, as follows:

9. participation in the network
10. participation in public health system

The key indicators clarify, to a considerable extent,
the ways in which the experiences of “choice”, “voice’,
and “agency” have been evolving in a TB Champion’s
personal, social, and systemic experiences over
time (as they continue to participate capacity-
building efforts). Further, these indicators provide a
method to observe and measure empowerment by
noting how different TB Champions can experience
each indicator in a different manner.

3.2 Levels of Progress

Three ascending levels of progress are defined for
each of the ten indicators, as described below:

e Level 1: “Knowledge for self”

At this level, there is a newly experienced, and rapidly
expanding understanding of the TB Champion's own
ability to first, take charge of their own lives (each
of them had experienced varying degrees of loss
of control over their lives as a result of having had
TB), second, to help other people in the community,
and third, to impact the public health system in
small but definite ways. Most TB Champions appear
to arrive at this awareness of their strength within
a few months of beginning their work and joining
survivor-led networks.

¢ Level 2: “Knowledge for Action”

At this level, usually arrived at after a TB Champion
has been working for some period of time (can vary
from a few months to 2-3 years), there is a high
degree of self-confidence in their position in society
and their capabilities in each of the three selves; this
self-confidence is demonstrated through acts of
courage and persistence.

e Level 3: “Knowledge for sustainability”

At this level, the key features are independent
thinking and awareness of responsibility towards
TB-affected communities and others in the network.
This responsibility is demonstrated through taking
initiative and expressing interest in making the
network self-sustaining. When TB Champions arrive
atthis level for any indicator, it becomes fairly evident
that they are self-driven and can demonstrate
qualities of leadership whenever necessary.

Broadly speaking, each level includes the capacity of
the previous, i.e., TB Champions move sequentially
from Level 1 to 3.

11
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Table 1 shows the TB Champion Empowerment Index, with the key indicators and levels of progress.

Indicator

Level 1

Level 2

THEME 1: PERSONAL EMPOWERMENT

Level 3

1  Knowledge and
strategic thinking

Understands the science around
TB - the disease, diagnosis, and
treatment; also understands the
structure of the TB programme

Understands what needs to
be done when the needs of a
person with TB are not being
fulfilled; can engage with the
public health system

Understands the need to
be patient and persistent
in engaging with the public
health system

2  Public speaking
skills

Speaks effectively in network
events and with small groups

of people with TB and overall
community, with some help from
other network members

Frequently organises and
addresses large community
events

Communicates effectively
with leaders in the
community and the public
health system

3  Problem-solving
skills

Can respond to most questions
from people with TB, sometimes
needs help from senior network
members

Responds to issues raised by
people with TB with minimal
help from other TB Champions;
escalates via effective channels

Advises and supports other,
newer TB Champions in
solving their problems

4  ldentity and self-
worth

Has been able to regain the
dignity that was lost when faced
with the stigma of having had
TB; can now talk about their TB
journey without shame

Able to speak about personal
TB experiences to increasingly
larger groups with confidence;
aware that their work is
helping people with TB

Experiences a sense

of identity and pride in
themselves and their work;
aware that they are playing
an important role in their
communities

5 | Income generation

Has been able to increase their
income to a small extent, which
has brought some level of
economic independence

Have become eligible for new
employment opportunities

or increased their income-
generation capacity

Their work in TB has
resulted in a full-time
career that allows them to
support their families

Theme 2: SOCIAL

EMPOWERMENT

6 | Family
relationships

No longer experiencing stigma
from family (or reduced stigma)

Family members are accepting
of their work as a TB Champion

Family members are
supportive of and proud of
them and their work as a
TB Champion

7 | Inclusion in
community

No longer experiencing stigma
from community (or reduced
stigma)

Their community respects
them for their work

Their social power has
positively impacted their
families' standing in the
community

8 | Social network
scope

No longer experiencing isolation
because of the connection with
other TB survivors

Their network of connections in
their community has expanded
significantly

Feel confident being part
of and supported by a wide
social network; think of the
network as family

THEME 3: SYSTEMI

C EMPOWERMENT

9  Participation in
network activities

Carries out one or more of the
following activities — provide peer
support and person centred care
and/or organise local community
awareness generation meetings

Represents networks at
meetings with government
bodies; takes initiative to add
more TB survivors into the
network

Actively reaches out to,
supports and mentors
fellow TB Champions in
their work; participates in
problem solving for the
network; takes initiative for
network-related activities

10 Participation in
public health
system

Can communicate with local
public health stakeholders

Recognized and accepted by
local public health actors

Seen as a partner by public
health partners; invited to
key meetings and forums
and given opportunities to
speak

12
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IV. Pilot testing and Analysis

Responses collected from the 55 TB Champions
using the data collection tool were scored and an
empowerment scorecard was developed. Analysis
of the responses and scorecard helped construct the
Empowerment Index.

4.1.1 Empowerment Scorecard

The data collection tool had 10 indicators and
three levels of progress under each indicator. The
responses of the data collection tool were scored
using a simple formula:

« Every level 1 response (i.e., Knowledge for Self)
was given a score of 1

« Each level 2 response (i.e., Knowledge for Action)
was given a score of 2

« Each level 3 response (i.e., Knowledge for
Sustainability) was given a score of 3

If a participant selected the option of “none of the
above applies to me”, a score of 0 was given.

Given the distribution of indicators under each
theme, the scoring was as follows:

+ The theme of Personal Empowerment, measured
along 5 indicators, could have a maximum score
of 15 points

« The theme of Social Empowerment, measured

through 3 indicators, could have a maximum
score of 9 points

+ The theme of Systemic Empowerment, measured
via 2 indicators, could have a maximum score of 6
points

« The total score for the Empowerment Index,
therefore, would be out of a maximum of 30 points

The responses on the data collection tool were thus
scored and consolidated to create ‘scorecards of
empowerment’” which would provide a snapshot of
the group’s perception of their own power. Figures
2 and 3 show empowerment scorecards based on
the responses collected in November 2021. Figure
2 represents the responses from TMV members
as an aggregated empowerment scorecard, i.e.
empowerment as a combined effect of personal, social
and systemic experiences. Individual results under the
overarching empowerment score could be divided into
three parts, in ascending order of progress:

« Only 1 of the TB Champions (out of 55) marked
themselves at a score of 30% or below (Level 1 -
Knowledge for self)

« A total of 20 TB Champions marked themselves
at scores between 30% and 70% (Level 2 -
Knowledge for action)

« A total of 34 TB Champions marked themselves
at a score of 70% or above (Level 3 - Knowledge
for sustainability).

100% °

90%

80%

70% [ ] L L]

60% ° °

Figure - 2: Individual scores 50% °

of TB Champions (n=55)
40%

30%

20%

10%

0%

13



TB Champion Empowerment Index

4.1.2 Empowerment by theme

When sliced across the thematic lines, the
data shows additional patterns. Figure 3 is an
empowerment scorecard which provides further
insights on the experiences of power. It can be

100% @ & O & o 0o o 0000

seen that low scores were assigned to the theme
of systemic empowerment (green dots) much more
often than to the theme of personal empowerment,
reinforcing the need for more capacity-bulding in the
area of working with systems.

0% o oo °

80% @0 O © [

70%

60%

50% 00 o 000 o0 © © o
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30%

20%

10%

0%

Figure 3: Aggregated scores of TB Champions by theme

The patterns under each theme are described in
further detail below.

‘ Theme 1: Personal Empowerment

Thefive indicators related to Personal Empowerment
were:

1. Knowledge and strategic thinking skills,
2. Public speaking skills,

3. Problem solving skills,

4. ldentity and self-worth, and

5. Income generation

As can be seen in Figure 4 under the Personal
Empowerment theme:

« 29 TB Champions marked themselves at a score
of 70% or above

« 25 TB Champions marked themselves at a score
between 31% and 70%

14

@ Personal O Social © Systemic

+ 1 of the TB Champions marked themselves at a
score of under 30%

4S8 Theme 2: Social Empowerment

The thematic area of Social Empowerment had 3
indicators

1. Family relationships,
2. Inclusion in community, and
3. Social network

As seen in Figure 5, under the Social Empowerment
theme:

+ 35 TB Champions marked themselves at a score
of 70% or above

« 20 TB Champions marked themselves at a score
between 31% and 70%

+ None of the TB Champions marked themselves at
a score of less than 30%

TB Champion Empowerment Index

,3;1 Theme 3: Systemic Empowerment

The two indicators under the theme of Systemic
Empowerment are:

1. Participation in the network, and
2. Participation in public health system

Across the Systemic Empowerment theme (as seen
in Figure 6):

« 20 TB Champions marked themselves at the
highest level, i.e., a score of 70% or above

+ 32 TB Champions marked themselves at a score
between 31% and 70%

« 3TB Champions marked themselves at a score of
less than 30%

This section describes some key inferences from the
pilot testing, which helped inform the development
process and helped construct the TB Champion
Empowerment Index.

i) Need for continued focus on Systemic
empowerment:  The scorecard revealed
something that has frequently been observed
(as increasing attention is paid to TB Champions’
narratives) - that the greatest increase in
perceived power seems to be along the lines of
social empowerment, and the one that continues
to be most challenging is the theme of systemic
empowerment. Justover athird of the respondents
marked themselves in the highest level of
progress in systemic empowerment, whereas
the ratio of respondents marking themselves at
Level 3 in personal and social empowerment is
53% and 64% respectively.

ii)Areas of “No change”: The indicators where
survey respondents had selected “none of the
above” were interesting to note. Whenever a
TB Champion selected this option, they were
indicating that effectively, nothing had changed in
their lives for that specific indicator. There were

three indicators, one under each theme, where
this “no change” was significant. These were:

« Indicator no. 5 (Income generation) — a total of 9
(out of 55) respondents shared that nothing had
changed for them under this indicator

« Indicator no. 7 (Inclusion in community) — 3
respondents shared that nothing had changed
for them under this indicator

+ Indicator no. 10 (Participation in the public
health system) — 5 respondents selected the “no
change” option

For the remaining 7 indicators, “no change”
responses were either 0 (three indicators) or 1 (four
indicators.

Other interesting patterns emerged as well and are
described under each specific theme.

‘ Personal Empowerment:

Among the five indicators under this theme, the
greatest increase was experienced along the lines of
the fourth indicator, i.e., identity and self-worth. This
was noteworthy because the words “pehchaan’,
“maan’, and “atma-samman’ (translated to identity,
esteem, and self-esteem respectively) crop up
frequently whenever TB Champions speak about
how their lives have changed. This is an indicator
that reiterates the interconnectedness of the
indicators and themes — an increase in self-respect
strongly contributes to the increase in other skills
like problem solving and public speaking. Also, this
is one of the three indicators (out of the ten total)
for which there were zero “no change” responses,
meaning that empowerment related to identity and
self-worth has been universal.

The lowest increase among the Personal
Empowermentindicators was in the indicator related
to income generation. As mentioned previously, this
indicator is also interesting in that it is the one which
received the maximum responses (9 in total) to
the statement reflecting “no significant change”. Of
the 55 TB Champions surveyed, a total of 46 have
experienced small to significant increases in their

15
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income, and of these, eight have managed to build
full-time careers in TB because of the increased
skills and opportunities.

Responses to the other three indicators in this
category — public speaking, problem solving and

knowledge and strategic thinking - indicate that
about half of the TB Champions surveyed placed
themselves at the highest level of empowerment
for these indicators.

1. Knowledge and strategic thinking

16
B .
a—

2. Public speaking skills

22

3. Problem-solving skills

12
: -
A
4. ldentity and self-worth
11 11
0 ﬂ ﬂ

5. Income generation

26
12
9 -
No Level 1: Level 2:
significant Awareness Increased
change of strength Confidence

Theme 1: Personal Empowerment

/ lunderstand the science of TB,
understand how to engage
with the health systemand

that change requires patience |
and persistance 3

' | can communicate effectively
with large and small groups of |
people, as well as with leaders

in my community :

/ lcanrespond effectively to |

27 . issues faced by people with TB |
' and also support other TB |

Champions in solving their
problems

/' lhave a sense of identity and
33 ! pride in myself and my work; |
/ amaware | am playingan
important role in my
community

My work in TB has resulted in
a full-time career that allows
me to support my family

Level 3:
Self-driven

Figure - 4
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&8 Social empowerment:

The greatest increase in social power, according to
TB Champions, has been in terms of the power that
comes from family relationships (indicator no. 6).
The expansion of power that comes from family has
been true for every single member in this network,
and 71% of the members placed themselves at the
most advanced level for this indicator, making it the
strongest among the ten indicators in index. It is

both interesting and poignant that the TB Champions
often refer to the TMV network as their family.

The expansion in each individual's social network
is also a source of power (indicator no. 8), and all
but one of the 55 TB Champions have experienced
an increased sense of support. The area that may
contain some vulnerability is that of inclusion in the
community (indicator no. 7) where three people
shared that they have experienced no significant
change in terms of inclusion in their communities.

6. Family relationships

12

7. inclusion in community
19

10

8. Social network scope

26
9
1 ﬂ
A

No Level 1: Level 2:
significant Awareness Increased
change of strength Confidence

Theme 2: Social Empowerment

‘;‘"‘ No longer experiencing stigma
~ from family; family members
are supportive of and proud of

39 them and my work as a TBC

‘;" No longer experiencing stigma
/ from community; my social
23 ! power has positively impacted
my families’ standing in the
community

| feel confident about being
part of and supported by a
wide social network

/| S

Level 3:
Self-driven

Figure -5

@ Systemic empowerment:

Over 42% of the respondents experienced the
highest level of power and responsibility of TMV
network (indicator 9), and 100% of them experienced
some degree of empowerment that comes from
participation in the network.

On the other hand, just over a third of TMV members
found the full extent of partnership with the public
health system (indicator 10), marking this indicator
as a clear area of opportunity. For at least five
people, there was a clear indication that nothing
changed in terms of their power to participate in the
public health system.
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Theme 3: Systemic Empowerment

9. Participation in TMV

25

10. participation in public health system

24

No Level 1: Level 2:
significant Awareness Increased
change of strength Confidence

| take initiative for network
related activities and mentor
new TB champions

| am enmeshed in the public
health systme and seen as a
partner by public health staff

Level 3:
Self-driven

Figure - 6

The TBCEI is an early-stage attempt to understand
and quantify the multi-faceted empowerment that
capacity-building and sustained engagement can
create. The pilot testing of the TBCEI revealed a few
areas of opportunity in strengthening TB-affected
communities. For example:

e Focusing of efforts on specific areas: As
described above, clear vulnerabilities exist for a
few areas like income generation and participation
in the public health system. These areas need to
form the basis of further discussion to expand
understanding and creative solution-making.

 Focusing of efforts on specific individuals: The
pilot scorecard revealed individual variations in
the degree of empowerment. There were clear
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outliers on both sides — a few TB Champions (9-
10 of 55) who scored themselves at 90% or above
on nearly all the empowerment indicators, and
4-5 who scored themselves at 40% or below. A
few experimental efforts can emerge from these
observations - the former group could partner
up with and support the latter group, or the latter
group could undergo additional, more focused
capacity-building.

Measurement of change: It would be interesting
to carry out a repetition of the data collection at
a few specific intervals to see if/how experiences
of empowerment change for the group as they
undergo new capacity-building and engagement
efforts.

TB Champion Empowerment Index

V. Looking Ahead

e What does it mean for a person to say, lam a TB
Champion?’

e What could motivate a TB survivor to want to
become a TB Champion?

» What does the experience of becoming and being
a TB Champion mean for an individual, beyond
their contribution to the TB response?

These questions were the starting point for the
conceptualisation of this Index, which to the best
of our knowledge, is a first-of-its-kind attempt to
undertake measurement of empowerment among
TB-affected communities in India. The TBCEI offers
a tangible way to record and analyse empowerment
and the impact that sustained capacity-building and
meaningful engagement can have on individual
lives as well as collective networks, in addition to
the impact on people with TB and the overall TB
response. The TBCEI also provides an opportunity
to track and understand the growth and progress
of a TB Champion along the various domains of
Personal, Social and Systematic empowerment.

While the TBCEI was designed primarily for use in
tuberculosis, and with TB survivors, it can be adapted
to other settings for similar use and analysis. The
Index can be used to measure empowerment of
TB-affected communities in other TB high-burden
countries. The process of developing the TBCEI, and

specific elements from this Index, can be potentially
replicated or adapted to formulate similar tools
for other public health contexts, to measure
empowerment of affected communities who have
been systematically engaged. While indicators of
empowerment are likely to vary based on specific
contexts, the process for constructing the Index
and indicators could remain broadly the same, as
described in this document.

There is growing global recognition of the need to
increase investment in communities as part of the
‘End TB' strategy. In India, the TB programme’s
commitment to expanding the TB Champion pool is
well established, with the ambitious vision of having
two TB Champions at every Health and Wellness
Centre. The increasing numbers of TB Champions in
India offers an opportunity to use the TBCEI at scale
to track and measure empowerment at different
stages of capacity-building and engagement. In the
future, the Index could possibly be used by survivor-
led networks, at multiple time-points and intervals,
to discern the needs of their members and identify
strategies for engagement. Finally, the use of the
TB Champion Empowerment Index can generate
evidence that could help strengthen the case for
enhanced and more strategic investment in TB-
affected communities.
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A. Data Collection Tool (English)

Note: minor edits were made to the first version of this tool, following the pilot testing.

Instruction for respondents:
Please read the statements below and mark the statements (A, B, C, or D) that are applicable for you. You
can mark more than one option in each group of statements

1.
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Information about TB and the national TB programme

a) | have adequate information about TB as a disease and the TB programme

b) |know what to do and whom to call when a person with TB is not getting the right care or support

c) |know it takes many attempts to change things and | need to be patient in my interactions with the
system

d) None of the above

Public Speaking skills

a) |can speak confidently at small community groups, network meetings etc.

b) | feel confident addressing large groups of people

c) |feel confident about speaking to anyone, no matter what their level of authority
d) None of the above

3. Problem solving skills

a) |can solve most of the problems that people with TB share with me, but sometimes | need help from
other TB Champions

b) | can independently solve the problems that people with TB share with me, and | know how to
escalate things

c) | can independently solve the problems that people with TB share with me, and | sometimes help
other TB Champions in overcoming their challenges

d) None of the above

Identity and Self worth

a) | don't feel ashamed of having had TB and | share my TB experiences without shame with other
people with TB and the community

b) | can share my personal TB experiences with large groups of people because | know by doing this, |
am helping others with TB

c) |feel proud of myself and my work as a TB Champion. | know that | play an important role in my
community

d) None of the above

10.
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Income generation

a) | have been able to increase my income to a small extent and this has brought me some level of
economic independence

b) | have become eligible for new employment opportunities or increased my income-generation
capacity because of my work as a TB Champion

c) My work in TB has resulted in a full-time career that allows me to support my family

d) None of the above

Family relationships

a) My family does not stigmatise me or discriminate against me (or stigma has reduced)
) My family accepts my work as a TB Champion

) My family members are proud of me and supportive of my work as a TB Champion

)

o O O

None of the above

Inclusion in community and social recognition

a) |no longer experience any stigma from my community (or the stigma has reduced)

b) My community members respect me for my work as a TB Champion and see me as an expert
c) My social power has positively impacted my family’s standing in the community

d) None of the above

Social network scope

a) I no longer experience isolation because of the connection with other TB survivors

b) |feel confident being part of and supported by a wide network; | think of the network as family

c) My network of connections has expanded significantly, | am now connected to people all over the
country and | find this useful

d) None of the above

9. Participation in networks

a) | frequently (at least once a month) carry out at least one of the following activities: provide peer
support and person-centred care, organise local community awareness generation meetings

b) Ifrequently (at least once a month) represent the network at meetings with government bodies and/
or | take initiative to add more TB survivors into the network

c) lactively reach out to, support and mentor fellow TB Champions in their work, and/or participate in
problem solving for the network; and/or take initiative for network-related activities

d) None of the above

Participation in public health system

a) |frequently (at least once a month) communicate with local public health stakeholders

b) Local public health stakeholders know me and my work

c) | am a respected ally of the public health system; they see me as a partner and invite me to key
meetings and forums

d) None of the above
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Data Collection Tool (Hindi)

me (Empowerment Index) mmﬁﬁ(data gathering form)
e Fumn e fou U Sy ) ug iR 34 fawent (g, off, 3, a1 3 &1 T &L S 3419 & fore wet
g1 918 I TP ¥ 31 [dded 31 97 W R wdhdl &

1.
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& (TB) or NTP & R A STHHRI

a) WX U & I 3R TB HTIHPH & IR | Yaftd STHHRI 8

b) 3 Uar g for .3 I B WE S@HT 7 Fia IR a1 31 8 3R 58 Bid de1 8

o) U wHediAl § i Riew &1 9ea & il 8 Tar o Usd ¢ ok T Rew & 9y 94,
JTEY 3R TEaT P 1Y HTH BT AT 8

d) TIPS W ey gz anp et

Uit Wi &1 Hizra

a) B¢ AHEI® Ig!, Acad Wi ofg & sTafayr 3 aid gobdi/d g

b) T TS TS TG! B! TN FHRA BT SMAAY G/l §

o) T et O +ft 910 A 1 STy @A/ § 316 31 SHAPR B Wk $S {1 81
d) FAHIDIS M fadhed gIwR ar e

HHT AT BT DHI=T

a) O A 7S Bt itz THnett &1 U aR GhdlAl §, dfe et g2t o et
T § Aeg P MaRgHdl gl &

b) T e mIS Bt Wit THnet &1 IHIUH WA U I HR Ihavdl g, AR T SO &1 B
TE! IR P U TG T B

o) H A a8 o It TErelt &1 Ty Wod U &R 9F i/l g, ok J dfl-dedt o
& o1, I B 3P ANl DI 5 H= § Hag N ST

d) SAH I DR H fahed goR amy a1
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4. g 3R ATHIHE

a) T3 39 910 4 W U5YH 61 gl &1 gof La. Bt SART ot SR T e A st & srya fa
foraft = & o A SiR < & Ty e SR §

b) H 3T TG &, SIHT DI IS THG! & 1Y T HR Fhal/cll § i Yol Udl & fob T
B 9, 7 37 & & A 3} Heg HRITWIRE

o) WU & A & T 3UA 3T TR 3R U= HTH TR Td HEqH BN/ g | H SIan/sat
% [ o o0 IR & TP He@yul YT Aumay fHurd g1

d) A IADIS o fawed GIoR Ay el

. ATHGHT gord

2) B o H w 9fE 5 8 oIR T 1R 30 58 7 Sififep Tt vt

b) AR feTg ASFIR & T e Gei MY & A1 A8 sl gyl g g€ @

¢) CLal & B H O I Sroiifade! fird T g iR I8! R IRaR-uTe &1 JaeHd |id &
d) FHIPIS 1 lAhed JIR ar] 7o

. UIRaiR® &y

a) TRTUREAR W 1Y Hig NgHTE el BT (AT HeHTd HH 81 T 8)

b) W1 URAR & &, HfUTa & TuH IR B 6! WHR BT 8 3R TR TSI HRl 8
¢) M URAR & Tl Bl I W MR M A Mo F AR T8

d) A DR o fdHed GeroR an gl

. e W U 3R A=l

a) TR G # H13 TR Y HHTT a1 BRdl (AT HEHTd HH 81 T 5)

b) ™R UG & Y& EL.a. g & & U & TR B o o1t TRT I HRd 5 3R Jof T A=
»ETH TG ®

o) M &MY T g g, N uRar &1 ft a1 fran 8

d) A DI W owed g a6t
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8.

10.
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e Aead

a) 3 ) YaizaRd ol fireM & dTe 3id BRI (b R 8l T

b) T U fagd Aead &1 Zw g 3R 3P TedI I Ay firerar 8; # Aedds o gRkar
T/ §

o) TR UM Teieh ¥ g g5 8, W AN T UM S R A ¢ iR ST g A g e

d) STHIADR ff ey qoroR ang =t

Aead H UrfigrRt

a) U HWR @{EH A HH A HH T 9R) FafaRad nfafaftrl & @ g il §: TewmH Jgrd
3R Afd Dicd U, RIFTI AN & i SHREDHAT HRIHH BT SRS

b) H IRR {eH & $H ¥ HH Th TR) WBR! "egs &1 Ui 9H3 TerY Hifen 7 ym
A g, SR/ 7Y Aol YalgarRy & Hedd | SediAil §

o) U Ifepa =0 I aredt & oft. a9 frardndt €, 391 Iwd[ SRl § SR 39 v & 9
T qarg At §; SR/ Aedd & T o JHIYH H YT dardt §; SiR/Am Jead I Iefdd
Tfafafedl O 9¢-ag B YT Adi/dl §

d) TIPS H fawey g an e

WA fqURT & o1 § Uit

a) T AR (e T &0 Y HH U IR) R WY faUTT & WIh & 1Y FTaid Ha/Bdl g

b) R WA fAUTT & €I T 3R TR H1H B o1 d §

¢) YT W AU & T BT IR B4 §, g3l U [RdUR® & T0 § 334 § R 73
TG 931 3R Hdl TR SATHET #Rd &

d) FHIDIS N fadwen g arg et

TB Champion Empowerment Index

C. How to Use the Data Collection Tool

As can be seen in the data collection tools in Annexure A and B, each set of ten statements is presented
as a multiple-choice question with 4 responses, of which one needs to be selected. Options a), b) and ¢)
correspond to Levels 1, 2 and 3 of Progress. Option d) provides the respondent to select none of the above if
they disagree with the indicator description and free-text space to explain their point of view.

Data gathering: The tool can be used in one of two ways:

« Team-assessment: A person from the project team or a consultant can gather TB Champions’
responses to the questions during interviews or group discussions

+ Self-assessment: Using data collection tools like Google Forms, TB Champions can be given
access to the questionnaire and requested to select one option under each question

Analysis: The response to each question results in a score depending on the level selected.

« For every a) response selected, a score of 1 is assigned, for every b) response, a score of 2 and
for every c) response selected, a score of 3 is assigned. If option d) is selected, a case-by-case
decision can be taken to give a score of 0 to 3. Therefore, the final score is out of a total of 30.

« |f TB Champions carry out self-assessment, they are likely to select multiple options because if
c) is true, a) and b) are will also be true (because each level includes capacity of the previous).
The score will be calculated based on the highest level that they select. For example, if a TBC
selects both a) and b), the score will be 2. Similarly, if a TBC selects all 3 options —a, b, andc-a
total of 3 will be given to that response.
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The TB Champion Empowerment Index is a first-of-its-kind attempt to

measure empowerment among TB survivors in India. Developed through an

informed and systematic process, the Index offers a tangible way to quantify

and measure abstract experiences of individual and shared power, and to

understand the impact that sustained capacity-building and meaningful

engagement of TB survivors as Champions can have. The Index defines

empowerment as an interplay of three interconnected elements: Individual,

Social and Systemic, and offers the opportunity to track progress along a set

of ten key indicators in these three domains. The use of the TB Champion

Empowerment Index can generate evidence that could help strengthen the

case forenhanced and more strategic investmentin TB-affected communities.
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