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ABBREVIATIONS

AH  Adolescent Health
ART & IPT  Anti Retroviral Therapy & Isoniazid Preventive Therapy
ATT  Anti Tubercular Treatment
CBNAAT  Cartridge Based Nucleic Acid Amplification Test
CBO  Community-Based Organization
CPT  Cotrimoxazole Preventive Therapy
CSs  Community Structures
DBT  Direct Benefit Transfer
DM Diabetes Mellitus
DCM  Differentiated Care Model
DMC  Designated Microscopy Centres
DOTS  Directly Observed Treatment, Short-Course
DRTB  Drug-Resistant Tuberculosis
DST  Drug Susceptibility Testing
FCTC  Facility Integrated Counseling and Testing Centre
ICTC  Integrated Counselling and Testing Centre
KHPT  Karnataka Health Promotion Trust
KOL  Key Opinion Leader
MNCH  Maternal, Newborn and Child Health
NGO  Non-Governmental Organization
NTEP  National Tuberculosis Elimination Programme
PHC  Primary Health Centres
PLHIV  People Living with Human Immunodeficiency Virus
PSGs  Patient Support Groups
RANA  Risk and Needs Assessment
SHG  Self-Help Groups
TB  Tuberculosis
THALI  Tuberculosis Health Action Learning Initiative
TUs  Tuberculosis Units
USAID  United States Agency for International Development




“When we were approached by the
Community Coordinator of the THALI
project, we agreed to work with them because
we felt it would be a good opportunity to work
for the unprivileged to improve their health,
and to establish better rapport with the health
department. In the process we also increased
our awareness on TB and its harmful effects
on the community. Our organization reaches
out to around 800 community members and
we will spread these messages.”

Tejus, President, Save India Live Humanity
Educational and Charitable Organization.
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“When a Tuberculosis (IB) patient also has
HIV or Diabetes Mellitus, it becomes difficult
to treat. On the field it often became evident
to us that the patients who had one or more
of these conditions along with TB, found

it very difficult to complete the treatment.
Taking medicines for multiple conditions

had side effects which were unbearable.

THALI foresaw and provided through the
Differentiated Care Model (DCM). It was a
big learning for me.”

. Such patients need extra support, which
I

¢  Devraj, Community Coordinator, THALI. /
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FROM THE BEGINNING

hese voices belong to people associated with THALI, which was implemented by Karnataka

Health Promotion Trust (KHPT) in three southern Indian states covering 73 towns and 30.4
million people. The project was a patient-centric family-focused TB prevention and care initiative
that aimed to facilitate access for vulnerable populations to quality TB services from health care
providers of the patient’s choice. THALI was funded by the United States Agency for International

Development (USAID).1

1 http:/ /www.khpt.org/intervention/tuberculosis/




THALI addressed several gaps in TB care and treatment, of which the most severe were those which prevented
patients from seeking timely care and completing treatment. While the program worked alongside the National
Tuberculosis Elimination Program (NTEP), and adhered to all the prescribed protocols, there was special focus
on:

2

## Increasing the detection rates through locally relevant innovative means;

NA

*#  Reducing mortality among patients with co-morbidities;

N4

*#  Increasing community involvement by involving local community structures (CS) such as self-help groups
(SHGs), youth groups, faith-based associations, local unions, etc;

N2

it Bstablishing patient support groups (PSGs) to promote peer support, interaction with medical experts
enhanced nutritional support for needy TB patients; addressing self-stigma and discrimination);

s Strengthening the Direct Benefit Transfer (DBT) linkages and ensuring supportt is received within two
months of treatment initiation;

%t Prioritized follow-up of Differentiated Care Model (DCM) patients (see box for information on DCM).
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COMMON ACROSS THE PROGRAM, AND YET
LOCALLY RELEVANT

Whﬂe activities were broadly common to the THALI program
across all geographies, there were efforts to make it relevant for
grassroots communities in all the operational areas, given that urban,
semi-urban, or rural have varied and specific needs. There was particular
emphasis on making the program impactful till the last mile through
several tools and methodologies and the foundation for all activities was
that they were for, of and by communities. In Ballari, the uniqueness lay
in its ability to use local resources by involving community structures
(CS) and enable buy-in from them for TB prevention and cure.

THALI AT WORK IN BALLARI

Ballari district, which was one of the operational areas of THALI, has
eight taluks. The district has a total population of 2,45,2,5952, with
an urban population of 9,20,239, and rural population of 1,53,2,356. The
district is rich in natural resources and farm lands. Large sections of the
population are engaged in mining, stone-crushing and other professions
which are known risk factors for TB. Ballari, the capital city of the district
is known as Steel City and Gani Nadu (mining city).

A study by KHPT highlighted the high TB burden pockets in Ballari

and Hospet taluks. Ballari taluk has the highest number of cases. The
district has 12 TB Units (TUs) covering a population of 4.1 million.
Each TB unit covers a population of 38, 0000 and houses 86 Designated
Microscopic Centres (DMCs), 3 Cartridge Based Nucleic Acid
Amplification Test (CBNAAT) Sites, 28 Designated Microscopic Centres
(DMC) Integrated Counselling and Testing Centre/Facility Integrated
Counseling and Testing Centre and 815 Directly Observed Therapy,
Short-Course (DOTS) Centres. It also revealed that thete was a need for
greater awareness on TB and more community involvement to address
issues such as stigma and treatment adherence.

2 Census 2011




HARNESSING THE POWER OF COMMUNITIES

he most impactful strategy in Ballari was identifying local leaders and active CS, and building their capacity

to carry TB care and prevention forward beyond the project. Suresh Mahadevappa, Deputy Director,
Programs, KHPT sheds more light on the CS involvement in the project and says, “KHPT had previous
experience people living with HIV (PLHIV) and CBO networks in prevention and care activities. We had
experienced the impact we could achieve through active community involvement. However, the TB scenario was
a little different because unlike HIV it is not a lifelong condition. The treatment can stretch from 6 months to
2 years and we were quite sure that cured patients would be reluctant to stay engaged beyond that. One viable
option was to engage already active community groups and work with them to increase awareness and promote
prevention in order to reduce its negative societal impact. It was also important for us to motivate them to refer
their neighbors and relatives if they saw TB like symptoms in them.”

This was however easy in theory but difficult to put on the ground. As Suresh recollects, “We found the groups,
but each group had come together for specific purposes, be it for faith-based activities, social activism, advocacy
for particular causes etc. Integrating health, and in particular TB-related activities in these groups would prove
challenging. This called for a focused, process-driven approach, and recognition that change takes time.” The key
approaches in Ballari district were:

“As TB is an airborne infection that
affects large sections of society, it

was vitally important to involve larger
communities. The rationale was that
community structures were made up of
the same communities that THALI was
targeting. They were already collectivized
hence it was easiet to obtain a wider
reach. Motre importantly these members

would be able to convince their peers

about prevention and treatment for TB
with greater ease.”

Dr. Joseph Francis Munjattu,
Deputy Director — Program, THALIL KHPT.
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INVOLVING COMMUNITY STRUCTURES — THE ACTIVITIES

*k Mapping the community

The first step while working with CS was to get to know their strengths and more importantly, their willingness
to become part of the project. This was doubly challenging because no incentives were being offered and it had
to be completely voluntary. Social mapping exercises were undertaken along with key opinion leaders (KKOLs)
and other community members in local slums where THALI operated. This helped the THALI team collate
information on local organizations that were active and strong e.g. unorganized labor associations, auto driver
unions, SHGs, faith-based groups, etc. The effort was to make it as inclusive as possible.

Sunitha, Community Coordinator, THALI says, “TB is a widespread problem and stray efforts would not work
for TB elimination which NTEP is aiming for. Therefore, through social mapping exercises we attempted to
identify strong grassroots organizations that could work with us and even beyond THALIL”




>k Building rapport

After the social mapping, the findings were collated and information about active CS with a suitable member
base (above 100) and reach was extracted. THALI staff then approached various categories of CS, details of
which are in the table below.

As entry-level activities, selected CS were approached and their leaders oriented to the activities of THALL
Leelavathi, Community Coordinator, THALI says, “We always worked with local leaders and influencers. Despite
this it was not easy to build rapport and gain the confidence of the CS members. We were not offering any
incentives and were mainly depending on the goodwill and commitment of the office-bearers and members to
join us. As they were used to seeing vote-seekers, they were suspicious that we were also approaching them with
agendas. It was also difficult for them to find the time to attend meetings because they were all working people
depending on daily wages. As a solution, we decided instead to go to the meetings they were already holding as
ask for a slot to speak at those meetings. This worked well and we soon had their confidence. The long-term
strategy was to give local communities accurate information about TB. It also gave them skills to detect and seek
treatment for it on time.”

Types of CSs in Ballari District

SL  Type Number
of CSs

1 Unions (labor, auto drivers, lorry drivers, owners) 19

2 Youth groups 13

3 Caste-based groups (schedule tribes, nomads, Kurubas, and 10

other schedule caste groups)

4 Women SHGs and federations 8

5 Faith-based groups (through mosques, churches and 4
temples)

6 NGOs (non-profits) 2

7 Female Sex Worker CBOs 2

8 PLHIV networks 1

Total 59




>k Deepening the engagement

After the initial rapport was built, and the CS had expressed support, the members were exposed to training
sessions that stressed on the importance of community participation, the power of collectives, gender
perspectives, ownership of health, etc, when they were sufficiently sensitized, information on TB was given to
them and interaction was facilitated with health functionaries from NTEP.

This interaction built their awareness and made them vigilant to members of their community who were
manifesting TB like symptoms i.e. cough, weight loss and fever.

This vigilance then resulted in referrals (case finding) and helped the A CS MEMBER STEPS IN —
officials to test and treat the positive cases. EVEN ONE LIFE SAVED IS

A BIG STEP

Rathnamma, President, Sri Sai Mahila Sangha, says, “There was a lot
of stigma around TB because we had so little knowledge about TB.
We isolated TB patients out of fear that they would spread the disease.
Now we know that if patients take medication regularly TB can be
cured. While it is important to protect ourselves to prevent the spread
of TB, there is no need to stigmatize TB patients. From our sangha,
we spread this awareness and encourage people to get tested for TB
promptly if they suffer symptoms that could be because of TB.”

Raju was a homeless person who

slept on a railway platform at night.

In the day, he wandered in search

of work. When he developed

TB symptoms and was unable

to work, he lay on the platform,

sick and wasting away. Maranna,
The CS members then tracked the patients and motivated them to stay R oRANTRe I\ S aRvA TRV ANR v eI aF]
with the treatment till completion, facilitating extra nutrition for needy ORI MINS VN DN TIRS VIR s RTstse)
patients, and being alert to other needs they had. Hanumantamma, the program found him sick and
President of Bharatambe Okkuta remarks, ““The husband of a helpless and took him to the neatest
health facility with the help of the
THALI staff. With support at several
levels which included nutrition and
transportation, etc from Maranna,
treatment from the local PHC and
interaction with peers at the PSG he
is now cured. Maranna, along with
THALI staff have found him a job
and a home at a local facility for the
homeless. This is a happy ending,




member had died of TB because he did not seek treatment on time and was not regular in taking the treatment.
When the THALI staff approached us with this opportunity to understand the importance of TB and how eatly
detection help our community members to get cured we were eager to join the project. We understood that early
treatment, better treatment adherence, good nutrition and treatment completion can so many lives and help so
many families.”

This process also encouraged close interaction between communities, health officials, affected and infected
people and the CS, creating a care circle or continuum, which had the potential to last well beyond the project.

> Integrating the DCM approach

Detecting a case of TB with the help of a CS was but the first step in a longer process. Detection had to be
followed with testing, diagnosis and treatment. This was standard protocol. However, THALI also integrated

the DCM approach into the process. This approach involved using the risk and needs assessment (RANA)
template to assess the additional risks that a patient faced and thereafter the patient was categorized under one or
more of the seven risks identified under the DCM approach (see table). On categorizing the patient, specialized
approaches, counseling and treatment was facilitated, depending on the patient’s particular needs. CS members
were also oriented to this approach in order to ensure they were aware and could be mindful of the linkages that
affected TB care.




Category of patient  Applying elements of DCM

Elderly > 60 years of  ° Understand and identify any possible neglect
age * Identify and educate primary caregiver on TB disease, drugs and follow up
*  Look for co-morbidities e.g. Diabetes Mellitus, hypertension, etc
* Ensure treatment and follow up of medical illnesses with relevant specialists
(supportt in collecting medicines etc.).

Living alone with no * Understand the reasons for a person living alone and explore support systems
support in neighborhood
* Facilitate support from family or friends or colleagues (respecting the patient’s
choice)

* Linkage to the TB Careline or PSGs
*  Work out reminder systems like SMS (short message service), alarm clock for
medicine intake.

Previously irregular * Identify and understand reasons for irregularity in taking medication
to treatment * Facilitate counseling and education support to patient and family
* Ensure they understand the advantages of regular medicine and dangers of
DR TB

* Facilitate linkages for getting injections if required

* Ensure universal DST, before initiation of treatment.

* Ensure screening for HIV and Diabetes Mellitus, which may cause repeated
episodes of TB.

DR TB * Counsel and educate the patient and family on duration of treatment
* Regular assessment of adherence
* Ensure the patient understands the side effects of medication and
management
* Facilitate linkages for injections
* Tacilitate tertiary care admissions as and when required
* Leverage resources for higher level medical management (surgery, etc.).




Category of patient  Applying elements of DCM

TB and alcohol use * Ensuring regular intake of TB medications not de-addiction is the primary

goal

* Counseling of patient and family regarding treatment

* Ensuring that one primary care giver takes the responsibility of giving ATT
daily

* Tacilitating linkages for pyridoxine tablets

* Educate the primary caregiver on the importance of providing regular meals

* Facilitate linkages to de-addiction services and/or higher level medical
facilities

* Involve KOLs in case of domestic violence, etc.

TB-HIV e Facilitate ART initiation IPT for HIV positive spouse, if eligible
* Contact screening for pediatric contacts, facilitate IPT if eligible
e Identify primary caregiver educate on TB, HIV medications, etc
* Facilitate linkages for pyridoxine tablets as and when required
* Ensure that the patient is regularly followed up by ART medical officer
* Educate the primary catre giver about the importance of CPT (Cotrimoxazole)
in HIV TB co-infection
*  Motivating patient to attend patient support group meetings
* Facilitating linkages with other NGOs for social entitlements nutrition.

TB & Diabetes * Tacilitate screening for diabetes in all TB patients
Mellitus (DM) * Linkages with diabetic clinics and ensure TB medications and Diabetic
medications are taken regularly
*  Supporting regular monitoring of blood sugar levels & ensuring that diabetes
is under control
* Facilitate linkages for pyridoxine tablets
*  Supporting in the disclosure of TB status to the doctor treating diabetes for
modification in nutrition /medications if required
* Identifying and educating the primary care giver on importance of providing
regular meals (low calorie and high protein), TB medications and diabetic
medications.



3 Not just detection & cure — offering support through Patient Support Groups
(PSGs)

The concept of counseling and psycho-social support for cancer and HIV, etc is common. However, the same
services for TB are becoming a reality in recent times, recognizing the fact that TB patients, particulatly patients
with DR TB are under the same stress. They need as much attention as patients afflicted with some of the other
diseases, despite TB being curable and preventable.

As part of THALI too these services were made available through the PSGs and one-to-one efforts to patients
detected and diagnosed through the intervention of CS members as well. Through CS involvement, vatious
kinds of support, such as nutrition, transportation, counseling, etc were provided to the patients in order

to keep them motivated and help them complete treatment. This had multiple benefits as every patient who
completes the treatment, aside of becoming productive and well again, also becomes unable to spread the
infection thereby sparing others of the disease.

The Ballari intervention and strategy of working with
existing CS resulted in several members of the community
becoming motivated enough to carry the fight against TB
forward and have now been designated as TB Champions.
Venkatesh (55) is one of them. He had worked as a
supervisor in a mining company but had to stop working
when he was infected with TB. He has been engaged with
the THALI program for about two years. Having been a
TB patient, Venkatesh is aware of the struggles faced by
people afflicted with it. This puts him in a position to help
other patients like him cope better with their situation.

He is now a TB Champion and attends PSG meetings,
during which he shares his own experiences and educated
patients on how to deal with treatment, stigma, nutrition
and side-effects of medication. He says, “I had TB, but
am cured completely now. TB patients do not need to fear
anything. They need family support, good nutrition and
peace of mind. I am also contributing a little service by
inspiring other TB patients.”




¢ Driving Positive Change - A Union of Auto Drivers Coming Together

Amma Kasturi Auto Chaalakaru Mattu Malikara Sangha, Ballari, reached large sections of

the population through TB Awareness program. Of these the program conducted on March
9, 2020 with the motivation of Community Coordinator Asha, had an attendance of around
200 members from neighboring slums who spoke about the importance of awareness and
prevention of TB. Mr Obala Reddi, STS spoke to the participants about TB symptoms,
treatment, care and support services. The CS President Mr. John Bosco, other members
reiterated their support for TB prevention and care. The volunteers also visited individual
houses and distributed pamphlets conveying messages on TB. Through this one-day awareness
program 23 cases were referred, 12 were tested and 6 tested positive for TB and were put on
treatment.

LEARNINGS AND WAY AHEAD

The intervention in Ballari has yielded several valuable learning’s and has shed light on the way forward. Some of
these are listed below:

%

st Hxisting structures in any operational area are untapped resources owing to the large reach they have into
communities. These structures need to be involved and motivated to join any efforts at TB prevention and
care

& Positioning CSs prominently within a broader health agenda beyond TB ensures greater ownership and can
vield rich dividends for public health

*#  Working with structures of vulnerable communities (formal, unorganized and informal) helps fill gaps in
service reach

s CSs such as SHGs ensured bring focus towards gender in the context of TB

##  CSs has the potential and strengths to respond holistically and is cost effective as existing human resources

can be used.



VOICES OF SUPPORT

“I am happy that so many

community organizations are
joining their hands in the End
TB efforts of NTEP. I appreciate
KHPTs innovative efforts”

Dr Eeranna
DR TB Centre, Ballari

“This is the first time we
are recognized for doing
social work, I feel so happy
and encouraged to do more

service to the community.”

Khajabi
Mehaboobia Masjid Committee

“We really appreciate the commitment
of THALI workers, who motivated

us to work for TB reduction in our
community. We will continue to create
awareness on IB in the community to
save lives.”

Srinivas
Un-Organised Laborers Welfare
Association, Hospet
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MEDIA ENDORSEMENTS
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GOOD BEGINNINGS, NEED FOR SUSTENANCE

hrough the intervention in Ballari, THALI has demonstrated the potential that CS have

for spreading awareness on TB among larger communities, and promoting better health-
seeking behavior among them. Beginning with case finding, and right up to complete cure CS
members ate encouraged to support the patient and ensute s/he is cured. His/her needs are
addressed holistically by a variety of support systems. The investment has mainly been in the
direction of capacity building and finding existing spaces to integrate TB care and prevention
which can work alongside the government system and not in parallel or by creating additional

structures.

The model has shown promise as the impact data demonstrates. Communities have readily
cooperated after showing initial resistance. The key factor has been to demonstrate to them that
they have the capacity to take their health into their own control; they have the voice to demand
better services; and that they have a right to better health.

The categories of stakeholders that were involved over the project period have helped spread
awareness among a larger section of society. It is heartening to hear their voices which uniformly
indicate that community awareness on TB has been deficient and is now on the increase. A few
individuals have also pledged their support to advocating for a TB-free society.
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