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Message From USAID

USAID has partnered with India's National TB Program for over 20 years to improve TB case detection,
treatment, and access to care. Together, USAID and India have made some promising advances in our shared
goals during this time.

We have harnessed technology, innovation, and best practices from around the world to respond to challenges
in India. We have achieved a nationwide expansion of a revised national TB control program that has resulted in
the implementation of uniform guidelines for the diagnosis and treatment of TB. We have established a pan-India
drug supply system to get medication where it is needed quickly, including provision of new drugs like Bedaquiline
and Delamanid, being introduced only now, that expand our ability to combat multi-drug resistant TB (MDR-TB)
effectively. We have assisted in the nationwide rollout of the MDR-TB management program that has resulted in
improved, free diagnosis and treatment of MDR-TB. We have supported the introduction of new technologies
like GeneXpert and a new rapid test to achieve an earlier and accurate TB diagnosis.

It would be easy to be satisfied with what science, technology, and innovation can do to combat TB in India
because of the successes we have achieved, and will continue to, as a result of these approaches. However, we
are also committed to the people who have fought this disease and the lessons they can teach us about patient
care, fighting stigma, how best to encourage others to seek early diagnosis, to access affordable, quality care,
to complete their treatment, and to understand how best to not spread the disease. People can provide a
support community for one another at a time when they may feel their most isolated and fearful. People can help
end misinformation in communities that stand between diagnosis and cure. People can teach us how best to
provide respectful care.

USAID has partnered with REACH since 2016 to develop state-wide networks of TB Champions -- those who
have had TB and are now willing to give back to their communities, serve as role models, and tell their stories,
some of which you will read in this publication, which features TB Champions from across the state of Bihar. The
powerful stories shared by TB Champions can shape policy and practice, can provide support and
encouragement, can fight stigma, and can bring us closer to our shared goal of achieving a TB-Free India.

S

erses Sidhwa
Director, Health Office
USAID/India
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Bihar's

| Abhishek Kumar

Abhishek organises a community awareness meeting in the
presence of MLA, CMO & CDO at Hajipur.

Abhishek, an entrepreneur who runs a mobile and online
travel ticketing shop with his father in his Hajipur town, has

now become the face of the End TB campaign in his locality.
He is also the member of the Vashali District TB Forum.

Jaganath Prasad

Jaganath with a family affected by TB in Muzaffarpur.

An agriculturalist, who was cured of MDR-TB, Jaganath now
provides support to others affected by TB in Muzaffarpur.

Arti speaks at an awareness session at a school in Kaira,
Muzzafarpur.

A teacher and an MDR-TB survivor and champion, Arti was
often blamed for her husband being affected by TB. She now
conducts TB awareness sessions in schools in Muzzafarpur.
She is also a member of the National TB Forum.

Poonam Kumari

Poonam speaks at a School awareness campaign at Khaira,
Jamui.

A paramedical student and an MDR-TB survivor and
champion, Poonam now conducts awareness sessions in the
community with focus on stigma. She also provides support
services to people affected with TB in Khaira.

oy ) peepler
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Rajiv Kumar

Rajiv at a community awareness meeting in Surajgarha,
Lakhisarai district.

After losing his mother and sister to TB, Rajiv took treatment
and got himself cured of TB. He is now helping his niece in
her TB treatment and organising awareness meeting at the
Panchayat level in Surajgarha.

.
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TB Champions Today

Ramdayal Mahto

Ramdayal provides support to a health worker during an
ACF drive in Faijullahpur, Gopalgan.

Having faced discrimination from the community while on
TB treatment, Ramdayal, now leads anti-stigma
campaigns. He supports those people on TB treatment in
Faijullahpur. The District TB Cell approached him to help
them conduct an Active CaseFinding (ACF) drive in the
locality.

Satyendra Nath Jha

Satyendra Jha at a meeting with ASHA workers at Tajour
PHC along with MOIC.

Satyendra Jha, an MDR-TB survivor and Champion, faced
discrimination from people around him when he was
undergoing treatment. He now conducts awareness
sessions in the community and collaborates with the District
RNTCP structure for effective service delivery.

Sonam Kumari

Sonam, who recently completed her school education,
spearheads advocacy on TB in Samastipur. She focuses on
reducing TB-related stigma.

| Sudeshwar Singh

Sudeshwar meets farmers during an awareness drive in
West Champaran.

Sudeshwar is at the forefront of advocacy for eliminating TB
in Bihar. He spoke at the inaugural session of the Delhi End-
TB Submit chaired by PM Modi in March 2018.

Suman Anand

Suman at a patient counselling session in Patna.

Alaw student, Suman delayed seeking treatment due to his
myths and misconception about TB. Now, he provides
psycho social support to those affected by TB and stresses
on breaking myths around TB.
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Preface

Since 1999, REACH (Resource Group for Education and Advocacy for Community Health) has been engaged in
the fight against tuberculosis (TB) through support, care and treatment to patients as well as research,
advocacy, public education and communication on the disease. The Tuberculosis Call to Action Project supported
by the U.S. Agency for International Development (USAID), has helped us strengthen our advocacy effort and
expand our work to Bihar, Jharkhand, Odisha, Assam, Chhattisgarh and Uttar Pradesh.

One of the fundamental and often neglected aspects of the response to TB in India is the role of TB survivors and
affected communities. We believe that TB survivors are best placed to understand the struggles of patients and
their families, and, hence can play a significant role in complementing the interventions of the health system.
Through a mentorship programme, we are committed to providing these TB champions with the support they
need to become effective advocates, with a role in policy advocacy, overseeing program implementation,
community monitoring and addressing stigma.

As a first step towards this, REACH organised a three-day residential capacity-building workshop for TB
survivors from various districts of Bihar in Patna in December 2017. The participants for the workshop were
chosen in consultation with the State TB Cell, civil society/NGOs and other stakeholders. Out of 50 applicants, 15
TB survivors were selected to participate in the workshop following an initial short-listing and formal interviews
by a panel. The workshop sessions were designed to be as inclusive and participatory as possible in order to
facilitate a two-way learning process. By the end of the third day, the participants began the process of
preparing their individual advocacy plans based on the framework prepared by REACH. At the end of the
workshop, the participants set up a network for Bihar — TB Mukt Vahini -- TB survivors and formally declared it at
the valedictory session. Follow-up meetings and discussions as well as a field trip were held in January and
February 2018.

The workshop provided a platform for the TB survivors, whom we prefer to address as TB champions, to share
their stories with each other and identify their advocacy goals. Their energy and desire to start the process of TB
elimination at their villages and municipalities led to the conceptualisation of an anthology of their stories. The
stories recount the hardships they have endured, but more importantly, the future they see as TB advocates. By
taking the reader through their experiences and vision for the road ahead, our objective is to show that TBis not
always a tale of poverty and capitulation.

T
Yot 1055
Dr. Nalini Krishnan
Director, REACH
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Introduction

Tuberculosis (TB), a disease with a history that goes back over 15,000 years, continues to haunt humanity in the
21st century. According to the World Health Organisation (WHQO), TB is the leading infectious agent killer
worldwide. WHO data indicates that in 2016, an estimated 10.4 million people had TB, and nearly 1.7 million died
from the disease. India accounts for almost one-fourth of the global TB burden— an estimated 2.8 million - the
highest for any single country. In addition, there are about a million missing cases in the country, which have
either not been notified to the government or have gone undiagnosed. India also has the highest estimated
incidence of Multi-Drug Resistant TB (MDR-TB) — 0.14 million in 2016 according to the Global TB Report 2017 -
worldwide.

India has a major role to play in the elimination of the disease and the Government of India has announced its
commitment to eliminate TB by 2025. The fight against TB cannot be won without the active engagement and
participation of the affected community — including TB patients, their families and communities. This book, a
collection of narratives of ten TB survivors and Champions, illustrates their tenacity, resilience and fortitude, and
thereby will provide a sense of optimism and hope to others affected by TB.

In December 2017, REACH organized a capacity-building workshop in Patna which provided a platform for TB
survivors to share their experiences and build a rapport with each other. The workshop and a follow-up meeting
enabled the creation of a network of TB survivors who are now spearheading TB advocacy in Bihar. “Only those
who have endured the disease will know what a patient encounters. In such a scenario, it is important to develop
a network of TB survivors for advocacy efforts and to create platforms at which patients can speak their hearts
out,” says Sudeshwar Singh, a TB survivor and Champion, who spoke at the inaugural session of the Delhi End-TB
Summit 2018 chaired by Prime Minister Narendra Modi.

Meeting people who have been through similar experiences has also re-energised some of the TB survivors. “|
thought | would have to keep a low profile after | was cured. But after | met the others (survivors) at the
workshop, | was inspired to get back to a normal life. | realised | should tell the community what | know (about TB)
and help them in whatever way | can,” says Satyender Nath Jha, a rural medical practitioner from Samastipur.

Like Sudeshwar and Satyender, the others featured in this book share their experiences with TB and how their
lives were reshaped thereafter. The narratives that follow also recount the socio-economic factors that
influence people affected by TB during their treatment. By sharing these stories, the TB Champions hope to draw
attention to the stigma that persists, and that many of them experienced. But at the same time, these TB
Champions also want to reassure other patients that 'everything will be alright'.

Let's listen to them.
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Abhishek Kumar

2/, Entreprenuer
Adalpur Village,
Hajipur Block, .
Vaishali District

2
T
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From darkness to light

Abhishek, with his slender frame and clean-shaven face, does not necessarily look his age. He is an entrepreneur
who runs a mobile and online travel ticketing shop with his fatherin his village.

Abhishek was diagnosed with TB in 2014 when he was working as a banquet sales executive at a hotel in
Bengaluru. During a regular check-up, a chest X-ray detected an infection in his lungs, and he was subsequently
diagnosed with TB. He returned home and approached a doctor at a private hospital, who started him on
treatment.
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But Abhishek's health didn't improve. In January 2015, with a chronic cough and persistent fever, he went to the
government hospital at Hajipur, and then consulted another doctor in Patna. The doctor asked him to repeat his
TB tests, which confirmed the TB diagnosis. Though the test results did not indicate any drug-resistance, the
doctor instructed him to start treatment for MDR-TB. “In one to two days after starting the medication, my
heartbeat increased abnormally. | was not able to sleep either,” Abhishek recalls.

Abhishek then decided to consult doctors at a major health facility in New Delhi and and travelled there.
“Doctors at the hospital said it was a mistake to have started treatment for MDR-TB without doing the right
tests,” he says. At the hospital, doctors started him on category Il medication. He was then referred back to the
TB centre in Hajipur where he continued treatment for three months.

However, his symptoms persisted and there was no visible sign of improvement. In June, Abhishek went to the
government hospital again and this time, he was diagnosed with MDR-TB. The treatment went on for 27 months
and in all, Abhishek was home for 37 months. “I was bored at home as | was not used to staying in my house for
that long. I had been away from home for eight to ten years,” he says.

About five months after starting treatment for MDR-TB, Abhishek experienced some side effects. “l was giving a
tough time to my friends and family. | was not even able to have a normal conversation with them because of my
disturbed state of mind,” Abhishek says. He distinctly remembers an incident from December 2015 when some
friends and other guests had visited his house. “I did not behave properly with a friend. | even assaulted him.
Seeing this, my family was forced to lock me up ina room,” Abhishek recollects.

In January 2016, Abhishek attempted to take his life. “My mother saw me and cried out loud. Other family
members came rushing and they saved me,” Abhishek says. His family took him back to a doctor, who helped him
manage the side-effects. His mental health gradually improved.

Abhishek points out that the delays in getting a clear TB diagnosis make it much more difficult for an affected
individual. “At the time that | was on treatment, a new TB patient was given category | medication. If that did not
work, a patient was put on category Il medication. If that too was ineffective, then he or she was tested for
MDR-TB. It is possible that the patient had MDR-TB right from the beginning”, Abhishek says.

Abhishek's advice for those affected by TB is that they have to be patient. “You will have difficulties such as side
effects of medicines but the disease will be cured. Don't listen to the diverse opinions of people around,”
Abhishek says. He used to search the internet and came across a lot of wrong information about TB.

As a TB advocate, Abhishek vows to share his experiences and knowledge on TB at health facilities where he lives.
He also plans to start a nutrition bank with other TB survivors to provide adequate nutritional support to people
affected by TB.
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Arti Kumar
27, Teacher

Jaganath Prasad
39, Agriculturalist
Muzaffarpur
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Ostracised by near and dear, they had each other's backs

Jaganath and Arti are a combination of a bashful hushand and an outspoken, brave wife. After successfully
defeating TB, they are now embroiled in another battle (albeit a more fun one) — parenting their mischievous
five-year-old daughter Antrabharti and four-year-old son Vaibhav.

In June 2011, Jaganath was diagnosed with TB. At that time, he was working in Shillong, Meghalaya but he
returned home for the treatment. Despite the treatment, Jaganath's symptoms recurred. His health began to
further deteriorate and his family was told that he could have MDR-TB.

As tests for drug-resistant TB were unavailable in Patna at that time, Jaganath's samples were sent elsewhere.
In a week's time, he was diagnosed with MDR-TB. Jaganath then stayed in Patna and his brother helped him with
the treatment. “Everyone except my brother and my wife ostracised me when | was undergoing treatment.
People isolated me and stopped talking to me. | used to cry when other patients asked, “Don't you have any other
relatives?” Jaganath says. A teary-eyed Artiinterrupts to say that their daughter had been born at that time.

“Initially | was blamed for Jagannath getting TB. People said | brought bad luck as he got a disease when | came
into the house. He used to fall ill all the time. My mother in-law even told me to leave one day,” Arti recollects
bitterly.
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At that point, Arti did not know much about TB. It was a difficult time for her - she was pregnant and was also
studying for an exam. She was very uncomfortable with the behaviour of the family and the spiteful words from
people around her. Jaganath's health was not improving despite the treatment. She was working in a private
school and had to spend all her earnings on his treatment.

“The family members used to kick the plates in which he (Jaganath) ate food. He would cover his face as he
walked around the house and if he sat somewhere, others would sit at a distance,” she says. “They also didn't
understand his nutritional requirements. He used to vomit everything he ate. | still remember, one day when our
daughter was six days old, he started vomiting profusely. | was alarmed. My father got to know that my mother-
in-law had asked me to leave and also told me to leave him,” Arti says. But Arti was determined to learn about TB
so that she could support her husband. However, when Jaganath weakened further, she was worried that she
might become a widow soon. “But I never let anyone know how | felt,” she says.

Arti always wanted to become a mother and was ecstatic when her daughter was born. “My in-laws weren't
happy that | had a girl. Women who don't give hirth to a son face discrimination.

Things reached a point when my in-laws didn't want us to live with them. They were unwilling to support us,
especially as he (Jaganath) was unable to go to work,” Arti says.

Jaganath continued with his treatment, and they had a second baby.“| used to get such severe stomach aches

that | felt it was better to die instead of living like this,”she says. A doctor in Patna told Arti that she had prabably
got TB from her hushand. Arti was doubtful but the doctor asked her to start treatment for TB. She took the

treatment for a few months but it did not have any effect on her. By now, she was vomiting more frequently. The
doctor told her to stop breastfeeding her son and Arti's parents stepped in to look after the baby. Over the next
few months, Arti went to several doctors, all of whom changed her treatment regimen.

“My brother was also trying to help me.
He borrowed money from friends and
relatives to meet the expenses of tests
and medicines,” Arti says. “Seeing my
little children, | felt motivated and
wanted to live for them somehow,” she
remembers with mixed emotions.

Arti wants others affected by TB to |
know that they should treat TB like any
other disease.“If you find out that you
have TB or notice the symptoms, you
need to approach the right set of people
to guide you. People might look at you

and stigmatise you. But do not get nervous. If people make you the subject of thelr jokes, let them do that,” Arti
says.

Arti and Jaganath feel the patient's family has a significant role to play. “The family has to ensure that a patient
takes medicines at the right time. People often do not have the correct information about a disease and they
might be told that TB is a terrible disease. It is the responsibility of the family to stand by a patient and ensure
that s/he is not ostracised. With their support and care, a patient will be cured much faster,” they say.

Jaganath plans to undertake TB-related activities at the village council level. He is going to meet the village head
and council members to seek their support in spreading awareness about TB. Aarti plans to collaborate with
community development officers and village ward members to orient people about TB. She also wants to teach
school children about TB and also tell more people about the TB champions network in Bihar.
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, Poonam Kumari

; 22, Student
Khaira Village
Jamui District

When everyone gave up, she stood strong and fought

Poonam is chirpy and charming with a certain childish innocence. She is currently a paramedical student in
Patna. She has two younger brothers and the family depends on her father's income, which he earns as a small-
scale businessperson. Poonam's experience with TB is a testament to the struggles faced by those affected by
TBinIndia.

In 2014, Poonam was diagnosed with TB and then almost a year later, with MDR-TB. Poonam says she did not
have symptoms such as cough or fever. When she was in class 11, she used to attend lectures in Jamui. She
used to be extremely tired when she returned home in the evening but thought it was because she was generally
weak. One such day, while having dinner, she started to cough incessantly and coughed up blood.

Accompanied by her mother, she went to a doctor in her village but he could not give her a clear diagnosis. When
she coughed up blood again after a few days, she went to a doctor in Jamui. There, an X-ray test was taken but
the doctor could not establish what was wrong. “He said it could be the result of a cut in my throat. No other
tests were conducted there,” she says
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As Poonam's health deteriorated further in the next few days, she was taken to Patna and diagnosed with TB.
She began medication for TB but the medicines did not suit her and she started to feel itchy all over her body. She
approached the doctor explaining the side-effects of the medicines but he refused to change the prescription.
Soon, she started to vomit repeatedly as she had to take the medicines on an empty stomach. She says she felt
there was no option but to give up the medicines after a few days.

Poonam went back to the doctor in Jamui but he still maintained that she did not have TB. However, he
subsequently changed his mind and confirmed her TB diagnosis. Her family was puzzled because of the different
test results and the divided opinion of doctors.

At the suggestion of a neighbour, Poonam was taken to a hospital in Patna, where she underwent tests that
confirmed MDR-TB. On returning to the village, she started treatment once again. “When | was diagnosed with
TB, | didn't think it was a dangerous disease. We got to know its seriousness only after talking to several
doctors,” Poonam says. “We consulted at least 10 doctors and one of them even said MDR-TB was pre-
cancerous ,” she exclaims. She was worried about the expenses needed for treatment but was relieved to learn
that she could avail free treatment from the public health system. “We couldn't have afforded private treatment
that might have cost up to Rs. 15,000 a month. My father has to take care of the education of my brothers as
well,” she says.

“Earlier, my father never used to take me out. But after | was detected with TB, he took me all around Patna and
would spend time with me. He kept telling me to think positively,” Poonam says. However, most of Poonam's
relatives stayed away from her. She was disappointed that even her cousins maintained a distance. Poonam says
she was very disturbed by the harsh and discouraging words her relatives used in conversations with her
parents. “They even used to say things like 'there is no point in consulting doctors and taking medicines; it is
better to let her die'. My father was also disturbed but he convinced me that things were not as bad as the
others were suggesting and asked me to trust him,” she says. “My parents and brothers were very supportive;
they didn't make me feel like | was going to die.”

Poonam's friends also stood by her and there was no deficit in their love and affection. They used to check
constantly whether she was taking her medicines regularly. She also explains that her fiancé looked after her.
“During the hard times, | got to know who would stand by me when | needed help,” Poonam says with resolve.

“Ilearnt that one shouldn't expect anything from others and the important thing is to stay strong,” Poonam says
about her experiences over the last three years. In order to remain positive, she used to tell herself that her
relatives kept away from her as they believed that she could fight it on her own and come out victorious. At that
time, she could not focus much on her academics, but she had decided that she would not quit her studies, come
what may.

“l want to tell people that they shouldn't ostracise patients, whatever disease it might be. It's important to meet
sick people and give them confidence,” Poonam says. She asserts that TB is a curable disease. “Patients should
take medicines regularly. | know what it feels like. So, one shouldn't get worried and go down that difficult path. It
is important to remain positive,” she says confidently. Poonam feels that all TB survivors should come together
to give a positive message and boost the morale of those affected by TB.
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A lone battle won after losing his mother and sister to TB

Raijiv is an energetic young man who wants to take life one step at a time. After completing his graduation in
Political Science, Rajiv now teaches school students to earn a living. His mother and sister died of TB and his
father has weakened from old age. His brotheris the breadwinner of the family. Rajiv wants to study more but his
family circumstances do not allow him to do so, at this point. Nonetheless, he speaks about his hardships with a
smile.

Rajiv was diagnosed with TB in 2014. Before that, his mother was undergoing treatment for various ailments
and doctors had different opinions on her health. Some doctors suggested it was TB while some others said it
could be another infection. However, there was no confirmation or clear diagnosis. At that time, Rajiv was
staying in a college hostel in Munger nearly 50 kms from his home in Surajgarha.
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“One night, around 10 pm, | received a call that my mother's condition was serious. | couldn't reach home that
night because of a lack of transport options; | made it home the next morning. | used the money that | had in my
account for her treatment. But she survived only for a few more days,” Rajiv remembers painfully.

Rajiv's sister was also undergoing TB treatment at the same time from a doctor in the private sector. He says
she would not listen to his advice to seek treatment at a government facility. “She took medicines from a
government provider for one to two months but did not believe that she would be cured. She then took
medicines from private doctors for about six months,” Rajiv says.

Rajiv first experienced the symptoms of TB when he was at a relative's house for a religious function. There, he
started to experience severe chest pain and was unsure of what to do and panicked. “After | went back to the
hostel, the chest pain recurred. My body started to weaken and | started to have coughing fits every now and
then,” Rajiv says.

Soon, he returned home and having witnessed first-hand how TB affected his mother and sister, he went to a
hospital thinking, ‘whatever has to happen will happen'. As expected, Rajiv was diagnosed with TB and was
started on treatment. But he did not improve despite taking medicines regularly. Meanwhile, his sputum test
continued to be positive and he was puzzled about this, considering that he was taking treatment regularly.

“I was unaware of anything called MDR-TB at that point. | started category Il treatment but still wasn't cured. |
asked the doctor as to why the medicines weren't effective. The doctor blamed me saying | might not be taking
medicines regularly,” Rajiv says. Category Il medicines were prescribed for another month but Rajiv was
confused about what was happening. Rajiv went for tests at Bhagalpur and Lakhisarai, hoping that the test
results would be conclusive. He was diagnosed with MDR-TB at both centres. Rajiv then went to Patna for
treatment.

All this while, his sister had continued treatment from various private hospitals but her health deteriorated.
“One night, we received a call that she had coughed up blood and was critical. My father and | rushed to her
house on a hike. There, they used to depend on a quack for medicines and the nearest medical facility was at
Surajgarha. We decided to take her to the hospital the next morning. But she passed away the same night, in
2015,” Rajiv says.

It took Rajiv three years to be cured completely of TB. “Two people in my family already succumbed to TB. So,
how could | win the fight? But, | thought | should at least try. Now, | feel happy that | could fight and win this on my
own. There wasn't anyone to help me,” Rajiv says.

Rajiv and his brother now look after the treatment of his sister's daughter who also has TB. Rajiv says his
experience as a 1B patient helps him to deal with the situation better. “After my sister's death, no one from the
government came to conduct tests for my niece. We had provided information about her condition to the
government doctor but there was no response,” he says.

Now, Rajiv intends to help other TB patients and wants to ensure that no one else has to endure the same
hardships that he went through. “When a poor person gets TB, they suffer a lot, especially in terms of nutrition.
The government should provide them with more facilities during the treatment period,” Rajiv suggests.
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Ramdayal Mahto
46, Cab Driver
Faijullahpur
Gopalgan;j District

The benefits of awareness and early diagnosis

Ramdayal is sharply clad from head to toe, in a myrtle green suit, a spotless white shirt and formal lace-up shoes.
He is quick to spell out the name of his village. Ramdayal, a father of two, previously drove a taxi in Delhi for two
to three years after which he returned to his village.
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In January 2012, he was diagnosed with TB. “I was aware about TB from banners at the local Public Health
Centre (PHC). Therefore, when | had the same symptoms - weight loss, chronic cough and excessive
perspiration - all in a span of 15 days, | thought | had TB,” Ramdayal says. He got tests done at the PHC and was
diagnosed with TB, confirming his suspicions.

Ramdayal immediately started on treatment with the support of a DOTS provider. He took the medicines
regularly as instructed and maintained his diet, adhering to all the nutrition requirements as well. At the end of a
six-month course of medication, his test results were negative.

“I had the complete support of my family but the villagers slighted me. | felt that it was better to die. Most of my
friends also stayed away at that time. The saddest part was that even my children, who might not know anything
about the disease, faced stigma because of the attitude their elders had towards me,” he recollects agonizingly.
However, one of his friends, a businessman, stood by him. He would take Ramdayal to the hospital for check-ups.

Ramdayal used to keep a separate plate and glass for himself during the treatment because he felt he would
potentially spread TB to others but his family were very loving and supportive. “My happiest memory from those
times is the unconditional support that my family gave me. On the other hand, the treatment meted out to me by
the villagers was the most hurtful,” he says.

Ramdayal now aims to be a TB advocate. He wants to spread awareness about the disease and help eliminate the
stigma associated with it. He is chalking out a plan to achieve his advocacy objectives. “I would like to speak at
the gram sabha (village council) about TB. At the block level, | want to advocate human resource issues with the
district authorities, including the district magistrate,” he says. Ramdayal also intends to engage with district-
level self-help groups.
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Sonam Kumari #
18, Student
Samastipur %

A doctor in the making

After combating TB in a decisive phase of her student life, Sonam recently — completed her examinations. Having
opted for the bio-maths stream, she is also awaiting the results of the medical college entrance exams. Sonam is
confident but says she would not mind another attempt in case she does not get a seat this time. She is chatty
about her love for mathematics but otherwise shy and reticent.
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Sonam was diagnosed with TB in May 2016, when she was in Class 11. “| was aware about diseases such as TB
and typhoid as | had read about them out of interest because | wanted to study medicine,” she says. Her initial
symptom was a chronic cough. She went to a private hospital and the doctor prescribed medicines for fever and
gastric problems. As she did not get better, she approached the doctor again. This time, she was diagnosed with
TB.

“I started to take TB medicines, but, within a month, | got high fever. | decided to go to a government hospital.
They confirmed my TB diagnosis,” Sonam says. She started on treatment once again with the support of a DOTS
provider. By that time, she had lost 15 kgs in two months.

“I'had to get the prescription changed in two months because of the side-effects of the medicines. | felt worried
that | might not get cured. My studies were affected and | had to appear for board exams soon,” Sonam says
about her most worrying times. She continued with her treatment until the sputum test was negative and she
was declared cured.

“A major cause of concern was the stigma associated with the disease. | am the youngest in my family and most
of my family including my parents and my two brothers gave me complete support. We did not let the other
relatives or villagers know about the disease because of the stigma,” Sonam says.

Sonam's school authorities allowed her to take leave and helped her to sort out attendance issues. She says the
people at her coaching centre, where she attended medical entrance coaching classes, also supported her.
However, she had to stop taking tuitions for children, as her health did not permit her to do so.

Going forward, Sonam wants to take an active part in TB advocacy. “l am planning to organise monthly activities
on TB for gram sabha (village council) members. | would also like to organise a TB awareness workshop at my
school,” she says. Sonam also aims to work locally with Anganwadi and health workers to spread awareness on
TB.
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Sudeshwar Singh
40, Development  ©
Sector Professional,
Patna

A TB missionary, a tinker with a plan

Talk to Sudeshwar for 10 minutes and you will feel recharged. After having defeated TB personally, Sudeshwar
has vowed to dedicate the rest of his life to supporting the TB response. In addition to advocacy initiatives
related to TB, Sudeshwar also works with various farmer collectives. He is knowledgeable, energetic and a man
with a plan.

In 2010, Sudeshwar was diagnosed with TB while he was employed with a non-governmental organisation
(NGO) that worked for the prevention of early marriages. His symptoms included excessive perspiration, chest
pain, fever and weight loss. His weight dropped from 84 kg to 72 kg in a matter of a few weeks.
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Sudeshwar wasted no time and consulted a physician who asked him to get an X-ray done. The X-ray indicated
the presence of fluid in his lungs. Subsequent test results confirmed TB. Sudeshwar was perplexed, thinking
“what now?,” as he was the sole breadwinner for his small family that included his wife and a two-year-old son.
His wife, however, was supportive and constantly reassured him that “everything would be alright.” On the
other hand, other family members were under the impression that Sudeshwar had a terminal condition. “The
manner in which they tried to console me didn't make me feel comfortable. They used to ask whether | had life
insurance coverage. They made me feel as if | didn't have many days left to live,” recalls Sudeshwar.

A little apprehensive, Sudeshwar asked some of his friends in the development sector about TB. They convinced
him that TB is a curable disease if the treatment regimen is followed. Sudeshwar sought treatment at a
government hospital in Patna, started the medication promptly, and completed the course in eight months. “The
way people used to look at me with pity bothered me. It was as if they were lending their ears to listen to my last
wish,” he says. However, the organisation Sudeshwar worked for gave him complete support. His salary was not
deducted, though he was absent from work for three months during the treatment.

Around this time, Sudeshwar also got a job with a TB project — Project Axshya -- and he attributes that to luck.
His new job helped him to understand the structure of TB treatment in the public health system. “l was actually
given category Il TB treatment straight after diagnosis instead of category I,” he says. As per the usual
procedure, category | drugs are administered to new patients.

Sudeshwar's happiest memory during the treatment is associated with his two-year-old son who always wanted
to be beside him. “He even used to feed me and | would get teary-eyed,” he remembers with a smile taking over
his countenance.

Sudeshwar is quick to point out the shortage of manpower to effectively manage diagnosis, treatment and
follow-up. He also had the chance to speak to health workers involved in the TB programme about the
shortcomings he noticed. He feels change will come about, but only gradually. “The system wants to function
optimally, but if there is any deficiency, we will have to work towards removing it,” Sudeshwar says
optimistically. He is of the opinion that it is important to have a community platform to raise concerns about TB.

He is confident that bringing TB survivors together for advocacy will have an impact. “When a survivor says to
other patients that he/she is a TB champion, that instils confidence in the patients,” Sudeshwar says.

“I'm completely TB-free now. | share my example with others to convince them that it's a common disease, which
can be dangerous at the same time. If one doesn't take medicines regularly, s/he could also affect the family, as
the TB bacteria spreads from person-to-person through air. If we take the right precautions, we can prevent its
transmission,” Sudeshwar says.

“Every person with active TB, if left untreated, has the potential to infect 10-15 persons per year,” Susheswar
says. TB drugs are expensive if they are not sourced through government providers. “Patients may not take
medicines regularly or may not compete the full course. Most of them stop medication when they feel their
health has improved after two to three months of starting treatment,” he says.

Going forward, Sudeshwar hopes to build a larger network of TB survivors, as he believes only they know what
patients experience and can help improve diagnosis, treatment and counselling at all levels. “If | can give
guidance to at least one TB patient a day, I'll be happy. We need platforms where TB patients can speak their
hearts out,” he says.
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Suman Anand
22, B.Com Graduate
Patna

Breaking myths, correcting opinions

“I don't know where to start from when | share my experience on TB. Things weren't as easy as they seem now,”
says Suman, with his well-built physique clad in a brown leather jacket and a pair of denims. A B.Com graduate
from Delhi University, Suman is currently pursuing a Company Secretary course and has also enrolled in
Bachelorsin Law.
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The first warning signs for him were cough and weight loss — two common symptoms of TB. In November 2016,
while in New Delhi, Suman started to cough frequently, but he assumed it was the result of the national capital's
notorious smog and poor air quality. He ignored it for a week, but soon he started to lose weight and developed
an intermittent fever. “I got so weak that | couldn't even stand properly. | started to feel tired easily and wanted
to sit down every now and then, which wasn't normal,” he says. An exuberant young man, Suman likes to be
involved in some activity or the other, but found he could not do that any longer.

“When | used to go into a coughing fit, my friends would ask me, 'Suman, are you sure you don't have TB?"” he
recalls. However, he never took offence as he was certain that they were just joking.

Suman grew more concerned when he realised he was not steady on his feet any more. He felt that he was
becoming terribly ill. His parents, who live in Patna, were also concerned by now and wanted him to get some
tests done. But Suman continued to blame the smog. He tried a cough syrup and wore an air pollution mask, but
the relief was only short-lived. “Afew days later, on the day my semester exams were scheduled to begin, things
got out of hand. | decided to return home after the exams,” Suman says.

After he reached Patna in December, Suman and his father went to a hospital. There he was diagnosed with TB.
“| would be lying if | said | wasn't terrified,” Suman says with evident distress. He searched the Internet and
discovered a large number of people died of TB every year.

“Even when | started to take medicines, | had no faith that | would be completely cured, but | thought, let me try,
it's not right to concede defeat so easily,” Suman says. About 20 days after starting on treatment, Suman could
sit upright. Soon, he could go to his balcony and then to the front gate — signs that his body was starting to
Pecover.

Suman asserts that the effects of TB weighed heavy on him for two reasons: first, myth and second,
misconception. Myth, because he was under the impression that TB was a disease that only affected the poor.
Misconception, because he thought he would be immune to the disease as he neither consumed alcohol nor
smoked. He even avoided beverages like tea. “It can't happen to me, | thought. | take care of myself, | am clean
and am particular about health and hygiene. | thought only people who lived in crowded or dirty conditions got
TB,” says Suman.

Suman was also candid about his fear of injections. For someone with this fear, he had to get injections
continuously for 60 days. His father, who is a doctor, used to give him the injections. Suman's treatment started
in December 2016, and when his mother was in his room to wish him a Happy New Year on 1 January 2017, he
told her, “Don't do this when | have to take injections every day.” He pleaded with her to request his father to skip
the injection on New Year's Day.

“My parents are like friends and | have never been afraid of telling them anything. But, that day, | didn't have the
courage to tell my father directly [to skip the injection],” Suman recalls. However, his parents refused to forgo
the injection even for a day. “I felt very bad, but later my sister said both my parents were crying after the
incident. | knew that my parents were pretending to be strong in front of me,” Suman says.

A month into the treatment, Suman started to feel much better. He believed that things would only start to
improve from that point. “My family and even my friends were very supportive. My friends used to visit me
regularly in the evenings,” says Suman was a smile. Suman feels lucky that he was not stigmatised by his friends
and family.
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After two months, Suman resumed his studies but he missed the opportunity of an internship during that period.
“I did not have any uneasiness about health any longer. | started to re-gain weight. | started to get a feeling from
inside that my life was getting back on track,” he says. Suman completed the treatment in nine months and
attended regular follow-ups.

Suman also points out that government officials used to visit him frequently to check whether he regularly took
his medication. He was initially annoyed as he thought the formality could be done over the phone as easily. He
says he felt happy later when they said that they would keep coming, even if he stopped them, until he was cured.

He signs off with the words, “Everyone can fight [TB] and everyone can win. If you have any doubts, the proof is
right here in front of you,” he says, pointing to himself.
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Rural Medical Practioner
Tajpur, Samastipur
District

Conviction and determination were his saviours

Satyender likes to aim high. He is determined to achieve a TB-free Bihar and India at the earliest. He is willing to
accept challenges and is determined to overcome hurdles. Satyender, a father of two, is also a poet. His taste
forliterature is palpable in his use of literary language, while both speaking and writing.
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Unlike many others affected by TB, Satyender was aware of some of the symptoms of TB. When he first fell ill, he
got the necessary tests done but the result was negative for TB. “I didn't feel relieved seeing the report. My
condition and the symptoms made me feel sure that it (the report) should have been positive,” Satyender
recalls.

Satyender went on to consult a doctor at the nearest TB centre. There too, the sputum test came out negative
but Satyender was still not convinced. He had a strong feeling that something was wrong. “I was unhappy with
the TB tests conducted at government facilities,” Satyender. He then approached a private hospital doctor in
Patna. After conducting tests and seeing the reports, the doctor told Satyender that a portion of his right lung
had shrunk. “The doctor told me that | would have difficulty in breathing and if | breathe in with a lot of force, the
lung might rupture and lead to bleeding,” he says. The doctor suggested that Satyender should have surgery to
remove the shrunken part of the lung.

“l was jolted,” Satyender remembers. But, regaining his composure, he told the doctor, “Undergoing a surgery
is no major concern, | can do that. But, if | undergo a surgery on the right lung, is there a guarantee that the left
lung won't have a similar issue in future?” The doctor said that it could not be guaranteed. He asked whether it
was necessary to perform the surgery in Patna, and, on being told no, he requested that the doctor provide him
with a referral to the All Indian Institute of Medical Sciences (AIIMS) in New Delhi.

During the days before leaving for Delhi, Satyender was in anguish . He was worried if he would be asked to
undergo surgery in Delhi, and about the expenses involved. He had not been able to work much after falling sick.
After considerable thought, Satyender sold his cow and motorhike, and mortgaged a piece of land.

After multiple previous negative test results, Satyender was diagnosed with TB at a major facility in New Delhiin
2015.. “On the 19th day, | got to know that | had MDR-TB. | didn't know the full-form and the doctor told me
what it meant,” Satyender says.

He began treatment at the hospital in Delhi and was then referred to a facility in his district, where he continued
the treatment. “When | started to take the medicines, | began to experience difficulties such as vomiting,
headache etc. | was warned about these side effects in Delhi itself but the reality of experiencing these
symptoms was traumatic,” Satyender says. On such instances, his elder brother, who was with him while he
consulted doctors in Delhi, would remind him that these side effects were normal while taking the medicines.
Satyender says his brother's words always re-energised him. Satyender had complete support from his family.
“l wasn't ostracised because | had a communicable disease,” he says with a smile.

Satyender's friend, Sunil, frequently visited him and talked to him “He tried to make me understand that my
disease was curable. | used to feel strong after such conversations,” Satyender says.

Satyender took medicines regularly. “In the first six months, there were many times when | felt that death was
right in front of me but it turned its back every time on seeing my courage,” Satyender says with a sense of
achievement. Gradually, the medicines started to be effective and there were signs of progress. Initially, his wife
used to help him sit up and would feed him. But, slowly, he could do small things on his own. “My health improved
in the next six months. | started to go for walks. | paid attention to my diet and | also regained the taste of food
gradually,” Satyender recollects. He was 54 kg at the time of starting the treatment and then it dropped to 46
kg because of the side effects of the medicines. On completing the course of medication at the end of 24 months,
he weighed 68 kg.
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Satyender also talks about the insouciance in the functioning of certain health facilities. “I lost faith in the
process. Our (India's) target is to eliminate TB by 2025. But we have a lot to do if we are to achieve this”
Satyender says.

Satyender wants TB survivors to join hands and create an expanding network that can act as a support system
for TB patients. He believes that such a system will have a huge role to play in getting people to the test centres
at the right time and enabling them to begin the right treatment. “For that, we will have to move forward
together, meet patients, educate them about the disease, and ensure that society does away with the stigma
associated with the disease,” he says enthusiastically. “Many patients don't know the symptoms. We will have to
reach such people and tell them that prolonged coughing, weight loss, lack of appetite etc. are all symptoms of
TB,” he says.

Satyender feels that tests should be conducted more effectively through the government's TB program. “If
there are errors in the tests, those responsible should be held accountable. Also, there shouldn't be a situation
in which medicines are out of stock. The authorities have all the required information about the number of
patientsin an area and adequate stock has to be maintained at all times,” Satyender says.

Nevertheless, he observes that things have been looking up over the last two years. “The government is making
an effort to appoint better technicians and improve the equipment. There were too many wrong test results and
when the public started to talk about it, the government had to do something,” Satyender says.

In the last few months, Satyender has helped 12 individuals to get TB tests done. Five of them tested positive
and their treatment has begun. Satyender also hopes to involve himself in more advocacy efforts and increase
the attention given to TB-related issues
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TB Mukt Vahini Network, Bihar

Community engagement has been identified as a priority intervention in the move towards a TB- Free India under
the new National Strategic Plan. Globally, there is growing recognition that affected communities — TB
survivors, patients and their families — must play a greater role in the response to TB. Community participation
is the need of an hour for reducing TB stigma, and improving adherence and for supporting patients through the
National TB control program towards a more people-centred approach.

With the role of TB survivors being central to community engagement in TB, it has become imperative to build
the capacity of TB survivors to engage themin a more meaningful manner at every point in the care cascade.

Formation of TB Mukt Vahini

REACH along with the State TB Cell, Bihar, organised a state-level capacity-building training workshop in Patna in
December 2017 for selected TB survivors. It was during this training that the trained TB survivors decided to
form a state-level network of TB survivors - TB Mukt Vahini (TMV]).

The role of the TB Champions can be categorised under three broad areas - awareness generation, advocacy
with key stakeholders and treatment support activities.

Network Expansion: Membership and Geographical Coverage

The network of TB survivors was initiated in Bihar with 13 TB Champions after the capacity- building workshap.
These 13 TB Champions then identified other TB survivors in their districts and sub-districts through the
District TB Cell (DTC) and ASHA workers to expand TMV. Currently, over 200 members are associated with the
network with the aim of strengthening the TB Control Program.
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The activities of the networkinclude:

- Patients support
- TBawareness
- Advocacy with community stakeholders

The members work in collaboration with the State and District TB Cells in alignment with the RNTCP activities.

Community Representation in Various Fora:

Network members are also included as community representatives in various fora at the national, state and
district levels. TMV members were invited to the Delhi End TB Summit-2018 chaired by Honourable Prime
Minister of India Shri Narendra Modi. The Central TB Division has also sought the participation of TMV members
in High-Level Committees on TB-HIV Convergence and Digital Innovations to address TB.

TB Mukt Vahini has demonstrated TB survivors coming togetherin a structured and cohesive manner can lead to
the augmentation of the services provided by the government, reaching the hitherto unreached population and
advocating for enforcement of existing guidelines for effective treatment adherence.
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TB Champions - Capacity-building workshop
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Notes
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From TB Survivors to TB Champions: Stories from Bihar
records, forthe firsttime, the voices of Bihar's TB (tuberculosis) champions and
the challenges that they and others affected by TB face. The personal stories in
this book are testimony to the strength and resolve with which they won their
fight against TB. These TB Champions are today powerful advocates, working
to supportand strengthen India's responseto TB.
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