ACTION FOR
A TB-FRtE%.

J7TAR PRADTN\

Catalysing a multi-sectoral, community-led
and collaborative response to TB

%%'N:L::jjg FROM THE AMERICAN PEOPLE N \/ 453’ : ) )
67?,' & leading the fight against TB



Impact Report: Call to Action for a TB-free Uttar Pradesh

The TB Call to Action Project is a four-year initiative by REACH, supported by the
United States Agency for International Development (USAID) and implemented in
partnership with the Revised National TB Control Programme (RNTCP) at the
national, state and district levels. Uttar Pradesh is a priority state for the project.

To advocate for

increased financial,
intellectual and other
resources for TB

Through this
project, REACH has
prioritised two
interconnected
aspects of India’s
response

To support and
strengthen
the community
response to TB

The Uttar Pradesh Context

» Uttar Pradesh is India’s most populous state, home to 17% of the population.

e Uttar Pradesh also has the largest number of India’s poor and is an Empowered
Action Group (EAG) State.

* Chronic and acute undernutrition is severe; roughly one in four adult men and
women are underweight. More than half of adult women are anemic. Malnutrition is
particularly common in the younger age groups in rural areas (NFHS).

* Child malnutrition is a serious and persistent problem; low birthweight babies
number roughly one out of nine; 40% of children under the age of 5 are underweight,
and many suffer acute respiratory infections.

* Only one-third of households in Uttar Pradesh use clean fuel for cooking.

In 2018, Uttar Pradesh accounted for 20% (420,434) of all TB notifications, the highest
in the country. The state also saw the most notifications for pediatric TB, with 258,459
children affected by TB - more than double that of Maharashtra, with the second
highest. Around 70% of people access healthcare from the private sector. While the
India TB Report suggests that the state has 187 cases per 100,000 population, NFHS 4
data from 2015-16 indicates that 337 persons per 100,000 reported medically treated
tuberculosis; the prevalence of medically treated TB being higher among men (411)
than among women (261) and higher in rural areas (353) than in urban areas (289).
Most men and women have heard of TB and know that it can be cured, but of them, only
73% of women and 68% of men know that TB spreads through the air by coughing or
sneezing. Over three-fourths (76%) of women and 67% of men have misconceptions
about how TB is spread. Thirteen percent of women and 12% of men say that if a family
member had TB, they would want to keep it a secret.
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1. From TB Survivors to TB Champions

For the first time in Uttar Pradesh, 31 TB survivors from 12 districts were engaged in
the TB response through a capacity-building workshop held in December 2018.
Through the workshop, the TB survivors learned about the various dimensions of TB
and the services available through the TB programme; they built their skills to advocate
for TB care and to engage with their communities, particularly to provide people with
psychosocial support; they also learnt how to trace and support those lost to follow up.
Fourteen TB Champions participated in photo shoots for TB awareness posters, and
recorded video testimonials in order to alleviate the stigma-laden silence around the

disease.
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2. TB Champions Mentorship Programme

Process m Eﬁ ::{:} G—'ﬁ 8%

Capacity Mentorship Guidance Mid-term Feedback End-term
Building Programme from Review and Review
Begins Mentors Meeting Support Meeting

After the initial training, 24 TB Champions from the 12 districts enrolled in a six-month
mentorship programme. Seven mentors — individuals with experience of how TB services
function at district and sub-district levels — further built the capacity of the mentees in
supporting people with TB, community awareness and advocacy with key stakeholders. The
TB Champions received identity badges and a toolkit of educational resources, and were
trained to use them. They were each tasked with reaching out to a minimum of 60 people
with TB in their communities.

At the periodic review meetings that tracked their progress, State TB Cell officials and
mentors together helped the TB Champions develop problem-solving skills to overcome
field-level challenges. Subsequent to the mentorship planning meeting held in February
2019, the State TB Officer sent a letter of support to the District TB Officers of the
mentorship districts to facilitate the process.

In a short period of time, the TB Champions began to effectively contribute to TB awareness
efforts across the State. Sixty-five TB survivors from Lucknow participated in Sanjhi Pahal
- a unique awareness event on World TB Day 2018. Jointly organised by the State TB Cell
and REACH, the event featured women TB Champions sharing their stories with the public,
National Service Scheme Volunteers and local civil society organisations.

Since then, TB Champions have had multiple opportunities to make their voices heard —
some Champions are members of State and District TB Forums; Champions participated at
various conferences and meetings, including at the 50th World Lung Conference held in
Hyderabad in October 2019; and selected Champions were invited to a Training of Trainers
workshop organised by the Central TB Division in October 2019.

AT
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Anti-stigma campaign

TB Champions from 12 Districts worked with their respective District TB Cells to
mobilise the community and lead rallies against TB stigma. With support from
their mentors and the State TB Cell, the TB Champions carried out two anti-stigma
campaigns in March and July 2019 reaching close to 6000 members of the
community. The campaigns addressed widespread fears around TB transmission,
the impact of TB stigma on women and its role in delaying TB diagnosis.

The first campaign conducted on World TB Day saw the TB Champions collaborating
with the District TB Cells (DTCs) of some districts to dispel myths about TB in the
community. Their second campaign, in partnership with the DTC and Panchayat Raj
Institution representatives, culminated with the Pradhans pledging to end
discrimination against people with TB in their villages. The STO has since requested
the DTOs in the 12 intervention districts to deploy the TB Champions as treatment
supporters and make them members of District TB Forums.
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3. Forming and strengthening survivor-led networks

As an outcome of the capacity-building workshop, the TB Champions announced the
formation of the UP TB Elimination Force, a survivor-led network to support their
peers in the community. This has since expanded to 339 members across the state,
giving people affected by TB a sense of belonging to a community. The outreach
efforts of the TB Champions helped give people with TB a sense of belonging with

their peers. Building on these fledgling efforts

of TB survivors to marshal people living with
TB, a network-strengthening workshop was
held in Gorakhpur in September 2019.
Twenty-two members of the UP TB Survivors
Network came together to increment their
capacity to actively advocate for inclusive TB
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Gorakhpur-based participants and the District
TB Officer.

To advocate for increased financial,
intellectual and other resources for TB

1. Employer Led Model (ELM) for TB Care and Prevention

Through discussions with the State TB Cell, Kanpur was selected for the ELM
intervention. Advocacy efforts with the state chapter of the Association of Indian
Industries and the State TB Cell helped mobilise the participation of local industries in
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a sensitisation meeting on TB. In June 2019, factory owners from 34 industries,
together with the State Labour Commissioner, Additional Labour Commissioner,
President of the IIA, and State TB Cell officials came together in Kanpur to plan their
roles in leading TB interventions at the workplace, and develop a plan to improve the
health and productivity of their workers. Ten industries subsequently signed a Letter of
Intent with their respective District TB Cells for the implementation of ELM in their
industries. In the following month, a district-level coordination committee was set up
to oversee the progress. ELM activities are currently being rolled out in some of the
workplaces.

2. Involving Elected Representatives in the TB Response

With the support of the State TB Officials, eight members of the Uttar Pradesh
Legislative Assembly — including its Speaker — were sensitised on TB through
one-to-one discussions. The interactions helped the MLAs affirm their support to the
national goal of TB elimination, learn of the TB situation in their constituencies and
remind them of their power and potential to mobilise local stakeholders and the
community for TB care.

In March 2019, Dr. Neeraj Bora, the MLA of North Lucknow launched the ‘TB-free North
Lucknow’ campaign, committing to leading efforts to make his constituency TB-free.
His involvement saw the participation of an array of partners including the TB
programme, district administration, ward councillors, health workers and the
community. Subsequent meetings have helped roll-out a plan for engagement of key
stakeholders in the community and promotion of an inter-sectoral approach to TB.

In December 2019, as per the plan proposed during the earlier meetings, Dr. Bora chaired
a meeting of 120 Anganwadi workers, ASHAs and AMNs working in the North Lucknow
Constituency. The main agenda was to orient the frontline workers about their role in TB
elimination. A similar sensitisation meeting was held with Basic Education teachers
from 28 schools. At the end of the sensitisation, each school developed an activity plan.
In addition, taking forward the agenda of making Lucknow TB-free, a meeting of all the
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city councilors was organised under the chairmanship of the honorable Mayor,
Mrs. Sanyukta Bhatia. The councillors gave their commitment to organise health camps
and orient frontline workers on TB.

3. Engaging with journalists to improve the quality of
reportage on TB

In order to improve public consciousness about TB, and through a collaboration with
the State TB Cell, a roundtable on TB for journalists was held in February 2019. This
brought together 25 English and local language media representatives for an
interaction that featured moving first-person accounts from TB Champions. The
Champions highlighted the need to make people aware of the availability of free TB
services in the public sector and described the disastrous impact of high out-of-pocket
expenditures on TB in the private sector. Their testimonials spurred a discussion on the
ethics of media reportage on TB.

. T v wouralists
Tuesday, February 26, 2019 | Hotel Dayal Paradise, Luckngw

“As MLAs and elected representatives, we can play a critical role in efforts to eliminate TB in India. I am
very aware that our involvement can trigger collective action, motivate communities and influence key
decision-makers. I am pleased to have been able to partner with the State TB Cell and REACH in an effort
to make my constituency of North Lucknow TB-free.”

— Dr. Neerqj Bora, MLA, North Lucknow

“The Call to Action project has resulted in the creation of a cadre of highly motivated TB Champions who
are working closely with the RNTCP at the district and facility level, to provide information and
emotional support to people with TB. These TB Champions are now leaders in their communities and by
sharing their personal stories of how they defeated TB, are also helping to reduce the stigma associated
with the disease. We are committed to ensuring their continued involvement in the TB response.”

— Dr. Santosh Gupta, State TB Qfficer, Uttar Pradesh
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Key Results
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Key nghllghts
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Key Learnings

The TB Call to Action project has demonstrated the importance of bringing together a
range of stakeholders for collective action. Through the different activities, processes of
engaging previously unengaged stakeholders have been tested, demonstrated and
documented, and have the potential for scale-up and expansion across India. The
following are some key learnings from the project:

[ Trained TB Champions are highly motivated to work with and among their communities
and must be supported with monetary incentives and continued trainings.

(3 The fear of stigma or discrimination does not deter a TB survivor from working as a
Champion. TB Champions are increasingly recognised as leaders within their
communities and gradually become the go-to persons for all health issues,
extending beyond TB.

O Being a TB Champion and working with the health system for the benefit of other
people with TB is an empowering experience for a TB survivor. Most TB Champions
reported advancement in their knowledge, skills and overall social standing.

[ The RNTCP values the contribution of the TB Champions to all its activities and is willing
to support the TB Champions to work jointly towards the goal of TB elimination.

(3 Survivor-led networks can harness the power of communities and provide a
framework to synergise individual efforts, optimise cross-learning, and channel the
collective voice of the members. Being a network member reduces the loneliness of
having TB or life after TB.

O For an elected representative, TB must be contextualised in a broader community
health setting, and seen as relevant to his or her constituents. Once aware of the
scale and extent of TB's impact, most elected representatives are keen to be involved
and assume the role of catalysts with the TB programme and the community.

[ A biomedical response to TB is inadequate. Multiple stakeholders — survivors,
elected representatives, industry leaders, the media, celebrities etc. — have a distinct
role to play in eliminating TB and different strategies must be adopted to sensitise
and involve them effectively. Engaging these players can amplify the TB response
and accelerate elimination efforts across the country.

“Over the last year, the District TB Cell has worked closely with Sanjay, Deepak and other TB Champions.
By speaking openly about how TB affected their lives, they have been able to address issues around
stigma associated with the disease. They can also play a crucial role as effective treatment supporters
for people with TB.”

— Dr. D. N. Mishra, District TB Qfficer, Chandauli, Uttar Pradesh
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Media Reporting

o e ot o o o o el T 8 e o B e

et | sy s

w2025 7 6 T
T w1 ww & TEm v
b Bt R T
Ttvn ¢ e wm ww e T
Fogana i ) Ad ger v
OET SRS T
#0ll o s g
e P 6 o o,
TR S

1 b sl fas
i i by W S A

i e TR
o T T R
i pond e fr Sl wia
smmEr Efmdadn
sFrme Tov Pon o )

i"? A e O A
| | ot v

| vt Bt 3t o et
| pmmtiblg A

| Tm e s i e

| R St w

| it o, 2 smn, B

| W o o g

| S o 2w e .

| foe o mod sk a1
sty A e oA, Fal
1 i & wdlien wdl T
s e iR
W b o

¥ S, B ) e S TSt T ) dheer oy ol

B0 il oft e 6 o &) o war o e oo 3
il

e r‘r i iy ﬂ"_ﬁ-'“ﬂ- o Hi- A Ty
o wanr

e o e wi ma AT Ly

L] . e o W W g A W T O ST il e e TR
Wi & owew ol wpbe wl WE W-aficher L L] w # T 23 T ok —
iy dem Pow) wheien IIHJ;‘-I‘:“-*I mmizn‘:h s - @
Pyl s o wiel 8 el By o it el ol o e e, kol A B TR o vk Bk B DR ERTTER
ey b ok il e hlnmﬂtwﬂﬂa oW, W o7 B e gs000  EEHE Wow (DEED
i g, vy g ey e gl TE & e v B gl el sl v ol A e e e v
& el i it & W T o o -mﬂiﬂhﬂkmg e e o ey el T ]
I o e e vl Wy ot w1 300w ) deel o wlol o sl e o v B

ganisation Feach w0 help

thom Miopt an cmployer-kd
model (ELM) for fighting TH.

The alm af the ELM 12 to
reach out toall formal, infor-

KANPUR INC
PITCHES IN

mal and migrant workfores
for Improvesd AWATEDESS abo.
ut T and link anyone with
sympioms w0 the health gy-  dosh,

i Lucknow: In a nowvel at-
;  tempt, business houses inin-
i dustrial clty Kanpur haveco-
! me forward to Join India's
: hanbeagains: berculosis,
1 The labour department
! has moderared an allianco
i betwoen UP Stawe TH Cell, in-
i dustrialists, Indian Indusiri-
08 Association and soclal or-

ring TB with awareness Is a
strategy 10 beneflt both,” sa-
i labour commitssioner Anil

SRR« FrY Wl e
§ dw e & ety vy el
Sy g o e Al e R
e e Sraeny at i g
Wl g e
e w8
far bt my ik w w
i ww T gt e
St il e B | Bt
b ot o e e oy
™ ek e v ) e o
o o i webe e e sl
o ol e P e
. T @ o e i
s f bw T P @
e L]
wo B e al e

B B S o1 o A @ B & 3 A A

s o ey B G O e o e Prweeien) o e e

o o o R wy e i 8 gt P Bl
g s wew el ol e e e g e el
w1 o e 0 b e P

e
Pl v e B W
ufeern wrd A g b
T i wradl) woeR A @
o o afmeer &3 wwm
frm b 3959 wmrn B oom
w#an E v P o s

- el st el 3 '

o P i g e o e S e g i i i vl el

ar s b T T d w4 B S e G e oachn ) Fm st )

S 20 AR T P i o s | SR R o e o, ek e Tl o e e T v o o e ke

o i T e W B L T e, fr | PR esme ik am raicl shwnle A o e

ween # dowk b1 4 Mgy BAoR w1, B, dri | MORmivmhmsaisad s ivesdessmnni
TR e e wili v Boir. e e - g v g e e el P T e 3 o s vl @ |
e - S P, TE | soarew b o ww B s owd v W d e ot S w fe et s |

il i ww b fon, Bre TR SR | gl 9 i) i od se e vovem ey B st sk g, e A o e,

s i i f ww P i, i e, | ekl shadmecel S wep et wiy SRR s Bredt wal foem e P

wrds i W e W iz W R @ s ww | At i apmen ot el sl B 3 it ol w3 o wed

Wit gm owd Foam shwdm & e &4 5 ey wrwed 1bp L W ei i g st s il o v ot o vl

12




Impact Report: Call to Action for a TB-free Uttar Pradesh

TB Champions of Uttar Pradesh
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“Over the last six months, I travelled over 10-12 kilometres on my cycle every day to meet people
affected by TB. I counselled them and gave them information about the importance of completing
treatment and eating nutritious food. I will continue to work as part of our network of TB survivors and
will also motivate others to join the network.”

— Suryakala, TB Champion, Siddharthnagar, Uttar Pradesh

“Stigma is still a major issue — most people I spoke to preferred to meet outside their homes so that their
families would not find out. As TB survivors and Champions, we have to play a major role in reducing
and eventually eliminating stigma associated with TB. Only then will people come forward openly to
seek diagnosis and treatment on time.”

— Shazad Ahmad, TB Champion, Balrampur, Uttar Pradesh
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About REACH

Resource Group for Education and Advocacy for Community Health (REACH) is a Chennai-based non-profit organisation
established in 1999 in response to the roll out of the Revised National TB Control Programme (RNTCP) in Tamil Nadu. Through an
unrelenting focus on TB for two decades, REACH has engaged various stakeholders for a multi-sectoral and comprehensive
response to TB, including the Central TB Division, State and District TB Cells, private health care providers, business leaders,
celebrities, the media, people with TB and affected communities. REACH has consistently supported the RNTCP in its efforts to
prevent, detect and treat TB, by providing holistic care and support along the care cascade to people affected by TB.

With support from USAID, REACH has implemented the Tuberculosis Call to Action Project since 2016 in six priority states — Assam,
Bihar, Chhattisgarh, Jharkhand, Odisha, Uttar Pradesh. Through this project, REACH has created a cadre of TB survivors and
Champions who are actively engaged in the TB response, advocated for the participation of industries through the Employer Led
Model, engaged elected representatives for greater attention to TB, facilitated inter-sectoral coordination between various
departments (beyond health) and piloted TB Mitra, a unique mobile-based application for use by communities.

Contact REACH: A
Chennai Office: 044 45565445 / 044 28132099 « Email: reach4tb@gmail.com i)
Website: www.reachtbnetwork.org 3 @SpeakTB ] www.facebook.com/SPEAKTB ACTION

The publication of this document is made possible by the support of the American People through the United States Agency for International Development
(USAID). The contents of this document are the sole responsibility of REACH and do not necessarily reflect the views of USAID or the United States Government.



