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SUMMARY

COMMUNITY-DRIVEN 
ADVOCACY IN TB - 
CRITICAL TO THE 
PARADIGM SHIFT TO 
END TB

Twenty-eight TB community activists 
from 11 countries in Anglophone 
Africa - Ghana, Ethiopia, Kenya, 
Nigeria, Sierra Leone, South Africa, 
Swaziland, Uganda, Zambia and 
Zimbabwe – participated in the 
Regional Capacity Building 
Workshop, 8-10 July 2017, Accra 
Ghana.  

The workshop, led by Stop TB 
Partnership and the Global Coalition 
of TB Activists, made possible by 
USAID and the Global Fund to Fight 
AIDS, TB and Malaria, was 
conducted collaboratively with Afro 
Global Alliance and Stop TB 
Partnership Kenya.  

The objectives of the workshop were 
to engage, empower and mobilize a 
pool of TB Advocates from the 
Anglophone African region in TB 
advocacy. 

The main outcome of the workshop 
was the mobilization of an African TB 
Community Network - ACT.  

Africa, home to 11% of the world’s population 
carries 28% of the global burden of TB. In 2015, 
75% of all deaths from HIV-associated TB were in 
Sub-Saharan Africa and while the case fatality rate 
in most countries was at 5% it was 20% in most 
African countries . The burden of the TB epidemic 
in Africa is compounded by several factors 
including weak health systems, disempowered TB 
patients and weak and under- resourced and 
capacitated community systems and responses to 
TB.  According to the Stop TB Partnership, as 
articulated in the Global Plan to End TB, and the 
Global Coalition of TB Activists the TB crises 
demands a comprehensive response from both 
government and non-government actors with 
communities informing and driving the response. 
To date however the response has remained 
primarily top down whereby people affected by TB 
and their families play little to no role in the TB 
response. The potential role of people affected by 
TB as powerful advocates, with the capacity to 
improve public understanding of the disease, 
support those affected and enhance social 
accountability in TB has been largely untapped. To 
support the aspiration of persons affected by TB to 
engage in TB advocacy in Anglophone Africa and 
following the workshops in Eastern Europe and 
Central Asia and Asia Pacific, Stop TB Partnership 
and the Global Coalition of TB Activists, in 
collaboration with Afro Global Alliance and Stop 
TB Partnership Kenya, with the support of USAID 
and the Global Fund to Fight AIDS, TB and 
Malaria hosted a workshop for current and 
aspirational TB community advocates. It took place 
8-10 July in Accra, Ghana.   



WORKSHOP OBJECTIVES
To engage, empower and mobilize a pool 
of TB Advocates from the Anglophone 
African region in TB advocacy.
To build the capacity of TB Advocates from 
the Anglophone African region to engage 
collectively in TB advocacy.  
To identify advocacy priorities for TB 
Advocates from the Anglophone African 
region to pursue nationally, regionally and 
globally.  

IT'S A MYTH - PEOPLE AFFECTED BY TB DO WANT TO 
ENGAGE IN ACTIVISM 

A formal call for applications to participate in 
the workshop was issued on respective 
organization websites and other media 
channels on 1 May 2017 with a deadline of 22 
May. 

278 applications were received, crushing the 
notion that there’s an apathy among people 
who have been affected by TB to engage. 

213 of the applications were eligible 
(completed, received on time and from an
eligible country), 98 were shortlisted by the 
selection committee and 33 were chosen and 
in the end 28 could attend. See table 1 for 
details.   

Selection criteria included; TB survivor or 
someone who has been affected by TB, 
someone who expressed a willingness to 
engage in TB advocacy and someone who is 
fluent / good at English.  



TABLE 1: SUMMARY OF ELIGIBLE AND CHOSEN APPLICATIONS

SUPPORTERS OF COMMUNITY ACTIVISM IN TB

Dr Frank Bonsu, Head of the National TB Control Programme, Ghana Heath Service opened the 
workshop. He expressed an urgent need for stronger community systems and responses to 
compliment the formal health system response. He articulated the need for communities to support 
service delivery, identify barriers to access, and monitor the TB response and services for social 
accountability and advocacy. In addition Dr. Suvanand Sahu, Deputy Director of Stop TB 
Partnership, Blessina Kumar, CEO Global Coalition of TB Activists, Chief Austin Arinze Obiefuna, 
President, Afro Global Alliance, Evaline Kibuchi, National Coordinator Stop TB Partnership Kenya 
and Olive Mumba, Eastern Africa National Networks of AIDS Services Organizations led and 
facilitated and informed discussions throughout the workshop. Linda Mafu, Head of Civil Society 
and Political Advocacy, Global Fund to Fight AIDS, Tuberculosis and Malaria also lent her voice, 
experience and support to the community present, providing inspiration for mobilization, 
organization and engagement in TB activism.      



EMPOWERMENT AND SOLIDARITY

On day 1 two sessions, led by Blessina Kumar stood out and informed day 2 and 3 discussions. 

1) Know your Science & Epidemic 
2) What is your TB Story 

Know your Science & Epidemic emphasized the importance of understanding the epidemiology 
and science of TB to be effective community advocates. To advocate effectively and successfully 
in political, science and health system circles participants learnt about the importance of knowing 
the facts, systems and political environments within which they navigate.   

What is your TB story was a session that gave space to people who survived TB to share their 
story freely without instruction or coaching. Within the context of TB, where so often the human 
side of the TB experience is unheard and disregarded providing this space was a unique and 
welcomed opportunity. An affirmative and positive outcome of this session was the sense of 
empathy, solidarity, cohesion and unity among the group, which eventually led to the formation of 
a regional network with a common identity.  



COMMUNITY ADVOCACY PRIORITIES
In addition to the sessions on capacity building in advocacy and communication skills, led by Olive 
Mumba top highlights of Day 2, were the sessions on:  

1) Pathway through Care 
2) Identification of Advocacy Priorities. 

Led by Blessina Kumar "Pathway through Care" identified the challenges and barriers in health 
and community settings that threaten peoples’ pathway to cure. Encouraged to draw from their 
personal stories, (previously told in day 1) participants were stimulated to think about it in a more 
structured way, using the framework of the cascade of care (understanding symptoms, getting a 
diagnosis, starting and completing treatment and getting back on track), to identify problems that 
impacted or could have more seriously impacted their experience. People worked individually and 
then together they analyzed and grouped the problems under challenges faced in both health and 
community settings. Too often the TB response focuses on the medical and health system 
challenges in isolation and in so doing ignores the whole experience and complete needs of 
people with TB. By thinking and analyzing both it was possible to think about the experience in a 
comprehensive holistic manner, reflective of the entire experience of TB and the need to be 
supported in both the health and community settings. The challenges are plotted in Table 2,which 
subsequently informed the session on identifying advocacy priorities. 

TABLE 2: CHALLENGES IN THE HEALTH AND COMMUNITY SETTINGS IN THE CASCADE OF CARE



Drawing from the Pathway through Care session, James Malar, Stop TB Partnership introduced 
the High Level Meeting on TB and the importance of community and civil society engagement in 
the lead up to and at it. Bearing the challenges identified in mind he facilitated a discussion to 
transform them into advocacy priorities for the region. Seven priorities were decided upon and 
drafted.  

Draft Priorities for the Anglophone Africa Region 

1: Patient centered care and support in TB 
2: 10% Increase in domestic resources for TB (Increased Political Will) 
3: Community investment case (at least 30% of all service delivery is community led by 2020) 
4: Innovative, affordable, accessible diagnostics tool and drugs, for paediatric TB also. 
5: Integration of TB into community based activities / organizations 
6: Community-driven, rights-driven and gender transformative TB responses in TB 
7: Strengthened coordination and capacity building for communities to engage in TB responses. 

Identifying shared priorities for the region, exposed the absence of a regional community network 
to drive them forward and the need to assemble and mobilize, which was the basis of discussions 
on day 3. 

Once priorities were identified advocacy opportunities were identified. See Table 3.  

TABLE 3: ADVOCACY OPPORTUNITIES 



Having established the advocacy priorities for the region on Day 2 led the group on day 3 to 
discuss how progressing these priorities would be possible. They agreed that a network engaged 
in collective advocacy could progress them.  Led by Olive Mumba the group answered 3 main 
questions:  
1. Who are we  / what is out identity?  
2. How do we organize as a network? 
3. What do we do? 

WHO ARE WE ? 

THE LAUNCH OF AFRICAN COALITION ON TB (ACT) 
MOBILIZING FOR ADVOCACY

The network is called African Coalition on TB (ACT) and membership will be open to all 
people who have been directly affected by TB, as well as allies engaged in TB
advocacy. Membership is open to individuals and organizations. Individual membership is 
allowable only at community level and representation at a regional level should come from an 
organization.  

HOW WILL ACT ORGANIZE?   

An interim steering committee for the network was identified. The steering committee among 
other things will finalize the structure and governance of the network.  

WHAT DOES ACT DO?   

ACT's steering committee, drawing from the below agreed upon priorities will develop a strategic 
plan for the network, which will be implemented by the network.  
1: Patient centered care and support in TB 
2: 10% Increase in domestic resources for TB (Increased Political Will) 
3: Community investment case (at least 30% of all service delivery is community led by 2020) 
4: Innovative, affordable, accessible diagnostics tool and drugs, for paediatric TB also. 
5: Integration of TB into community based activities / organizations 
6: Community-driven, rights-driven and gender transformative TB responses in TB 
7: Strengthened coordination and capacity building for communities to engage in TB responses. 



ACT - AT THE UNION AFRICAN CONFERENCE  
ACCRA, GHANA 10-13 JULY 2017
Naomi Wanjiru, from ACT was nominated by ACT 
interim steering committee to speak at the opening 
ceremony of the UNION African Conference. She took 
the opportunity to raise of the voices of those who have 
directly experienced TB and introduced ACT and its 
priorities as a community network and major partner in 
the region.  

Afro Global Alliance Ghana (AGA), future host of ACT, 
accommodated the CSOs and Communities Corner 
(Ekruase Pa) at the UNION African Conference. They 
facilitated a number of discussions at Erkruase Pa on 
supporting communities to engage in TB in the region, 
in the context of diminishing resources.  

Throughout the conference ACT utilized Ekruase Pa to 
strategize about future funding and their coordinated 
leadership in advocacy and the community response in 
the region and globally in the lead up to the UN High 
Level Meeting on TB in 2018.   

ACT participated in a number of events throughout the 
conference, consistently highlighting the relevance of 
the community experience, met with the press and led 
the advocacy march EVERY BREATH COUNTS on 10 
July in solidarity and to raise the needed awareness 
about TB.  



ACT - WHAT NEXT?
The interim steering committee will lead the process to develop the terms of reference for the 
Selection Committee for ACT members by 1 October 2017 (prior to the UNION World 
Conference on Lung Health, Mexico, 11-14 October 2017).
The interim steering committee will lead the process to nominate and identify a steering 
committee for ACT by 1 October 2017.
The interim steering committee will lead the process to finalize the structure and governance of 
ACT by 1 October 2017. 
The interim steering committee will lead the process to develop a constitution for ACT by 1 
October 2017. 
The interim steering committee will develop the logo for ACT by 1 October 2017. 
The interim steering committee will decide on its geographic reach by 1 October 2017.
The network will officially launch at the 48th UNION World Conference on Lung Health, Mexico, 
11-14 October 2017. 
The network will be registered with the support of the Global Coalition of TB Activists 
The steering committee will develop the strategic plan of the network
The network will develop their strategic plan and explore opportunities to fund its 
implementation  


