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1. Introduction to these guidelines

Tuberculosis (TB) has a profound impact on communities in South Africa. The National TB Control
Programme (NTCP) of the Department of Health (DoH) recognizes the potential role community members
can play in successfully combating TB.

1.1 What is the purpose of these guidelines?

These Behaviour Change Communication and Social Mobilisation Guidelines aim to assist in the development
and implementation of a programme to change behaviours and mobilise communities to increase TB and
HIV case finding and case holding. They were developed as a practical and user-friendly resource to assist
those wishing to plan and implement appropriate and effectively managed social mobilisation processes in
their communities.

These guidelines therefore provide an overall understanding of what social mobilization is, how it is
implemented, with whom and how it’s success is measured.

1.2 Who will use these guidelines?

These guidelines have been developed primarily for
o District and facility level managers who are responsible for managing TB and HIV.

However they can be used by anyone who wishes to get involved in addressing TB in their community. This
guide can therefore also be used by:
- People in various community structures, namely community based organisations (CBOs), non-
governmental organisations (NGOs), faith based organisations (FBOs)
- Health promoters, DOTS supporters, home based carers, community health workers
- Traditional healers
- Employee Assistance Practitioners or TB and HIV co-ordinators in the workplace

1.3 Why were these guidelines developed?

The motivation underpinning the development of these guidelines is to build the capacity of managers to
strengthen district and facility level programmes to plan and implement effective TB/HIV social mobilization
strategies so as to address the following four key challenges;

- Improving TB case detection and treatment adherence

- Combating stigma and discrimination

- Empowering people affected by TB

- Mobilizing political commitment and resources for TB.

1.4 What does this guide contain?

This guide focuses on assisting the reader with information about how to plan, implement and evaluate a
social mobilization process to reach communities affected by TB. The guide is structured in the same order
as a planning framework. This process includes establishing goals and objectives, conducting a situation
analysis including a stakeholder analysis, establishing partnerships, developing a budgeted plan of activities,
mobilizing resources for the plan and monitoring and evaluating the plan. The guide consists of TEN
chapters:

Chapter One introduces the guide and describes for whom and how it could be used to guide the reader to
plan, implement and evaluate a social mobilization process.

Chapter Two provides basic facts about TB, background information regarding the prevalence of TB locally
and worldwide making the link to the HIV/AIDS epidemic as well as an outline of the international and
national efforts to address TB.



Chapter Three introduces the reader to the concept, principles and goals of social mobilization in the context
of TB.

Chapter Four provides information on how to establish successful community partnerships so as to build
support to address TB at the local level.

Chapter Five gives guidance on coordination of community workers and defines the roles and responsibilities
of community workers providing TB services. It goes on to provide information on how to maximize the
benefits of having such people in place to provide quality TB services.

Chapter Six focuses on different TB and TB/HIV messages that could be shared with the community.

Chapter Seven focuses on ways that information about TB can be communicated to communities, from one-
to-one education to mass communication campaigns.

Chapter Eight looks at advocacy as an important tool to ensure that change is effected to address TB. Tips
on how to implement an advocacy campaign are shared.

Chapter Nine focuses on resource mobilisation to ensure that sufficient financial and human resources are in
place to ensure the success of a comprehensive TB programme for the community.

Chapter Ten provides a case study to show how chapters 7, 8 and 9 are all linked to ensure a successful
programme outcome.

Chapter Eleven provides key information on monitoring and evaluating (M&E) the success of a social
mobilisation process. It does not provide in-depth information on M&E but rather looks at key indicators and
tools to measure success.

Chapter Twelve highlights the importance of operational research in improving TB care in communities
towards improved programme outcomes.

Chapter Thirteen provides the reader with potential resources to assist them in their work.



2. Setting the Scene
2. 1 TB/HIV Fact Sheet
This fact sheet can be used to inform community members or the media about TB and HIV.

What is TB?

Tuberculosis (TB) is caused by bacteria (germs) called Mycobacterium tuberculosis, which are spread
through the air when a person who has TB coughs, sneezes or breathes. TB can occur anywhere in the
body, but only TB in the lungs can infect other people. Anyone can become infected with TB, but all people
with HIV are at greater risk of becoming sick with TB disease. TB can be cured whether a person is
infected with HIV or not.

What is the difference between TB infection and TB disease?

TB infection (latent TB) means that the bacteria are inside your body but they are not active. People who
are infected with TB usually have no symptoms and most of them do not become ill. They also do not pass
the disease on to other people. TB disease is also called active TB. Active TB means the infection has
become active in your body and will make you sick. People with active TB have symptoms and can pass it on
to other people. Therefore active TB must be treated, cured and where possible prevented. If TB is left
untreated it can be fatal.

What are the signs and symptoms of active TB?
TB symptoms depend on where in the body the TB germs are growing. TB germs usually grow in the lungs
but can also occur in other parts of the body including the lining of the lung (pleura), lymph nodes, brain,
heart, abdomen, bones, kidneys and skin. TB in the lungs may cause:

- Abad cough that lasts longer than 2 weeks

- Pain in the chest

- Coughing up blood

Other symptoms of TB (whether it is in the lungs or in other parts of the body) are:
- Sweating at night
- Weight loss
- Poor appetite
- Weakness or fatigue
- Fever

How can health workers tell if I have active TB?
Health workers can test for TB in different ways. The most reliable test for TB is a sputum test. A chest x-ray
may also be necessary.

Can active TB be cured?

People diagnosed with active TB can be treated and cured with medication taken for six to eight months. TB
medication must be taken until the doctor says that TB is cured. Stopping or skipping TB medication just
because you feel better might lead to recurrence of TB. By not finishing your medication you could also
develop drug resistant TB. Treatment of drug-resistant TB is more difficult and much more expensive than
treatment of TB that is not resistant. It is extremely important for TB patients to take their medication for as
long as the nurse or doctor recommends.

Why do some people with TB not complete their treatment?
Some people start feeling well early on during treatment and they stop taking medication before all the TB

germs are dead. Other patients forget to take their treatment or delay going back to the clinic or hospital. If
patients miss any doses of their treatment, they should not be afraid to go back to the clinic (TASC II TB
Project, n.d).

Dangers of not taking TB medication:
- You will not be cured and may eventually die
- You may develop resistant strains of TB that are not curable
- You will spread the disease to those around you.



Am I at greater risk of getting TB because I have HIV?
Yes. HIV weakens your immune system and increases your chances of developing other infections. These

infections are called ‘opportunistic infections’ because they take the opportunity of attacking you when your
immune system is weakened. TB is the most common opportunistic infection. HIV also promotes both the
progression of latent TB infection to active disease and recurrence of the disease in previously treated
patients.

How do I protect myself from getting TB?

- If you have been ‘in contact’ with a person who has active TB, for example if you live with, work
with, travel in the same vehicle (including public transport), or have been in the same environment
with someone with active TB AND you have developed any symptoms of TB, it is strongly advised
that you go to the clinic to be tested for TB.

- If you are HIV-positive, avoid working in conditions that expose you to TB germs such as health
facilities servicing active TB patients;

- Ensure that you have daily adequate nutrition to strengthen your body’s defences against TB;

- Encourage people who are coughing to cover their mouths when they cough. This helps prevent the
cough from spreading germs in the air.

What is the impact of co-infection with TB and HIV?

TB and HIV speed up the progress of each other, and TB considerably shortens the survival of people with
HIV and AIDS. TB accelerates the progression of HIV disease and shortens survival, killing up to half of all
AIDS patients worldwide. People who are HIV-positive and infected with TB are up to 50 times more likely to
develop active TB in a given year than people who are HIV-negative. TB is the leading cause of death in
HIV-positive people.

Many people infected with HIV in developing countries develop TB as the first manifestation of AIDS. The
two diseases represent a deadly combination, since they are more destructive together than either disease
alone.

- TBis hard to diagnose on HIV-positive people

- TB progresses faster in HIV-infected people

- TBin HIV-positive people is almost certain to be fatal if undiagnosed or left untreated.

- TB occurs earlier in the course of HIV infection than many other opportunistic infections.

- TB can be cured in HIV-positive people using the same drugs for the same length of time as in HIV-

positive people.

Yes. Your doctor will decide which combination of medicines will work best for you. ART is for life and TB
treatment is taken for at least 6 months.

What is the impact of TB/HIV on women?

Worldwide women bear a disproportionate burden of poverty, ill-health, malnutrition and disease. TB causes
more deaths among women than all causes of maternal mortality combined, and more than 900 million
women are infected with TB worldwide. Once infected with TB, women of reproductive age are more
susceptible to developing TB disease than men of the same age. Women in this age group are also at
greater risk of becoming infected with HIV. Although the majority of TB cases are in men, a growing
proportion of TB cases are in women as a result of the HIV epidemic.

What is MDR-TB?

TB can normally be treated with a course of four standard, or first-line, anti-TB drugs. If TB patients
interrupt their treatment, multi-drug-resistant TB (MDR-TB) can develop. MDR-TB can take up to two-years
to treat with second-line drugs, which are more expensive and have more side effects than first-line drugs.
Drug-resistance can be reduced where strong TB control programmes are in place to ensure that TBpatients
complete their treatment.



What is XDR-TB?

Extensively drug-resistant TB (XDR-TB) can develop when the second line drugs used to treat MDR-TB are
also misused or mismanaged and therefore also become ineffective. It can also occur when a person is
infected with TB from a person with active XDR-TB. Because XDR-TB is resistant to first- and second-line
drugs, treatment options are seriously limited. It is therefore vital that TB is managed properly to prevent
the occurrence of drug-resistant TB (WHO, 2006a).

2.2 Magnitude of the problem

In a recent report by the WHO (2006b) they state that in 2004, there were 9 million new TB cases and
approximately 2 million TB deaths worldwide. The Directly Observed Treatment Short-course (DOTS)
strategy remains at the heart of the new Stop TB Strategy (WHO, 2006) and in 2004 was being applied in
183 countries, including 44 countries in Africa. Despite this, the incidence of TB is continuing to grow in
Africa. This is especially driven as a result of the HIV epidemic. The burden of TB is especially felt in sub-
Saharan Africa and Asia, home to 80% of all TB patients.

Expanding areas of work within the next Global Plan to Stop TB 2006-2015 include; community and NGO
participation in TB care, advocacy, communication and social mobilization and improved management of
MDR-TB and TB/HIV.

A recent report by UNAIDS and WHO (2006) states that almost two thirds (24,7 million) of all persons
infected with HIV are living in sub-Saharan Africa. It further highlights that in 2006;

- the HIV prevalence of HIV in the region was 5.9%,

- there were 2.8 million new HIV infections amongst adults and children in the region,

- the number of deaths due to AIDS was 2.1 million.

South Africa has a population of approximately 47 million people and the incidence of TB is 718/100 000
people/year, which makes it a high burden country. With an estimated 339,000 TB new TB cases in 2004,
South Africa has the 5™ highest TB burden in the world. The high incidence and prevalence of TB is
attributed to the HIV epidemic, where 60% of TB patients are also living with HIV. The relationship between
TB and HIV has had a negative effect on the management of TB, because the high levels of TB-related
stigma have now been attributed to HIV, preventing people from accessing TB treatment. In South Africa,
some 5.5 million people, including 240 000 children younger than 15 years, were living with HIV in 2005
(UNAIDS, 2006).

The DoH commissioned the MRC (2004) to measure the extent of MDR-TB in South Africa. The study found
1,6% of new patients with MDR-TB, with the prevalence varying across the provinces, with the lowest
prevalence recorded in the Western Cape (0,9%) to the highest in Mpumalanga (2,6%). Furthermore, the
study recorded a prevalence of MDR-TB of 6,6% amongst those who had prior TB treatment, showing that
unfavourable outcomes of previous treatment (failure or default) are strongly associated with MDR-TB.

27 countries have reported XDR-TB cases (WHO, 2007). At the beginning of 2005, XDR-TB was detected in
KwaZulu-Natal and highlighted the lethal combination of HIV and TB in South Africa. Of the 53 patients
initially diagnosed with XDR-TB at a district hospital in the KwaZulu-Natal province, from January 2005 to
March 2006, 44 tested for HIV and each of them was found to be HIV-positive and 15 were on ART. All but
one (52) of the XDR-TB patients died with a median survival from sputum collection of 16 days. These cases
highlight that XDR-TB is an important cause of death in TB/HIV co-infected patients even where ART is
available. It has also highlighted the need for improved drug resistance surveillance, contact tracing and
infection control in health care facilities (Grimwood et al, 2006).

2.3 Management of TB globally and locally
Communities are not alone in trying to address TB. Many communities across the world have similar
challenges and the problem is so large that in 2000, the Stop TB Partnership, an international effort to

address TB, was established.

The Stop TB Partnership is a coalition of 400 organisations and individuals committed to short and long term
measures required to control and eventually eliminate TB as a global public health problem. As part of the
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practical implementation of its work, the Partnership has divided itself according to 7 working groups, and
one of these strategies is that of Advocacy, Communication and Social Mobilisation (ACSM)(WHO, n.d).

Since it's inception in 2000, the Stop TB Partnership has had many international meetings, where priorities
are set out and commitments made. To add further focus, the Stop TB Partnership developed a Global Plan
to Stop TB 2006-2015 (WHO, 2006c). This Global Plan outlines a vision of a TB-free world and their “mission
is;

- to ensure that every TB patient has access to effective diagnosis, treatment and cure,

- to stop transmission of TB,

- to reduce the inequitable social and economic toll of TB,

- to develop and implement new preventive, diagnostic and therapeutic tools and strategies to stop

TB” (WHO, 2006c).

In 2005, an ACSM working group was established to mobilise political, social and financial resources; to
sustain and expand the global movement to eliminate TB; and to foster the development of more effective
ACSM programming at country level in support of TB control. The ACSM sub-group have developed a 10-
year framework for action to contribute to the Global Plan to Stop TB 2006 — 2015. The vision of the work
plan is one where ‘all communities at all levels are empowered to remove the threat of TB to human
health’(WHO, 2005) By applying ACSM strategies from health-care settings to households, TB patients are
supported and treated effectively with dignity and respect.

The Global Plan to Stop TB is also committed to meeting the Millennium Development Goal relevant to TB
‘[Goal 6, target 8] to have halted and begun to reverse the incidence of TB by 2015." (WHO, 2006c)

On August 25, 2005, the WHO-AFRO Regional Committee Meeting in Maputo culminated in a unanimous
declaration of TB as an emergency in Africa by 46 Ministers of Health. The resolution from the meeting
warned that ‘unless urgent extraordinary actions are in place, the situation will worsen and the 2015
Millennium Development Goal TB targets will not be met’. (Department of Health, 2006)

In response to the Maputo Declaration, the South African government has developed a National Tuberculosis
Crisis Management Plan (Department of Health, 2006) which was released in March 2006. As part of the
crisis plan, each province is responsible for (amongst nine strategies);
- the implementation of a high visibility social mobilisation campaign
- the implementation of a high intensity media campaign
- the implementation of a strengthened supervision system to ensure facility and community-level
staff receive adequate mentoring and support to improve performance of the TB programme.

These guidelines seek to empower district and facility level managers to implement these elements of the
National TB Crisis Plan.



3. Goals of social mobilisation

The ACSM recognised that social mobilisation is a process of bringing together all feasible and practical
intersectoral allies to raise awareness of and demand for a particular programme, to assist in the delivery of
resources and services and to strengthen community participation for sustainability and self reliance. Allies
include decision and policy makers, opinion leaders, NGOs such as professional and religious groups, the
media, the private sector, communities and individuals.

Social mobilisation generates dialogue, negotiation and consensus, engaging a range of players in
interrelated and complementary efforts, taking into account the needs of people. Social mobilisation,
integrated with other communication approaches has been a key feature in numerous communication efforts
worldwide.

Social mobilisation recognises that sustainable social and behavioural change requires many levels of
involvement. Isolated efforts cannot have the same effect as collective ones.

Key strategies of social mobilisation include;
- partnership building and networking
- community participation
- media and special events to raise public awareness
- advocacy to mobilise resources and effect policy change

Each of these key strategies are discussed in more depth in subsequent chapters.

In the context of TB, a social mobilization programme would try to address the following four key
challenges;

- Improving case detection and treatment adherence

- Combating stigma and discrimination

- Empowering people affected by TB

- Mobilising political commitment and resources for TB.
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4. Establishing community partnerships to build support

As previously recognised ‘working together achieves more than working alone’. When initiating a social
mobilisation campaign, different stakeholders should be identified and involved in the process from the
planning phase. Below is a table identifying potential stakeholders, what they could contribute, how they
should be approached and what resources they may have to offer. Approaching an organisation for support
may be facilitated if you are accompanied by a member of that organisation who is supportive of a TB
campaign.
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5. Coordination of community workers and volunteers

The successful delivery of TB programmes to the community can be greatly enhanced through developing
partnerships in the community, using treatment supporters, non-governmental organisations (NGOs) and
community based organisations (CBOs). Broadly, the advantages of this approach are that of sustainability,
skills development and cost saving.

ROLE AND RESPONSIBILITY OF THE DEPARTMENT OF HEALTH OF PROVINCIAL GOVERNMENT:

The model of leveraging community resources has the full support of government, and through provincial
governments, NGOs and CBOs can apply for funding to implement TB programmes in the community.

If the application for funding is accepted by a provincial government, it will enter into a service level
agreement with the NGO/CBO effectively buying a service from the organisation. Organisations are given
clear guidance as to what functions the funds are intended to support and organisations are accountable for
the funds to government. The agreement stipulates minimum standards that need to be adhered to by the
NGO/CBO receiving funds. These can include specific duties of TB treatment supporters, minimum wages to
be paid and reporting procedures.

ROLE AND RESPONSIBILITY OF DISTRICT MANAGERS AND HEALTH FACILITIES:

Prior to any partnerships being initiated, health facilities should ensure that a successful DOTS strategy is
being achieved. According to the TB Alliance DOTS Support Association (TADSA), several prerequisites need
to be in place prior to introducing community based DOTS (TADSA, 2007):

District management recognises TB as a priority

Health facility is able to achieve a sputum turn-around of 48 hours or less

Health facilities receive a regular, uninterrupted drug supply

At least one person is responsible for TB at the health facility

Standardised recording and reporting procedures are in place in the health facility.

unhrwNE

With these 5 systems in place, health facilities can begin to consider expanding their TB service into the
community.

Introducing community based DOTS creates opportunities and challenges for health facilities and TB Clients:
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TADSA has a wealth of experience and provides tailor-made technical expertise to assist health facilities to
initiate and maintain functional community-based TB treatment, to help them tighten the TB control systems
at clinic and sub-district levels. In TADSA’s experience, health facilities need to realise that the responsibility
of patients receiving community treatment still remains the responsibility of the health facility. For this
reason, one person at the health facility should be delegated the responsibility for TB and act as the primary
liaison between the facility and the NGO/treatment supporters in the community. The health facility should
(TADSA, 2007);

-Know their treatment supporters by meeting with them on a regular basis (at least monthly)

-Make sure the treatment supporters are in close proximity to their TB patient

-Keep up-to-date records regarding their patients and monitor their progress

-Monitor compliance to identify possible defaulters

-Decide and be clear about whether treatment supporters trace their own patients only or clinic patients as
well.

ROLE AND RESPONSIBILITY OF NGOs, CBOs OR COMMUNITY VOLUNTEERS:

It is ideal for NGOs and CBOs to provide community DOTS support as it provides a formal employment
structure for treatment supporters. Depending on the community (deep rural communities), this may not be
possible. In this case, treatment supporters receive their stipend directly from government.

In the case where the organisation is present, the organisation is responsible for;
-Recruiting and training treatment supporters
-Providing a contract stipulating terms of employment and scope of work for treatment supporters
-Providing mentoring and support to the treatment supporter
-Supervision and monitoring of the treatment supporter

In recognition of the duel epidemics of TB and HIV, new initiatives are needed to best support one patient
with 2 diseases. Here is a common scenario being played out in many communities in South Africa:

In response to such a scenario, an NGO could be asked to provide a treatment supporter to assist with TB
treatment. Once the TB has been treated and ARVs can commence, there is much value in the same
treatment supporter remaining in place to provide adherence support for their ARVs. Models of care are
being explored in different communities to try and find ways of providing effective care to patients. These
need to be shared so that managers in the health service and of NGOs are aware of different models and
can pilot them locally — TADSA calls this 'finding local solutions to global challenges'.

Treatment supporters are real advocates at community level — whether they are in patient’s homes,

providing workplace support or in health facilities - they have knowledge and expertise to raise awareness
and visibility regarding TB and HIV. Opportunities are created, such as World TB Day, World AIDS Day, or
particular health drives initiated by communities or workplaces, where treatment supporters provide health
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information. This kind of work is invaluable to support the work of the health facilities in case finding. It also
goes a long way to ensuring diseases such as TB and HIV are talked about in communities to break down
barriers such as stigma and discrimination that prevent people from accessing treatment.

The examples highlighted above may appear simple on paper; however in practice they require huge
support to ensure the best care for the patient. Proper communication between NGOs, CBOs and managers
at all levels of the health service will ensure that successful projects are able to continue to perform and
provide services in the community. It will also ensure innovative ideas and new models of care are created.

Staff turnover is an ongoing challenge for the health service and NGOs/CBOs alike. It is therefore critical that
processes are in place to ensure that issues of training are addressed. Health facilities and organisations
need to maintain a strong relationship in order to ensure that an optimal human resource plan is being
implemented to ensure that a quality TB service is being provided in the community.

A capacity building plan needs to be in place that includes;

1. Tools for capacity building for all relevant stakeholders that includes standardized training materials,
flowcharts and checklists of activities with sequence of events,

2. A training plan, that includes methodology appropriate for adult education and tools for the community,
3. Identification of persons responsible for conducting training,

4. Ensuring ongoing training to address staff turnover and maintain good quality services.

Some training can be standard, but health facilities and organisations need to provide ongoing mentoring

and supervision to identify and respond to specific training needs of individual staff members to assist them
in doing a good job.
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6. Standard TB communication messages

Communities need to be given simple information about TB that improves their knowledge, demystifies
myths and misinformation and improves their health seeking behaviour. It is not always important for people
to understand in-depth information about a disease but knowledge of the signs and symptoms, treatment
options and care can go a long way to ensuring people seek help early, and are able to complete their
treatment. These messages can be incorporated into social mobilisation activities as part of mass
communication initiatives.
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7. Activities and methods of communication

In a recent publication developed by The Panos Institute they said that “our failure to respond to TB is
largely a communication failure. People suffering from TB symptoms often think they have a cough
rather than TB. Likewise, those affected, and their caregivers, often do not know where to find help.
The media and civil society largely leave the problem of TB to the medical community” (Sarker, S &
Scalway, T, 2005).

It is estimated that only 78% of TB cases are detected and notified in South Africa, presenting a major
challenge for communication (WHO, 2006b). Even among the cases that are detected and treated, there
is very often a long delay between the onset of symptoms and diagnosis. This highlights one aspect
where communication can play a large role in educating and mobilising people to be aware of TB. Most
often we only hear about TB around World TB Day. This needs to change so that awareness of TB goes
beyond World TB Day and is made relevant every day to keep the public informed, motivated and
conscious of the disease.

Everyone has a role to play in sharing information about TB, as highlighted below:

7.1 Health education in clinics
Health education in clinics can be provided by health educators, DOTS supporters, counsellors or
nurses, who can give talks in the waiting room of public health facilities about TB and the interaction
of TB and HIV. This is an excellent opportunity to share information as patients in waiting rooms are
a captive audience, and they often have to wait for extended periods before they are seen. These
talks can be supported with the distribution of print media including; pamphlets, displays and videos
for people to look at while they wait.

7.2 Door to door campaigns
Health facilities and NGOs can develop campaigns targeting specific communities, and with the
assistance of DOTS supporters and volunteers develop a campaign where they personally visit
homes to share information with families, to deepen their understanding of TB. The advantage of
door to door campaigns is that it brings the information into the home and makes it real for those
living there, and it provides an opportunity for people to ask questions.

7.3 School education

Schools are an excellent environment where health education can be shared. WHO have an initiative
called the ‘health promoting schools’ (WHO, 2006e) initiative, where a health promoting school is
one that constantly strengthens it’s capacity as a healthy setting for living, learning and working.
Amongst its 6 objectives it strives to prevent leading causes of death, disease and disability. Schools
can use many different settings as opportunities to educate the children about TB and can share TB
information through drama, story-telling, worksheets, quizzes, video/DVD material and inviting
speakers to talk about TB, especially those who have successfully combated TB. By forming
partnerships with NGOs and health facilities, schools can be assisted in accessing the necessary
resources to implement quality programmes.
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7.4 Peer education

Peer educators are people who have been trained to inform and educate their communities about TB.
Community can be understood to mean any group of people including your neighbourhood, work
colleagues, church group or youth group. Peer educators are there to provide information, refer people
to services, initiate awareness activities and be a role model to their community.

7.5 Meetings and Workshops

Workshops are an ideal space for people to be given information and proper training about TB.
Furthermore, workshops can also be a space where multi-sectoral partners can come together to
discuss the development of joint TB initiatives.

Panel discussions can also be established, where TB specialists are invited to discuss different nuances
of the TB epidemic. The reach of these discussions can be extended by broadcasting the information on
TV and radio and having phone-in sessions.

7.6 Mass Media

Banners and posters can be developed raising awareness about activities or with a focus on
educating people about TB. These should be developed in the local language to ensure information is
well understood. The STOP TB Programme developed an international poster that they made available
on their website [www.stoptb.org] for any to use and access. This is another option to reduce the cost
of developing your own poster, and also pushes the global theme for that particular year.

[EXAMPLE: INSERT ACTIONS FOR LIFE POSTER — WORLD TB DAY 2006]

Posters and pamphlets are also available locally by the National Department of Health, via the mass
communications campaign, Khomanani and accessed through their website: www.health.gov.za.
Information can be downloaded or ordered in different languages. Posters and pamphlets can be widely
distributed to health facilities, non-governmental organisations, faith based organisations, sports clubs,
health facilities, schools, taxi ranks, bus stops and libraries. Other forms of media one could distribute
are; stick on tattoos at rallies and bumper stickers.

Community radio stations provide an excellent source of information. In many rural communities
written information is scarce, and so communities rely on radio for information. Radio also provides
some anonymity to speakers who may not be ready to disclose. Radio shows can do interviews with TB
patients and interviews with health promoters so they can share simple messages on TB. On an ongoing
basis, radio stations can be provided with media briefs about TB to regularly raise awareness.
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Television is also extremely powerful and can use investigative documentaries, TV soaps, chat shows,
and the newsroom to highlight TB, and/or to integrate TB messages.

It is important that if you organise a parade or rally, you should invite the media (newspaper, TV or
radio) to try and raise additional coverage. The media have a powerful effect on influencing public
perceptions and are a vital partner.

The Internet has become an important source of information for people who are able to access it.
Clear, concise information should be easily available for internet surfers.

| 77 Concerts ‘—(Formatted: Bullets and Numbering

In recent years, concerts have become a popular means for fundraising and raising awareness about
certain issues. Worldwide, members of the entertainment industry, singers and actors, are role models
and icons and are very influential. They recognise this and more and more they are using their
influence positively.
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8. Advocacy

Advocacy has been defined by the Advocacy, Communication and Social Mobilisation (ACSM) Working Group
of the Stop TB Partnership as:

"Activities to place TB control high on the political and development agenda, foster political will, increase
financial and other resources on a sustainable basis and hold authorities accountable (Stop TB Partnership,
2006) "

Advocacy therefore aims to influence individuals (decision makers, leaders, policy-makers and people in
positions of influence), groups or institutions to change policies, the implementation of policies, laws and
practices and to invest in TB control activities.

Advocacy work can target people with influence at all levels
- local level: community, village, district, city
- national level: the whole country
- international level: more than one country

Depending on the target audience, advocacy can take many different forms. For example, it can be written,
spoken, sung or acted. Advocacy can vary in the time it takes — it can take one hour or several years
depending on the issue you are trying to address. We can do advocacy work on our own or with others but
remember that some of the most powerful advocacy methods are led by the people affected by the problem
or issue, or directly involve them for example by people with TB or cured of TB.

A successful advocacy campaign requires planning. The following process of 8 steps is recommended to plan
your advocacy campaign:

- Step 1: Select an issue or problem you want to address
This step requires you to consider the different issues that could be worked on and to select one
that is realistic and which will benefit from advocacy. Once you have done this, define the selected
problem or issue clearly.

- Step 2: Analyse and research the issue/problem
Once you have identified your issue, you need to analyse the issue, find information about it and
suggest possible solutions. The information you find during this process can help to influence and
inform your target or ally, to provide evidence supporting your position, to disprove statements by
people who oppose you, to change perceptions of a problem, to disprove myths, rumours and false
suggestions, and to explain why previous strategies have not worked.

- Step 3: Develop specific objectives for your advocacy work
Once you have a clear understanding of your problem, you need to have a clear vision of what you
want to achieve. This can help in deciding what changes are necessary to reach a solution that will
solve the problem you have identified. Once the vision is in place identify your aim and your
objectives.

- Step 4: Identify your targets
This step requires you to identify who you are advocating to. Most institutions/ organisations have
limited resources available for undertaking advocacy work. Therefore it is important to focus
advocacy efforts on the individuals, groups or institutions that have the greatest capacity to take
action and to introduce the desired changes. At a local level there are often charismatic people who
have power and influence at an informal and/or formal level. In identifying your target, it is
important to understand the decision making process as it may be necessary to work through others
to reach your target. Identifying targets will help you to plan strategically, and help you to choose
the most appropriate activities.
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- Step 5: Identify your resources
Successful advocacy requires resources such as people, money, skills and information. It is
important to be realistic about what resources you have or can raise.

- Step 6: Identify your allies
This step requires you to identify people who you will advocate with. In some cases a coalition of
people or organisations can achieve more together than individually, however coalitions can take
time and energy.

- Step 7: Create an action plan
This step requires you to select advocacy activities and making a detailed plan for these activities. At
the end of this step you should have developed a plan that has objectives, targets, activities,
resources, persons responsible, timeframes and expected outcomes.

- Step 8: Implement, monitor and evaluate
This step will enables you to see whether your chosen activities had their intended impact. You do
this through monitoring your activities and evaluating your results. Monitoring is the measurement of
progress towards achieving objectives and helps you to note which activities are going well.
Evaluation is about making judgements about the quality and impact of your activity.
In order to measure progress you will have to develop indicators, which are signs that indicate
whether you have succeeded or not. You will then have to determine how you are going to collect
information that assists in measuring your indicator. This could be through qualitative (case studies,
stories, opinions, feelings) or quantitative methods (surveys, routine programme data). Whatever
methods you choose, try to only collect information that will be useful in relation to your indicators.

For more information about each of these steps visit www.aidsalliance.org to download the manual.

Example of International TB Advocacy Effort:

Example of National TB Advocacy Effort:
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9. Resource mobilization

Mobilising resources is an important skill whether you are working in the public sector or in the non-profit
sector. In the context of social mobilisation, public/private partnerships can be entered into to fund specific
activities in communities. Alternately, NGOs, CBOs and health facilities can work independently to access
resources for TB programmes.

Mobilising resources to support the implementation of sustainable health programmes is a task that requires
careful planning to ensure success. Many organisations use more traditional fundraising methods such as;
appeals through direct mail, bequests, corporate donations, capital campaigns and annual events. Funds are
also raised through cost recovery ventures where organisations sell products that have been made such as
bead work. On the whole, funds raised using these methods provide short-term relief responding to
immediate needs.

An alternate strategy is to look at fund development, which is a more long term strategy for raising funds,
and requires one to look to the private and/or the public sector for funds as they generally have the capacity
to commit more money over a period of time. The private sector consists of individuals, corporations and
foundations and the public sector is the government (national, provincial or local). Finally funding can also
be accessed through bilateral (country to country) and multilateral aid agencies (eg. United Nations) and
organisations.

Most potential donors want to know how funding your request will move both their and your organisation
towards achieving each of your missions so a three phased approach is advised to ensure you have a
comprehensive strategy in place:

Phase 1: Conduct an organisational assessment to determine organisational and development goals
Phase 2: Identify potential donors and develop a programme proposal
Phase 3: Donor relations

Phase 1: Conduct an organisational assessment to determine organisational and development goals

This phase requires you to clearly state your organisational goal, purpose and objectives. This step may
require some analytical thinking to ensure your planning takes stock of the current situation both internal to
the organisation and externally. Once this is complete, you are in a strong position to clearly describe your
cause — i.e the development of a vision that your project seeks to address for a better future related to
specific improvements in the health and welfare of a particular population.

Phase 2: Determine potential donors and develop a programme proposal

Potential donors need to be sought out and researched. It is important to identify and evaluate those
funding sources likely to give support. It is important to know the priorities of potential funders and match
your programme needs to their interests.

Most major funders have specific formats for proposals. Before writing a proposal, determine whether
guidelines have been set out, as a proposal incorrectly formatted will normally not be considered. If no
template is provided, a well accepted template for a proposal is one that is no more than 15 pages, single
spaced and includes the following sections:

Cover letter

Executive summary

Background of the organisation

Problem statement/ needs assessment

Programme goals and objectives

Methodology

Evaluation

Budget

Appendices

LONOUNIIWNE

Phase 3: Donor relations
After submitting any proposal wait a reasonable period of time and if you have had no response,
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-Telephone the donor representative to ask how the application is doing and by when you could expect a
response or
-Follow up in writing to ask how your application is doing, and by when you could expect a response.

Ensure your follow-up is politely worded and pleasant as well as persuasive rather than aggressive. If you
are notified that your proposal was successful, the process is just beginning.

Managing donor relations is an important activity in any organisation. It is critical that loyal donor
relationships are developed as small donors may become large donors in the future. When dealing with
donors remember these guidelines for developing successful donor relationships:

-Communication — ensure regular communication with your donor/s

-Involvement — involve donors in your work and invite them to special events

-Professionalism — adhere to deadlines, be responsive, conduct yourself professionally and pay attention to

details

-Regular reporting — send regular reports that update the donor on the progress and status of the project

-Accountability — be accountable for your actions and take responsibility when problems develop

-Respect and trust -

-Enthusiasm — be enthusiastic about what you are doing — enthusiasm is infectious!

-Planning — write out your goals, make action plans and implement them

-Competence — ensure you do an outstanding job of service delivery

-Appreciation — express your appreciation periodically and give them public recognition

Planning for, applying for and receiving donor funds is a big management undertaking for any organisation,
and despite being a lot of work, it can assist in expanding your project in exciting ways. Set aside resources
to assist in the management of donor relations to ensure you have the support necessary to ensure
sustainable partnerships with your donor(s).
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10. Case Study: Addressing low TB cure rates in the XYZ sub-district

The district management team of ABC district were requested to attend a meeting called by the provincial
TB co-ordinator, Thembi Majola. Thembi made a presentation highlighting her concern at the poor
management of TB at 4 of the health facilities in the XYZ sub-district, with the intent of advocating to her
team that community based TB care was the way forward.

As part of the introduction to her presentation, Thembi recognised that TB is a complex disease to manage,
and that she believes that the health facilities are working extremely hard in identifying TB cases and that
they use every opportunity to raise awareness in the clinic (pamphlets, posters and health education talks in
the waiting room) and in the community (on days such as World TB Day and World AIDS Days) they have
door to door campaigns and concerts that integrate health messaging to teach the community to recognise
the signs and symptoms of TB. Thembi said that these strategies go a long way towards case finding.

However, there are many challenges facing the health facilities and TB patients. Thembi explained that her
TB adherence rates and cure rates are low due to;
-low levels of supervision of treatment in the patient household: support is not even available in the critical
first days of treatment
-poor tracing of defaulters.

Thembi attributes these challenges to the lack of resources of the health facility and the TB patients. There
are long distances between the health facility and the client’s homes, making walking a tedious and tiring
journey especially by sick patients, and public transport is not easily available or affordable. Thembi has
been monitoring the XYZ TB stats and believes that they reflect that the district is not meeting the
acceptable norm in terms of TB cure rates. Thembi completes her presentation with one recommendation:
to implement community based TB care.

Thembi explained to the team that she has done some initial research into this strategy and has seen that it
has had remarkable results in effectively and efficiently managing TB. Specifically, she showed findings by
WHO (2002) that community based TB care;
-Is normally well received
-Provides relief to health services, because of the HIV epidemic, the levels of TB have increased
enormously and many health facilities find themselves overwhelmed with TB caseloads
-Has had a positive effect on treatment outcomes among patients cared for in the community and
treatment outcomes are either equivalent to or (more frequently) improved, compared with patients
treated through health facilities.
-Has a positive impact on costs, as costs associated with community care are often far less than health
facility based care
-Can include the full range of activities including; case finding, directly observed treatment, defaulter
tracing, as well as the establishment of TB support groups.

The district management team listened carefully and were impressed with the presentation. After some
questions and discussion, they fully supported her recommendation. They suggested she contact TADSA, a
national organisation with expertise in the implementation of Community Based TB Care. They were careful
to highlight that even if Thembi were to implement such a strategy, ultimately the 4 health facilities still
need to manage and take responsibility for the outcomes of their respective TB programmes.

Thembi felt very encouraged and motivated after her meeting and immediately contacted the Director of
TADSA. The Director asked Thembi many questions about how TB was being managed locally and after
some discussion said that she would discuss Thembi’s request with the National TB Control Programme
(NTCP) to ensure that TADSA's support of the XYZ sub-district was in line with the priorities of the NTCP.
Within a week, the director called Thembi with positive news that TADSA had been given permission to form
a working relationship with the XYZ sub-district.

TADSA's director and Thembi agreed to the following 3-phased work plan as a way of initiating community

based TB care, a model that TADSA has tried and tested across many South African communities with much
success;
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Through the process of the 3-phased project an organisation was identified to manage, coordinate and
employ the treatment supporters. The organisation was able to access subsidies through the Department of
Health which paid the stipends of the treatment supporters.

With some training from TADSA on proposal writing, the organisation successfully applied for additional
funds from a large company in the area that owns many of the local farms in the community. The company
provided the support through their corporate social investment programme and even provide DOT support
to employees as part of their workplace wellness programme.

In each of the four health facilities, the facility managers identified one of their staff members who was
tasked to be the direct liaison between the facility and the organisation. This ensured smooth
communication, monitoring and team work in the delivery of community based care.

The process of establishing community based care took three full years, and the investment in the
community is noticeable with the programme being implemented smoothly. Much time was spent on
establishing systems especially for monitoring purposes. However, through training health staff and
treatment supporters have been able to understand the value of these statistics in measuring progress.

Thembi and the health management team of the ABC district were able to review their TB stats at the end of
the project. In particular, they were proud to see that the XYZ sub-district TB stats had improved
dramatically, due to the substantial investment in the training of treatment supporters, coordinators and
health professionals, there has been a significant improvement in the number of people reached with
community based DOTS.
This has indirectly had a positive effect on the;

-treatment outcomes of TB,

-awareness in the health district on the prevention and treatment of TB, HIV and AIDS
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11. Monitoring and Evaluation

Through the delivery of a social mobilisation and communication process, monitoring and evaluation targets
are important to ensure progress is being made. This can be done through the development of a monitoring
and evaluation plan. This chapter does not seek to cover every aspect of monitoring and evaluation as much
has been written on this subject. Instead, it focuses on ACSM indicators to assist you in thinking about what
it is that you can measure and how.

11.1 Indicators

There are a number of levels at which social mobilisation can be measured but importantly, practical
indicators need to be chosen that reflect the results of the activities at community level. The ACSM divide
their indicators according to two main goals, that is 70% case detection and 85% TB case cure. The
indicators can be divided into inputs, outputs, outcomes and impact indicators. Below, figure 1 breaks
down the kinds of things that can be measured by the different indicators. Baseline information collected
prior to implementing an ACSM plan would be able to assist measuring progress later in the project. All the
different types of indicators can be used in the delivery of a strategy however the indicators tend to be time
sensitive so can only be collected at different times in the life of the project.

Research, plans, Social mobilisation Sputum-testing, Increase case
resources, supplies, and communication reduced stigma, detection rates.
staff. activities, knowledge, | reduced
policies, laws, discrimination, other
incentives. significant social
changes.
—)> —)> —)> —)>
Research, plans, Social mobilisation Treatment Increase cure rates,
resources, supplies, and communication adherence, reduced decrease interruption
staff. activities, knowledge, [ stigma, reduced rates, decrease TB
policies, laws, discrimination, other || incidence, decrease
incentives. significant social TB mortality, reduce
changes. risk of MDR-TB,
improve quality of
life.

Figure 1: Taken from WHO (2005)

Input indicators reflect what resources such as research, planning, staff, supplies and resources required
to design, implement and evaluated ACSM activities.
For example

- Written TB social mobilisation and communication plan with clearly stated behavioural goals

- % of health facilities with sufficient funding to conduct planned activities

Output indicators, which measure the delivery of the inputs, could include the following (WHO, 2005), for
example:

Example of activity Indicator
Use of radio, TV and print media to # of public services announcements produced
promote information about TB
Point of service promotion # of brochures listing locations of TB services distributed
Civil society engagement # of organisations reached
# of organisations active
# of community-based organisations distributing information
# of community workshops/ forums
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Other output indicators that could be used could include the following (WHO, 2005);

% of the population who are aware that a chronic cough could be a sign of TB

% of population who know that sputum testing is the best way to diagnose TB

% of population who know that sputum-testing is free at DOTS facilities

% of population who know the location of their nearest sputum-testing facility

% of population who know that TB is curable

% of population that know that completing TB treatment is essential to remain healthy and
to avoid developing MDRTB

% of population who know that TB treatment through DOTS is free

The National Tuberculosis Management Crisis Plan has developed indicators to assist in monitoring the
progress of the plan. The following indicators could also be used to measure the success of the social
mobilisation activities (Department of Health, 2006);

- # of TB stories published in a month

- # of NGOs and private entities linked to PHC facilities providing TB services

- # of awareness campaigns held in a quarter

With regard to outcome measurement, the following indicators could be used (WHO, 2005):
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Impact indicators that look at measuring longer terms change in relation to ACSM include (WHO 2005);

11.2 Means of collection

Identifying indicators is just one part of the planning process of setting up a monitoring and evaluation plan,
however another important aspect is to identify tools that will assist with measurement. Identifying tools
that are already in place, or easy to add to your day-to-day routine are the best ways of capturing routine
data. For example using data already captured by the TB register, the VCT register etc. Other measurement
tools could include interviews, surveys, observations, and audits.
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12, Operational Research

Operational research is very important in answering general and context-specific questions about the
contribution of communities to TB control. As part of ones professional practice it is important to maintain an
‘enquiring mind” about how you could improve your programmes performance to ensure successful TB
results.

This could be done by designing research to explore (Stop TB, 2007);
-with (ex-)patients their experience of TB services,
-documenting good practices (both quality and acceptability),
-making a strong link between operational research and M& E. For example using stats for case detection,
laboratory monitoring, adherence, and treatment outcomes,
-Identify relevant themes based on challenges or opportunities

Most of the time, operational research can feel like an additional burden that is not an essential part of
service delivery. Many health workers spend much time completing TB registers for the purposes of statistics
however this is mostly a tiresome task. Presenting the statistics once it is translated into useful data, allows
staff to begin to think more critically about the management of TB by the health service in the community.

One way to make operational research more manageable is to partner with research institutions so that they
act on the research needs and priorities of the TB programme. The responsibility for managing the
implementation of the research remains with the health facility so ongoing supervision is necessary to
ensure the research is being implemented as planned and proper outcomes are achieved.

Strong synergies between health facilities, research institutions and community groups can create a spirit of
learning and motivation to continue to improve TB services. Operational research allows TB programmes to
network with other organisations, share the lessons learnt and feature their work at national and
international conferences.
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13.

Resources

Civicus. Civicus have developed planning tools for civil society, aimed at helping people to deal with
a variety or organisations to develop media, planning, monitoring and evaluation, proposal writing
and budgeting. This information can be downloaded from http://www.civicus.org/new/default.asp

International HIV/AIDS Alliance. This international organisation has developed a number of
extremely useful Toolkits that can be used to support the implementation of programmes in the
community. These toolkits can be downloaded or ordered from www.aidsalliance.org. The following
toolkits are recommended to support social mobilization:

- All Together Now! Community mobilization for HIV and AIDS.

- Advocacy in Action — A toolkit to support NGOs and CBOs responding to HIV and AIDS.

- Resource mobilisation — A toolkit to support NGOs and CBOs responding to HIV and AIDS.

Khomanani Mass Communication Campaign. This campaign is an initiative of the South African
National Department of Health. As part of the campaign a number of mass media tools were
developed including posters, pamphlets, booklets that relate to HIV and AIDS and TB. These tools
can be downloaded or ordered from the Khomanani website that can be accessed from
www.health.gov.za

Stop TB Partnership. This Partnership have developed excellent tools to assist in the development
of strategies to address TB, as well as information documenting ‘best practice’ TB projects from
across the world. Stop TB Partnership have the latest information and statistics on TB including
MDR-TB and XDR-TB. This information can be downloaded from www.stoptb.org
Latest documents of interest [http://www.stoptb.org/resource_center/documents.asp];
- Stop TB, 2006. Advocacy, Communication and Social Mobilisation to Fight TB.
-Ngamvithayapong-Yanai J, 2007. HIV testing for life.....HIV testing for all
tuberculosis patients. TB/HIV Research Foundation, Thailand and The Research
Institute of Tuberculosis, Japan Anti-Tuberculosis Association.
[http://www.stoptb.org/resource_center/documents.asp]

TADSA. A South African national organisation providing technical support to the health service to
manage TB. Contact details: Tel +27 21 918 1556 or go to www.tadsa.com

TB Care Association. TB Care Association provides care to TB patients by training and employing
treatment supporters to provide directly observed treatment. Contact details: Tel + 27 21 692 3027
or go to www.tbcare.org.za

UNAIDS. The Joint United Nations Programme on HIV/AIDS has documented all aspects of the HIV
and AIDS epidemic. They have documents that describe the scope of the epidemic, as well as how it
can be prevented, and treated. The website also makes reference to TB, as a result of the strong
link between HIV and AIDS and TB. This information can be accessed from
http://www.unaids.org/en/Issues/Prevention treatment/tuberculosis.as

WHO. The World Health Organisation has generic tools to assist in social mobilization and behaviour
change communication. This information can be accessed from www.who.org.
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