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TB in our lives comes at a very appropriate time. In
countries with high rates of HIV TB was already known
to be the main cause of death. This has now taken on
unprecedented proportions.

Added to this already explosive health scenario, comes
a anew strain of TB - drug-resistant TB, which has the
reputation of being virtually impossible to treat. Despite a
strong and tightly-controlled TB programme managed by
Cape Town City Health in Khayelitsha currently we know
of well over 200 cases of drug-resistant TB cases.

This prefigures what is unfolding slowly across Southern
Africa: a rapid increase in the numbers of drug-resistant
strains of TB, driven by the HIV epidemic. While our
hospitals and TB units are already unable to cope with
the existing numbers of patients, they will be stretched
beyond breaking point when faced with treating drug-
resistant TB.

In some communitiesTB/HIV co-infection has reached

between 60 and 70%, which means that the majority of TB cases are presenting in patients who
are HIV-positive. This translates into different TB symptoms, different diagnostic needs and a much
more aggressive disease.

ARV provision has been through a major policy shift in recent years. The National Strategic Plan
foresees that by 2011, more than 80% of ARVs will be delivered by nurses in primary health care
settings.

While this decentralisation is happening in the treatment of HIV and AIDS, it would not make sense to
introduce avirtually opposite treatment strategy to tackle drug-resistant TB.It would be such a waste
of resources to fight both epidemics in parallel, and not utilise theexisting community tools — such
as treatment literacy and support groups - that have developed around ARV programmes.

This handbook comes into this political background at a critical time.lt refers to a process of
self-education that has to find a sensitive balance between patient rights, such as access to
comprehensive treatment, and responsibilities like the adherence to treatment The handbook also
has to play a role in education, support and prevention.

Many will argue that the principles of ARV management are not transferrable to TB management,
largely becausemainly DR-TB transmission is much more insidious, unpredictable and potentially
damaging for the community than HIV.

This has forced TAC and other community activists to revise and adapt their stategy. It means re-
examining TAC's role and responsibilities in supporting affected individuals, tracing defaulters and
infection control education.

If the stigma around HIV has been considerably reduced in some communities where TAC is active,
drug-resistant TB comes is surrounded by an enormous stigma that is fuelled by misunderstandings
on infection mechanisms, alarming media reports and irrational political decisions.

The World Health Organisation predicts that TB diagnostic in smear-negative patients, treatment
of co-infected patients and the management of drugresistant TB will be among the main health
challenges our communities will face in the future.

We will only succeed by creating TB-resistant, friendly communities, that are aware of TB mechanisms
and transmission risks, who understand universal precautions and are supportive of people infected
with DR-TB.This handbook is a critical step in that direction.

Dr. Eric Goemaere MSF South Africa 20/10/2007
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Note to readers of this handbook

My name is Fikile Boyce,  am a volunteer of TAC in Kwa
Nobuhle Branch in the Nelson Mandela Metropolitan.
I go for VCT twice a year. As a health activist, | feel
fortunate to have been empowered by TAC, by providing
me with knowledge and being able to make informed
decisions.

| tested positive for TB, after a smear-positive test. | could
have contracted TB in my work or through contact with
an infectious TB contact person. | didn’t have any TB
symptoms except for night sweats.

When | did a sputum test for TB, one specimum was
negative, and the other was positive. | could not have
Started treatment immediately but due to insistence of
a doctor | know, | started treatment immediately, as a
positive result means there is active tuberculosis.

After taking Rifafour for two months, | was tested again. The result came back negative
and | was started on Rifinah, which | will take for four months, | will finish my TB treatment
on the 05 October 2007.

During my treatment | have found that:

1. TB patients are not educated about the importance of taking medication and the
Side effects.

2. There is no follow up for testing immediate family members who have been
exposed to TB.

3. The TB protocol does not cater for people with a single smear-positive result.

4. TB and HIV should be managed at a single service point in case there is co-
infection.

5. In Cape Town, | got Rifafour from a chemist during the health workers strike as
the clinic was closed.

6. The green card/passport must always be carried around by TB clients.

7. Allthe people of NM could have TB so let us all test for TB and HIV and save our
lives.



How can we help to control MDR-TB?

Prevention is the key to controlling MDR-TB. Prevention is much more effective and less
expensive than treatment. Treating MDR is a heavy financial burden for individual people
and the healthcare system. We can prevent transmission by educating people about
good cough hygiene and the importance of keeping areas ventilated.

The most important prevention strategy however, is addressing the issues of adherence.
This means:

» Fixing poorly managed TB control programmes;

» Implement universal infection control measures;

» Providing the necessary support to people on first line TB treatment;

» People with DR-TB are supported rather than stigmatised;

» New, better drugs, with shorter regimens and less side effects.

XDR-TB

The XDR-TB outbreak in Tugela Ferry, KwaZulu-Natal
In 2006, many of us in South Africa and around the world heard about XDR-TB for the first
time. This was after an outbreak in Tugela Ferry, KwaZulu-Natal. Doctors at the Church

of Scotland Hospital reported that they had found patients with a deadly new strain of
MDR-TB.

The people in Tugela Ferry were not the first cases of XDR-TB in the world. According to
the WHO, there have been cases of XDR-TB appearing around the world for many years,
but not like in Tugela Ferry. Soon after the outbreak in KZN, cases of XDR-TB appeared
in Gauteng and the Eastern Cape. XDR-TB is not just a problem for KZN, it is a crisis
for the whole country.

XDR-TB: A definition

XDR-TB is a form of TB bacteria that is resistant to Isoniazid, Rifampicin, any
Fluoroquinolones like oxoflacin and any injectable TB antibiotic, like kanamycin. This
means that XDR-TB is TB bacteria that cannot be treated with the most powerful first
line and second line TB antibiotics.This leaves very few options for effective treatment.

How do you get XDR-TB?

You can get XDR-TB in the same ways you get MDR-TB — by inhaling droplet nuclei from
someone sick with XDR-TB, or not adhering to the second line treatment regimen. XDR-
TB passes from person to person just as easy as MDR-TB and regular TB.

Is XDR-TB really a serious problem in South Africa?

YES! Since XDR-TB is resistant to so many of the available TB
antibiotics, there are very few options for treatment. Treating XDR-TB
requires careful monitoring and antibiotics that need to be injected. §
This means that to be treated for XDR-TB, you need to be in a place ==
with lots of highly-trained healthcare workers. Most areas of the country

XDR-TB is resistent to first and second line drugs
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do not have these human resources and are facing an airborne disease that they cannot
treat. This is especially dangerous for people who are HIV-positive.

How common is XDR-TB?

XDR-TB is still not very common. However, the number of XDR-TB cases will continue
to grow if the issue of adherence and poorly managed TB programmes continues. We
are not sure exactly how many XDR-TB cases there are. Drug susceptibility tests need
to be made more available so we can get a better idea of how big the XDR problem is
and what communities are being affected.

How will | know if | have XDR-TB?

Like MDR, the signs and symptoms of XDR-TB are the same as regular TB. You should
suspect XDR-TB if you have come into contact with someone you know has XDR-TB; this
includes contact in TB hospitals. Many of the people in Tugela Ferry became infected
with XDR-TB in hospital. (This is an argument against long hospitalisationin the intensive
stage). You should also suspect XDR-TB if you are being treated for TB and do not start
to feel better with the first or second line treatment regimen.

Treating XDR-TB is very difficult

XDR-TB can be cured, but not often in South Africa. The WHO reports that countries with
good TB control programmes have been able to cure six out every ten XDR-TB cases.
But six out ten is not ten out of ten, which means that even good TB programmes are
not always successful. This is because XDR is almost impossible to cure in places with
lots of HIV and little resources.

There is no standard treatment regimen for XDR-TB

How XDR is treated depends on which TB antibiotics the TB bacteria in your body are
resistant to. This means if you suspect XDR-TB, drug susceptibility tests need to be done
right away. Whether treatment works depends on:

» The antibiotics the TB is resistant to;

» If you are HIV-positive.

XDR-TB is very difficult to cure in people who are HIV-positive. Most of the people who
died of XDR-TB in Tugela Ferry were HIV-positive.

Isolation
If you have XDR-TB, you are carrying a deadly disease that is transmitted through the air
and is basically not treatable. This makes you a very serious danger to yourself and your
community. To prevent you from spreading XDR-TB to your community it is likely that your
clinic or TB hospital will isolate you or put you in quarantine. While in

guarantine the hospital will be able to monitor your treatment and
hopefully stop you from spreading XDR-TB to anyone else.

If you are being treated for TB and not getting beter you should suspect
XDR-TB



Of course, isolation posses some serious human rights issues

While in isolation your activities are restricted. You will not be able to work or interact
with other people. You have a right to humane treatment and living conditions. You also
have a right to live without the restrictions of isolation. However, your community also has
rights. They have a right to avoid exposure to a deadly disease. Avoiding this exposure
is not possible if people with XDR-TB are not isolated, because XDR-TB is an airborne
disease.

We must strengthen HIV and TB prevention.

INFOSHEET
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TB and HIV

We cannot win the battle against AIDS if we do not also fight TB. - Nelson Mandela

Beating HIV and TB
Here are two stories from TAC comrades who had TB and HIV.

I am a young woman, 24 years of age. | took three different tests only to find out that
I really was HIV-positive. | didn’t tell anyone about my status. In 2004 | got very sick
and | was diagnosed with TB of the lymph. My lymph nodes were swollen. | took TB
treatment for six months. Just before | finished my treatment | was diagnosed with
abdominal TB, as well as TB of the bone marrow. Then | had to stay in treatment for
14 months. While | was on TB treatment | experienced several side effects, one of
them was a skin problem.

| was very sick in bed. | went to the clinic and they checked for TB. | started TB
treatment, but since | was very sick | had to get DOTS support. Soon | felt better
and stopped the treatment. | got ill again and was checked for TB again. | also did
a test for HIV and it came back positive. | was very sick and had to be hospitalised.
I did a CD4 count test and it was 21. | had to take TB treatment for a few weeks and
then the ARVs were initiated. So | was using both TB treatment and HIV treatment
and | managed well. When | finished TB treatment | went back home and continued
with ARVs. Now | have managed to start a support group in my area. People with
HIV shouldn’t feel ashamed of having HIV because you can make it with HIV. People
around us, including our family and friends, should support and accept us as human
beings. There is life even if you have TB and HIV.

Note: In this section we will talk about HIV and treatment as it relates to TB. If you want
to learn more details about HIV and treatment, please read the sister publications H/V
in QOur Lives and ARVs in Our Lives.

We must fight TB and HIV together.
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What is the connection between TB and HIV?

TB and HIV are two different infections, but together they are the leading cause of death
in South Africa. No matter how politicians try to disguise the facts, the number of TB
deaths almost tripled between 1997 and 2002 even though the government is committed
to stopping TB. This is because of the worsening HIV epidemic.

Our immune systems use CD4 cells to defend our bodies against illnesses such as
TB. A drop in CD4 cells (due to HIV) weakens the immune system and activates TB. A
weakened immune system also causes TB to spread in the body. This increases the
chances of extra-pulmonary TB among HIV-positive people.

TB further worsens the already weak immune systems of people with HIV. If someone
has active TB, they must take TB drugs to cure the disease. As we have learned. TB is
very likely to cause death if left untreated.

TB and HIV facts
» TB kills about two million people globally each year.

» More than eight million people living with HIV in Africa are also infected with TB.

» 50% of people with HIV in Africa will develop TB.

» South Africa has one of the highest rates of new TB cases in the world (558 per
100,000).

» TB associated with HIV is the leading cause of death in South Africa.

» If someone infected with HIV contracts TB their average survival time without
treatment is five to six weeks.

» People with HIV are five to ten times more likely to develop TB than those without
HIV.

TB treatment and anti-retroviral treatment (ART)

Patients with TB need special care because managing HIV and TB is complicated by
Rifampicin drug interactions with NNRTIs and Pls, pill burden, adherence and drug toxicity.
Information on the best treatment is incomplete and is urgently needed in this area.

South African guidelines
When treating people with HIV and TB together, the SA anti-retroviral guidelines
recommend ARV treatment for people with CD4 counts below 200 cells/mm?.

Some people, including the WHO, argue that TB should be an indication for starting
ARVs in co-infected people regardless of CD4 count.

TB associated with HIV is the leading cause of death in South Africa.
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When to start ARVs?
It is not yet known when the best time is for people with TB and HIV to start ARVSs.

There is a high risk of death with TB during the first two months of TB treatment, particularly
when someone has advanced HIV. ARVs in this setting might be life-saving.

This must be balanced with the complications of starting TB and HIV treatment together i.e.
pill burden, drug interactions, potential toxicity and immune reconstitution syndrome.

Current WHO guidelines recommend that HIV treatment in people with CD4 cell counts
below 200/mm? be started between two weeks and two months after the start of TB
treatment. In patients with higher CD4 cell counts, the HIV treatment may be delayed
until after the initial phase of TB treatment.

ART recommendations for individuals with TB disease and HIV co-
infection (reproduced from WHO guidelines)

CD4 cell Recommended regimen Comments
count
CD4 < 200 Start TB treatment. Start ART as soon as TB Recommend ART.
mm? treatment is tolerated (between 2 weeks and 2
months) EFV s contraindicated
in pregnant women or
EFV-containing regimens women of childbearing
potential without effective
contraception.
CD4 200-350/ Start TB treatment. Start one of the regimens Consider ART.
mm?® below after the initiation phase (start earlier if
severely compromised):

EFV-containing regimens

or NVP-containing regimens in case of
Rifampicin-free continuation phase TB treatment

regimen.
CD4 >350 Start TB treatment. Defer ART
mm3
CD4 not Start TB treatment. Consider ART

available

ARVs can be life saving for people with advanced HIV and TB.



First line HIV treatment
First line ARV treatment for someone co-infected with TB is:

AZT or d4T + 3TC + EFV (600 mg/day).
AZT or d4T + 3TC+ LPV/r 400mg BD + RTV 300mg BD

AZT or d4T+3TC +ABC (suitable for children weighing 25 kg or less, for whom appropriate
EFV dosing information is not yet available).

AZT or d4T+3TC+NVP (only consider when no other options are available)

TB and HIV drug interactions

A major complication in treating TB and HIV together is that Rifampicin speeds up the
activity of an enzyme called cytochrome P450 3A4 (CYP3A4) in our livers, which in turn
speeds up the metabolism of several HIV drugs reducing them to levels below therapeutic
levels in our blood.

Rifampicin reduces Nevirapine levels by approximately 40% overall and current WHO
and most national guidelines do not recommend using them together. To date higher
doses of Nevirapine have been considered as a strategy, but have not been properly
studied. There are concerns over increased toxicity with a higher dose of Nevirapine and
data to guide recommendations are limited.

What if | am already on ARVs?
If you are already on first line ARVs and then develop TB, you should continue taking
your ARVs. If you are taking Nevirapine this will need to change to Efavirenz.

If you are on second line ARVs, you should also continue taking your ARVs as well. As
Rifampicin reduces the levels of the protease inhibitor Lopinavir (which is coformulated
with Ritonavir in Kaletra), you will need to take an extra 300mg of Ritonavir with each
Kaletra capsule to boost the Lopinavir.

Overlapping side effects
Another problem with taking ARVs and TB antibiotics together is that some of the side
effects of ARVs and TB drugs are the same.

Rash, fever and hepatitis are common side effects of TB drugs, especially Rifampicin,
Isoniazid and Pyrazinamide. NNRTIs (and cotrimozaxole) can also cause these.

d4T (and ddl) can cause peripheral neuropathy, as can isoniazid.

Both can cause nausea and vomiting.

Immune Restoration Inflammatory Syndrome (IRIS)
Sometimes people starting ARVs develop something called immune
restoration inflammatory syndrome (IRIS). This means that as the

Do not use Nevirapine and Rifampicin together.
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immune system grows stronger in response to ARVs and wakes up it is able to respond
to dormant infections with symptoms of the infection. This can happen with TB.

This is more likely among people starting HIV treatment with low CD4 counts particularly
below 50 cells/mm?.

People in poor countries are particularly at risk where TB is more widespread and HIV
treatment is often started at low CD4 counts.

Unless people are at a very high risk from their symptoms, it is recommended that they
continue their HIV treatment and are also treated for TB.

We need more “one-stop” clinics
A big problem with treating TB and HIV, is that TB and HIV clinics are often separate.

The Ubuntu Clinic in Khayelitsha is an example of the success of integrating TB and HIV.
Médecins Sans Frontieres and the University of Cape Town with the City of Cape Town
and the Provincial Health Department have implemented a combined response to TB
and HIV. Here are examples of what is happening at the Khayelitsha clinic:

» Staff are trained to deal with both TB and HIV;

» The clinic is a “one-stop” TB and/or HIV treatment centre;

» Voluntary counselling and testing (VCT) increased the number of TB patients who
know their HIV status, from 22% to 54%;

» A patient-centred approach to treatment (pioneered with antiretrovirals) as opposed
to DOTS is used.

The success of the Ubuntu Clinic has also revealed problems in the public health system.
There is an increasing number of TB and/or HIV patients each month — more than any
other clinic in the province. As a result, there are staff shortages, which limit the quality
of service. There are not enough nurses and counsellors to offer VCT to every patient.

If you develop IRIS it is usually best to continue your ARVs and be
treated for TB.




My battle with TB

My name is William Tsolele and | have been living with HIV
since 1991. [was born in 1964 in a town called Matatiele in
the Eastern Cape. | came to Evander to work at the Harmony
Gold Mines.

Before | knew about my HIV status, | was always sick and
felt weak. | then went to Evander Hospital to check what
was wrong with me. They did an X-ray but could not find out
what was wrong. | told them that | was losing weight, always
thirsty and coughing at night. They eventually diagnosed
me with TB using a sputum test.

| started TB treatment in 1991 for about six months. There
were complications because | was drinking a lot. | was on
Rifafour [This is actually four medicines in one pill - Edlitor] for
Six months. After successfully completing treatment, | went
for an X-ray again and the TB was gone. A second sputum
test confirmed that | was cured of TB. | went back to work, but because | am HIV-positive
and working underground there was a chance that the TB might come back.

I went on leave at the beginning of 2004. One of my company’s policies is that when
you come back from leave you have to undergo certain tests if you work underground,
as | do. After the routine X-ray tests, they found out that | had pulmonary TB. They also
took my sputum to confirm the results. The lab results confirmed that | had TB again.

| started treatment again in April 2004. | continued until November. | had to take treatment

for eight months because it was the second time | was treated for TB. The treatment
cured me. The company has also improved working conditions underground and | try
by all means to avoid re-infection.

It was easy for me to adhere to treatment the second time because | was not drinking
and | was taking the treatment at the company’s hospital with the help of a personal
monitor.

| have seen some people defaulting on TB treatment when they go on leave from work
and take traditional medicine.

I hope my TB is gone for good. At present | am healthy. | started taking antiretrovirals on
16 June 2005. | am positive antiretrovirals are going to be good to me.

My advice to people who are taking 1B treatment is avoid smoking
and too much alcohol. Try to eat as much healthy food as you
can.
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S/ We need better TB drugs. 2

What needs to be done?

We have talked about some of the things that we can do throughout the handbook, but
what else do we need?

New drugs — what is needed?
There is still a lot of work to be done. New drugs are needed. We also need to understand
the TB bacterium, and the disease better.

We need faster acting drugs and ones with less side effects. We need drugs that can be
easily taken with ARVs. We also need safer and more effective TB vaccines — especially
for HIV-positive infants and adults no longer protected by childhood BCG.

Current drug research
Only five of the largest 20 drug companies said they were doing TB research in 2001.

There are two types of research — those that improve existing anti-TB drugs and those
that make new drugs.

Rifabutin and Rifapentine, drugs of the same group as Rifampicin are being looked at.
Rifabutin may be more effective than Rifampicin. Rifabutin has less enzyme-inducing
activity than Rifampicin so it does not interact with ARVs so much. Rifapentine has the
benefit that it doesn’t need to be given so frequently.

There is a new drug called nitroimidazopyran PA-824, which acts against both active
and latent tuberculosis and against drug-resistance strains of TB.

There is also a promising anti-TB drug, Compound J, which has no interactions with
other drugs including ARVs, and is likely to be well tolerated in humans.

The down side is that it will be five years before any new drugs are available on the
market.

New diagnostics of tests needed

There is a big need for a rapid test that can accurately diagnose TB in everyone. This
includes HIV-positive people, children and those with extra-pulmonary TB. As we learned,
smear tests detect 45-60% of all people with active TB, but only 35-38% of HIV-positive
people.

Ideally, the test should give information about drug resistance. Given the weakness of the
government health services in many countries, new diagnostics must work where
there are no skilled staff, no fridges or electricity and not much money. They
need to be reliable and work with large numbers of people. To reduce the

risks to healthcare workers, tests must ideally require little contact with
blood and other potentially infectious body fluids.
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What do we need from new diagnostics?

» Rapid tests (like the pregnancy strip tests and HIV rapid tests);

» Highly sensitive tests, giving accurate results;

» Affordable testing tools that could be easily used in primary healthcare centres;
» Robust tools that can stand up to wear and tear;

» Low maintenance tools.

The pharmaceutical industry has long neglected TB. This is because it affects the
pOOT.

What must we do?

New TB diagnostics, when widely used in South Africa and other countries with high rates
of both TB and HIV, will be a big step towards reducing the spread of TB. Communities
must mobilise to ensure poor communities around the world are able to get any new
tests. Activists must argue that research should focus on tests that can be used in local
clinics. According to recent research by Médicins sans Frontieres, many companies
working on new diagnostics know little about the technical and financial situation in the
field they are designing for. There is a need to get the basic field information distributed
at the start of the research process.

What about old diagnostics?
This is a crazy country. We do heart transplants in one hospital and down the road people
cannot get TB cultures. - Professor Helmuth Reuter, TB doctor

Many of the old TB diagnostics, such as culture and smear microscopy, are not used in
many places like villages and rural areas. We still need these diagnostics at local level.
Sometimes people who know how to use these tests do not choose to work in villages.
South Africa needs a human resources plan. This will provide extra support to health
workers who choose to work in isolated places. With a good human resources plan, we
must try and get culture and microscopy in every local clinic.

Even in places that do have health workers, TB culture is not used for every TB patient.
This is a problem, especially for HIV-positive people, children and people with extra-
pulmonary TB, who are often smear-negative. We should campaign for greater access
to TB culture, especially given rising levels of TB drug resistance (MDR-TB and XDR-TB).
TB culture is needed to test for drug resistance and for extra-pulmonary TB and those
who are HIV-positive.,

Housing

In order to reduce TB there must be a reduction in overcrowding and dirty,
unventilated housing. A huge effort is needed by government to improve
housing in South Africa. Particularly among informal settlements and
areas that lack basic services such as sanitation.

We need better TB tests. e 55
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Housing that is sustainable and habitable is needed. Section 26 of the South African
Constitution states, “Everyone has the right to adequate housing.” And Section 28(1)(c)
that children have the, “right to shelter”.

Poverty R
TB is a disease of poverty and unless BETTER Trsts
poverty is addressed, it will continue to
plague the country.

Government must introduce a ‘f?
comprehensive social security system ! ‘
including the basic income grant, as well
as improve existing grants, especially to
carers and children.

There needs to be much more accessible
training for people to get skills that lead to
jobs. Job creation and income generation
on a big scale is desperately needed — especially for women. Action is required, by
all relevant parties, to reduce the unacceptably high levels of unemployment in South
Africa.

Hunger and poverty are the persistent factors undermining good health, public health
efforts and adherence. Government needs a comprehensive and ongoing anti-povery

agenda.

Alcoholism

More treatment clinics are needed. The wider issues of reducing alcoholism need to
be addressed such as the availability and consumption of alcohol and the link with
poverty.

Public awareness
We need effective public education campaigns about TB and HIV.

XDR-TB

WHO says that good TB control is essential to stop the emergence of drug resistance.
This means that if we have TB we must take every pill for the course of the treatment.
Similarly if we have MDR-TB we must take the correct pills for the correct length of time
to prevent further cases of XDR-TB.

The WHO Stop TB and HIV departments are coordinating an international
response through the XDR-TB Global Task Force. The key elements
are:

» To find out the extent and distribution of XDR-TB and to monitor ,
the disease;

TB is a disease of poverty, so we need to address poverty too.
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» To find a more rapid diagnosis and ways of stopping the infection spreading;
» To develop new drugs including TB vaccines.

WHO will give health authorities dealing with TB control, accurate information about
XDR-TB.

WHO in Southern Africa

A seven point emergency action plan was issued in September 2006 by global health
agencies including the World Health Organisation (WHQO) and the South African Research
Council (SAMRC) and representatives from 11 Southern African countries.

The action plan aims to:
1. Conduct rapid surveys of XDR-TB;

2. Enhance laboratory capacity;

3. Improve technical capacity of clinical and public health managers to effectively respond
to XDR-TB outbreaks;

4. Implement infection control precautions;

5. Increase research support for anti-TB drug development;

6. Increase research support for rapid diagnostic test development;
7. Promote universal access to ARVs under joint TB and HIV activities.

South African Ministry of Health Response
The NTCP 2005 remains key to the response. The focus must be on treating regular TB
properly and improving this treatment across the country.

After the XDR-TB outbreak in KwaZulu Natal, Stop TB and WHO were invited by the South
African government to assist with the management of the breakout of the XDR-TB in the
country. The following emergency recommendations were put in place.

» Immediate strengthening of essential TB and HIV prevention, care and infection control
must be implemented,;

» Strengthening of management of MDR/XDR-TB and introduction of new, rapid
diagnostics;

» Intensifying laboratory capacity building.

In March 2007, the Treatment Action Campaign and other health organisations met with
the South African Acting Health Minister.

It was agreed that a task team made up of national and provincial health department
officials and representatives of civil society organisations would be set
up. They would discuss the measures needed to cope with the crisis
and make recommendations.

Laboratory capacity must be strengthend.
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TAC recommendations:

» TB infection control plans must be implemented. This is especially important when there
are resistant strains of TB. Staff and patients need to be protected with separation of
facilities. However there must be humane and careful treatment of all. It is important
that hospitals themselves don’t spread disease.

» TB hospitals could be expanded or unused government buildings made into TB
hospitals for MDR/XDR-TB.

» There is a need for open days and ongoing community education on TB, including
MDR/XDR-TB as well as HIV and its treatment and the combination of the two.
Education is needed on basic infection control such as cough hygiene, and opening
windows and addressing the stigma surrounding TB.

» Facilities for hospitalisation of patients (sometimes there are no beds available) and
quarantining need to be provided.

HIV and AIDS and TB

The TAC community mobilisation in Khayelitsha including working with clinics led to a
increase in TB cure rate from 53% to 72%. The country cure rate is 52% and the target
cure rate is 85%.

To combat HIV and TB we all need to work very hard together.

@ Laborary capacity must be strengthend



MDR-TB
My name is Shane King, and | live in Atlantis in the West Coast. | live with my elder
sister and | am 34 years old.

The first time | was diagnosed with TB was in October 2003. | then went on the 6 month
tfreatment which | completed. A month after finishing the treatment | was re-infected
with TB, | am saying re-infected because by the 4th month of my initial treatment my
culture was negative. Then | was put on the 8 month treatment. Tests that were done
showed that a month after | had finished treatment | was still culture positive. They
explained that | still had active TB although it was not infectious. Two weeks later | was
admitted to Brooklyn Chest Hospital for intensive phase of MDR-TB Treatment.

The treatment went well except that as a side effect of Kanamycin | lost about 40%
of my hearing from right ear. When they performed tests which eventually revealed
that | had MDR-TB, they have found that | was allergic to Isoniazid (INH), resistant to
Rifampicin (RIF) and sensitive to Ethambutol, all of which are drugs that are essential
for the treatment of TB.

In the four months of intensive phase, my family, friends and colleagues was very
supportive in the sense that they visited reqularly. It was very comforting to know that
on Friday family will visit or churches would also visit. Being able to listen to what other
patients have gone through makes you feel that there are still people out there who
still need you and that makes you realize that you are worth something to someone.
There were times when | felt like | was wasting my time and the state’s time by being
there as my results were coming back negative and they still insisted on keeping me
at the hospital.

To the community | would like to say even if anyone in your family, do not discriminate
against them they are still your kin, try and find ways to reach out to them and give
them support. As many a times it is due to lack of support that people default on their
treatment.

lo the powers that be, Health Minister in particular, to increase the budget allocated
for service delivery and for Healthcare workers to be skilled and equipped in dealing
with TB patients.

o those who have TB disease at the moment, all of us who offer their support can only
do so much and the patients themselves have to meet us half way and be prepared
to be helped through their dealing with the disease.

INFOSHEET
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DOTS must be adapted

Many people compare TB treatment with HIV treatment. With both infections, people
need to take tablets for a long time and can develop drug resistance if they do not keep
to their treatment regimen. However, people who take ARVs are given much more
freedom than people who are taking TB treatment. They are given lots of education and
support and are then given tablets for one month and only need to return the next month
to collect more tablets.

Many people with TB are also HIV-positive. People with both TB and HIV find the difference
in how they are expected to take their treatment very strange.

“‘We need to stop thinking about two diseases. We need TB and HIV supporters. They
will need to be skilled in counselling, how to deal with the issues they are confronted with
and to know when to refer.” Ria Grant, TB Care Association

Around the world, HIV patients who have been given responsibility for their own health
have done very well. With ARVs, adherence is usually very high. This makes people say
that TB should be treated using the adherence model.

We recommend that the DOTS programme be adapted to include a patient-centred
approach with increased treatment literacy and support groups.

What communites can do to combat TB

TAC volunteers in all the provinces have been engaging in door-to-door campaigns
educating communities about TB and the importance of getting tested on time and
completing treatment and assisting fellow community members to do the same. Joint
efforts with healthcare workers in different districts have been successfully arranged
with municipalities.

These campaigns have been taken up throughout the year especially in areas that are
hardest hit by TB. DOTS supporters, counsellors, healthcare practitioners and community
healthcare workers in a number of areas have been trained on treatment literacy by the
TAC whose curriculum includes TB education in the era of HIV and AIDS.

We can help people who have TB
The best way of stopping TB from spreading in the community is to make sure that
everyone who has TB is properly treated.

» Be a DOTS supporter. Help someone take his or her TB treatment. Find out where
your clinic is and how you can support someone on TB treatment;

» Make sure that whoever you are helping takes treatment regularly ang
right until the end of the cycle of pills; _

» We can respect people with TB in the same way we respect 4
everyone else;
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» We can join organisations that help people with TB;
» You may want to be a home-based carer. Reading this handbook and telling others
about what you have learned is a start.

Conquering TB

A CROWD of people marches towards the Orlando East Communal Hall in Soweto singing
“IB siyanqoba’, TB will be conquered; they are part of a church-linked group that assists
the Directly Observed Treatment Strategy or Dots programme.

The group delivers free house-to-house treatment for people with TB who cannot make
the trip to their local clinics.

The celebratory mood is part of the City of Johannesburg health department’s TB
awareness campaign, held on Friday, 17 March in preparation for World TB Day on 24
March. The theme for this year is ‘Actions for life: towards a world free of tuberculosis”.

‘TB siyanqoba’, TB will be conquered, sings the crowd

According to the provincial TB co-ordinator, Fredricka Mkwanazi, the DOTS group is on
the road everyday in a bid to combat the disease. “They look for TB cases and for patients
who have interrupted their treatment,” says Mkwanazi, referring to people with TB who
are treated for a short period and then discontinue their medication because they feel
healthier. “They also check the conditions the TB patients are living in and provide health
education to the community.”

The community is made aware of the disease through various means, Mkwanazi explains.
“‘We use the media — the local radio station, Jozi FM, as well as local newspapers. We
also utilise the churches in educating the community about TB.”

We must respect people with TB.



Active TB: When TB bacteria are growing and reproducing in the body. Symptoms of
active TB include coughing for more than two weeks, night sweats, coughing blood,
breathing difficulties, tiredness and chest pain. Active TB is a serious disease that can
Kill you.

Abacavir (ABC): Abacavir is an ARV of the NRTI family. It is sometimes used to treat
HIV in people who are co-infected with TB, especially women of childbearing age without
effective contraception, pregnant women and children.

Acquired Immunodeficiency Syndrome (AIDS): This is the late stage of HIV. You
have AIDS if your CD4 count is under 200 or when if you have an opportunistic infection
such as Kaposi's sarcoma, extra-pulmonary TB, pneumocystis carinii pneumonia or
toxoplasmosis stroke.

Adherence: Taking all of our medicines in the right way and on time.
Airborne: The ability to be carried by or through the air. TB bacteria are airborne.

Antibiotics: Medicines that are able to kill or slow the growth of certain micro-organisms,
especially fungus and bacteria that cause infections or infectious diseases. Antibiotics
do not Kill viruses and are not used to treat viral infections.

Anaemia: Lack of red blood cells that carry oxygen through the blood stream. The main
symptoms are extreme tiredness and shortness of breath. AZT can cause anaemia.

Antiretroviral (ARV): Drugs used to manage the effects of HIV.

Bacteria: Single-celled micro-organisms or germs. Bacteria cells are able to survive and
reproduce on their own and can live in any environment on earth, including the human
body.

Bactericidal: A type of antibiotic, such as Isoniazid or Rifampicin that is able to Kill
bacteria.

Bacteriostatic: A type of antibiotic, such as Ethambutol or Streptomycin, that is able to
prevent bacteria from growing.

Bacille Calmette Guerin (BCG) vaccine: introduced in the 1930s, this vaccine is given
to newborns to prevent the development of deadly forms of TB, like TB meningitis. The
BCG vaccine is effective for preventing some forms of TB in childre not able
to prevent adults or children from developing pulmonary TB.

Binary fission: A process used by bacteria to reproduce.
Binary fission involves one cell growing to double its original
size and then splitting into two equal and identical cells.

Z8 TB and HIV services must be integrated.



CD4 count: A marker to measure how strong your immune system is. Healthy CD4
counts are greater than 800 cells/mm? of blood. When your CD4 count is below 200
cells/mm? you are said to have AIDS.

Chest X-ray: A picture of the inside of your chest, which shows your heart, airways,
lungs, blood vessels, lymph nodes and the bones of your chest and spine. This is an
important diagnostic tool used to identify the cause of lung conditions, including TB.

Colony (bacterial): A group of bacteria growing together, which have all originated
from the same mother cell.

Contagious: Able to spread from one person to another. A person is said to be contagious
if they can easily give their disease or infection to another person, usually through bodily
contact. People with smear-positive TB are said to be contagious, because the TB bacteria
in their lungs can easily enter the air when they cough, sneeze, sing, spit or talk.

Cotrimoxazole (also called Purbac, Cozole, Nucotrim or Bactrim): A combination
of two drugs (Trimethoprim and Sulfamethoxazole) that are used to prevent and treat
opportunistic infections like PCP and toxoplasmosis.

Cord factor: A component of the mycobacterial tuberculosis cell wall. This allows the
bacterial cells to link together to form strong, snake-like cords.

Culture test: A test used to look for the presence of bacteria in sputum or other bodily
fluids. A positive TB culture test is the best indication that TB bacteria are present in the
body. This isthe most accurate way to diagnose TB. ltis also the most time consuming,
often taking 6-16 weeks.

Default: A term used to describe when someone has stopped their treatment regimen
before finishing it properly.

Didanosine (ddl): An ARV of the NRTI family.

Direct Observation Treatment Short Course (DOTS): A strategy developed in the
1990s by the WHO to treat TB and prevent the development of drug-resistant TB.

Drug Sensitivity Test: A form of culture test used to find out if TB bacteria are resistant
to specific antibiotics. The test is used to diagnose MDR-TB and XDR-TB.

Efavirenz (EFV): An ARV of the NNRTI family.

Enzyme: A protein that is used to speed up a chemical process. Human
cells, as well as viruses and bacteria use enzymes.

Ethambutol: A bacteriostatic TB antibiotic.

We need to learn more about TB.



Extra-pulmonary TB: A form of tuberculosis infection that develops in other parts of
the body than the lungs. It is more common in children and HIV-positive people.

Extensively Drug Resistance Tuberculosis (XDR-TB): A form of TB bacteria that is
resistant to Isoniazid, Rifampicin, any flouroquinolone like Oxoflacin and any injectable
TB antibiotic, like Kanamycin. XDR-TB cannot be treated with the most important first
and second line TB antibiotics.

First line TB treatment: The standard TB antibiotic regimen designed to treat non-
drug-resistant active TB.

Fixed Dose Combinations (FDC): is when two or more drugs are combined together
in one pill, capsule or tablet.

Generation time: The amount of time it takes for a colony of bacteria to double in
size.

Human Immunodeficiency Virus (HIV): the virus that causes AIDS.

Immune Reconstitution Inflammatory Syndrome (IRIS): When the immune system
begins to recover on ARVs, but then responds to an opportunistic infection you had
previously with an overwhelming response that makes the symptoms worse.

Immune system: The body’s defence system.

Infectious disease: A disease that enters the body and is transmitted through a specific
kind of contact.

Interaction: The effects that can occur when two or more drugs are used together.

Isoniazid or INH: A bactericidal TB antibiotic used in the first line TB treatment
regimen.

Isoniazid prevention therapy (IPT) or tuberculosis prophylaxis: A regimen of INH
for six months, which is used to cure latent TB infection. By taking IPT you are able to
kill latent TB and therefore prevent yourself from developing active TB. IPT should only
be given to people with absolutely no signs of active TB. It is especially important for
people with HIV.

Kaposi’s sarcoma (KS): A form of skin cancer, Kaposi’s sarcoma is very common in
untreated HIV-positive people. KS is classified as stage IV and can usually be treated
successfully with ARVs.

Lactic acidosis: A rare but serious metabolic disorder that canbe a f=_
side effect of NRTIls. Symptoms include weight loss, fatigue, malaise, %
nausea, vomiting, abdominal pain and shortness of breath.

A We must take responsibility for our own health. iy



Lamivudine (3TC): An ARV of the NRTI group used to treat HIV as well as Hepatitits
B infection.

Latent TB: A form of TB in which the TB bacteria in the body are dormant, meaning
they are not growing or reproducing. Latent TB has no signs or symptoms, but can be
diagnosed using the Tuberculin Skin Test. Latent TB can develop into active TB if your
immune system is weakened and loses its ability to control the TB bacteria in your body
— this often happens people with HIV.

Lipids: A group of organic compounds, which includes fats, that are not soluble in water.
Lipids, carbohydrates and proteins are the major components of the cell.

Lipodystrophy: Metabolic changes that can cause fat loss or gain and/or alterations in
blood sugar and/or lipid levels. Lipodystrophy can be a side effect of some ARVs.

Lopinavir (LPV): An ARV of the protease inhibitor family. Lopinavir is combined with
Ritanovir in one pill to improve the blood levels. This is called Kaletra.

Macrophages: Large white blood cells that circulate through the body and pick up
foreign particles and infectious micro-organisms, like TB bacteria. Macrophages are
an important part of immunological response, they are usually the first cells to detect
possible disease causing agents.

Microscopy: Looking at something under a microscope

Multi-Drug Resistant TB (MDR-TB): TB bacteria, which is resistant to the two most
important first line TB antibiotics, Isoniazid and Rifampicin.

Mycobacterium tuberculosis: The bacteria that causes Tuberculosis.

Mycolic acid: A component of the Mycobacterium tuberculosis cell wall. Mycolic acids
make up of most of the cell wall and help keep the bacteria protected from the watery
environment in our bodies

Non-Nucleoside Reverse Transcriptase Inhibitor (NNRTI): Type of drug that
combines with and blocks HIV's reverse transcriptase enzyme. This is an enzyme that
HIV uses to multiply itself. Nevirapine (NVP) and Efavirenz (EFV) are NNRTIs.

Nevirapine (NVP): An ARV of the NNRTI group. One of the TB drugs, Rifampicin
causes the liver to break down Nevirapine much faster and therefore lowers the level of
Nevirapine in our blood.

Nucleoside Analogue Reverse Transcriptase Inhibitor (NRTI/
Nucleoside Analogue): A type of drug that attaches itself to
particular parts of the virus during replication and thereby blocks

the replication of HIV.

We need better diagnostics.




Opportunistic Infection (Ol): Infections or cancers that occur in people with weak
immune systems. TB, pneumocystis carinii pneumonia (PCP) and toxoplasmosis are
examples of opportunistic infections.

Peripheral neuropathy: Nerve damage in the hands or legs and feet. It can start with
a burning or tingling feeling or numbness in the toes and fingers. Peripheral neuropathy
can be a side effect of some anti-HIV and TB drugs.

Pneumocystis carinii pneumonia (PCP): A lung infection caused by a germ called
pneumocystis carinii. PCP grows rapidly in the lungs of people with AIDS. Taking
Cotrimoxazole, which is recommended for everybody with a CD4 count below 200 cells/
mm?3 and taking ARVs, can prevent PCP

Primary resistance: Resistance acquired through infection.

Protease Inhibitor (Pl): A type of drug that binds and blocks one of the enzymes that
HIV uses to multiply itself, called HIV protease.

Pulmonary-TB: Active TB disease, which develops inthe lungs. This is the most common
form of TB. It is usually diagnosed using a smear microscopy test.

Pyrazinamide: A bactericidal TB antibiotic.

Refinah: A fixed dose combination of the TB antibiotics Isoniazid and Rifampicin or
Isoniazid and Ethambutol. This combination is taken during the last four months of the
first line TB treatment regimen.

Re-treatment case: Someone with TB who has been treated for TB before with the first
line treatment regimen.

Rifafour: A fixed dose combination of the TB antibiotics Isoniazid, Rifampicin,
Pyrazinamide and Ethambutol. This combination is taken during the first two months of
the first line TB treatment regimen.

Rifampicin: A bactericidal TB antibiotic.

Ritonavir (RTV): An ARV of the protease inhibitor family. RTV is mostly used to boost
other protease inhibitors.

Saquinavir (SQV): An ARV of the protease inhibitor group.

Secondary resistance: Resistance that develops because of poor adherence to
treatment.

Second line treatment: The standard treatment regimen used to treat Multi-Drug
Resistance TB.

Sexually Transmitted Infections (STIs): Any infection that can spread via sexual
contact. Examples include HIV, syphilis, gonorrhea and herpes.

53 The more knowledge you have of medicine, the better you will be able to use them.




Side effect: Any reaction in your body that is caused by a drug or a treatment. Most
often the term is used for the negative effects of a drug, like nausea, headache or blood
disorders.

Smear conversion: The point in TB treatment when a patient’s smear status changes
from positive to negative.

Smear microscopy: A diagnostic test used to detect TB bacteria in the sputum. Sputum
is collected from a coughing patient and then looked at under a microscope. If TB
bacteria can be seen, the patient is diagnosed smear-positive. If bacteria is not present
the person is smear-negative.

Smear-negative TB: TB that does not produce a positive smear test. Smear-negative
TB is especially common in HIV-positive people and is often very hard to detect. It is
becoming more common in South Africa.

Stavudine (d4T): An ARV of the NRTI group.
Streptomycin: A bacteriostatic TB antibiotic given by injection.

Toxoplasmosis stroke: An opportunistic infection with the germ Toxoplasma gondii
that causes brain inflammation. Signs of toxoplasmosis stroke are headache, confusion,
fever, dementia and paralysis.

Tuberculosis: A common bacterial disease caused by the bacteria Mycobacterium
tuberculosis.

Tuberculosis meningitis: TB that develops in the meninges, which are the membranes
that cover the brain and spinal cord. TB meningitis is very deadly and most common in
children.

Tubercle: A lesion of TB bacteria.

Tuberculosis Skin Test (TST): A diagnostic tool used to detect TB infection. The TST
is most useful for diagnosing TB in children.

Viral load test: A measurement showing the level of virus your blood.

Virus: A germ, composed of genetic material and a protein envelope, that can cause
disease. Viruses need living cells to live in and reproduce themselves and often kill the
host cells in the process.

Virulence: A bacteria’s ability to cause disease or harm.

The more you care for your own health, the more the doctor will care too.



Voluntary Counseling and Testing (VCT): VCT is the process that is followed when a
person wants to know if he or she has HIV. Before you are tested you will get information
on HIV and AIDS and the HIV test itself.

Wax D: A component of Mycobacterium tuberculosis cell wall.

World Health Organization (WHO): The agency of the United Nations (UN) for health.
The WHO develops global guidelines for treatment and prevention of major health
problems in the world like HIV, TB and malaria.

Zidovudine (AZT or ZDV): an ARV of the NRTI group.
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SAVE LIVES: TRANSFORM TB PREVENTION,
DIAGNOSTICS AND TREATMENT

A GLOBAL CALL FOR
ACTION AND DECLARATION ON TB:

1. Every year TB kills more than 2 million people worldwide. In Southern Africa it is by
far the greatest killer of people living with HIV.

2. In South Africa, 70 000 deaths certificates recorded TB as a cause of death in
2003.

3.  Despite regional governments declaring an emergency in 2005, TB control and AIDS
programmes in Southern Africa are failing to adequately deal with the twin epidemics
of TB and HIV.

4. This inadequate response is no longer acceptable.

5.  Current diagnostic techniques and drugs are out-of-date. We need simpler, more
effective and accessible tools for testing and treating TB.

6. TB prevention, care and treatment programmes must adopt a decentralized, patient-
centered approach with treatment literacy, adherence support and community
education as central pillars.

7. More resources for TB research are desperately needed.

8.  Provision of a decent public health system that based on the right of every person to
life, dignity, health and equality is the duty of every state and the advocacy work of
every HIV/TB activist.

9.  Accessto decent housing, employment, social security and nutrition are indispensable
to the elimination of tuberculosis.

10. The TB crisis has caused tremendous suffering , and generated confusion, fear and
stigma. Protecting public health is not incompatible with promoting a human-rights
approach to dealing with this seriously contagious epidemic. It requires a plan and
community consultation not repressive measures against individuals.

11.  Support services for health professionals and allied workers engaged in saving the
lives of people living with TB must be researched and funded immediately.

12. This conference must serve as a platform for consensus on key issues related to the
treatment, prevention and care of TB, including MDR and XDR TB. We must review
and update our national TB and HIV plans and through partnerships commit the
necessary resources to begin implementing the following key areas for action:
Improving infection control
Getting more people living with HIV tested for TB and vice versa
Integrating and decentralizing TB and HIV services

Preventing and treating drug resistant TB (MDR/XDR TB).

EDUCATION, PREVENTION, TREATMENT AND CURE!



-~ IB can be cured. We can also prevent it
by strengthening the health service and
providing treatment. We need to educate
people by letting them know the signs

of the disease and talking about good
nutrition so that TB shouldn’t be the
scourge that it has been. -Desmond Tutu





