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RIGHTS+EQUITY+JUSTICE
for HIV PREVENTION

Epidemiology
for Activists

Civil society and community activists are an essential part of the HIV response, and of the broader
struggle for sexual and reproductive health and rights. In the history of the AIDS epidemic, activists
have amplified the voices of communities, and demanded access to services for those who are
excluded, stigmatised and marginalised.

As activists, we are not - and do not have to be - health professionals or health experts. Yet, in doing
our work, we often find ourselves confronted with research and health terminology which may be
unfamiliar. There is a need to bridge the gap between the knowledge and experience of activists
who work closely with communities and the researchers, policy makers, health professionals and
other ‘experts’ whom we engage with. Activists sometimes face what has been called ‘the expertise
barrier’. The expertise barrier can also be a political and power barrier: it can be used to exclude
communities from spaces where important decisions affecting them are made.
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Epidemiology is the study of the distribution
and determinants of diseases, and applying that

. knowledge to manage diseases.
Whatis
° L d 7
E pldem IOIogy ) Or in other words, epidemiology is the study of how
often diseases occur in different groups of people and
why. It also studies what works to prevent, treat and
manage diseases.

The two important terms in the definition of epidemiology are:

w The determinants are the factors
@ which influence a person’s health
status. A determinant can be an

action, an event, or a characteristic.
Epidemiologists investigate:

How?

Examples of determinants of health
caninclude personal and inborn
features, behaviour, socioeconomic
status, cultural factors, environment,
education, nutrition, childhood
development, access to health and
laws and policies.
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Social determinants are considered as the root causes of health and disease. They can also be called
the causes of the causes.! These circumstances are shaped by the distribution of money, power and
resources at global, national and local levels. The social determinants of health are mostly responsible
for health inequities - the unfair and avoidable differences in health status seen within and between
countries.?

Many factors in our society - including poverty, powerlessness, gender inequality, physical and sexual
abuse, lack of education, homelessness, stigma, addiction, violence, untreated mental health problems,
lack of employment opportunities, lack of choice, lack of legal resident status and lack of social support -
play arole in HIV infection and the ability of people living with HIV to seek treatment, care and support,
and thus can be considered social determinants of HIV.

Young key populations - namely young gay men and other men-having-
sex-with-men; young sex workers; young transgender people; young

people who inject drugs and young prisoners - tend to have poorer sexual
and reproductive health outcomes compared to the young people in the
general population. Explaining these poorer health outcomes using single
determinants like ‘not using condoms’, or ‘sharing injecting needles’, does
not get to the complex, lived realities of young key populations.

Whenweexplore the social determinants of poor sexual and reproductive
health, we can see that young key populations experience multiple forms
of inequality, marginalisation and exclusion.

A disease usually has
not one, but several
determinants. The
determinants which
are close to the person

For example, a study on young key populations in Zambia found that they
had higher rates of HIV compared to other young people, and that there

are called proximal,
or downstream or
immediate factors.
Those which are quite
far away from the
person are called distal
or upstream factors.
Those which are in
between the proximal
and distal are called
intermediate factors.

Impact
on Health

A
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were multiple intersecting reasons for this. Punitive criminal laws; highly
conservative social, sexual and gender norms; the ever-present threat of

violence, and public shaming; rejection by families; lack of power within
interpersonal relationships; the threat of ridicule and discrimination
within health facilities - these are just some of the social determinants.

When we understand the social determinants of health, we start to see
that health is also a matter of social justice.

Source: Armstrong, R & Zulu, J (2019). Applying a social determinants of health lens to the situation of young key
populations in Zambia: what can it tell us about what we could do? JOGHR, 2019, volume 3.
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Understanding Epidemics

Diseases can be classified differently, according to the
numbers of people in a population that suffer from
them, and how widespread those diseases are. Let’s

look at the differences between some of these terms.

A disease is endemic when it occurs in a population or geographic region at a
consistent level and over a consistent period of time. For example, in the tropical
parts of Africa, malaria is endemic. It may occur only in the rainy season, but it
occurs every year. That does not mean that it cannot eventually be eradicated,
but diseases which are endemic tend not to be viewed as health emergencies.

....................................................................

Hyperendemicrefersto persistent, high levels of disease well above what is seen
in other populations. For example, HIV is hyperendemic in mainland Southern
Africa, where as many as one in five adults has the disease,®* and endemic in the
United States, where roughly one in 300 is infected.

....................................................................

An epidemic, on the other hand refers to an increase - often sudden - in the
number of cases of a disease above what is normally expected in that population
in that area. The term suggests that a disease is out of control.

....................................................................

Anoutbreak is similar to an epidemic, but occurs in a more limited geographical
area. For example, there have been several outbreaks of the Ebola virus in
different countries, mainly in Central and West Africa, since 1976.%

....................................................................

Pandemic refers to an epidemic that has spread over several countries or
continents, usually affecting a large number of people.> HIV and TB are both
pandemics, in that they occur in every region of the world, with millions of
people being infected.

On the 11 March 2020, the World Health Organisation announced that they have
characterised the coronavirus, COVID-19, as a pandemic. The WHO'’s decision is not
just a matter of a disease exceeding X number of cases in X number of countries; it is
also about acknowledging the massive global impact of the disease, and saying that

responding to the disease requires a whole-of-government, whole-of-society approach

in order to prevent infections, save lives and minimise impact.®




Generalised and concentrated epidemics

HIV epidemics in particular countries can be either generalised or
concentrated. When an epidemicis generalised it occurs widely in the general
population. The threshold for a generalised epidemic is more than 1% of the
population.

On the other hand, a concentrated epidemic has much higher rates - of more
than 5% - amongst certain sub-groups within the population.

An epidemic can also be mixed, with features of both. In East and Southern
Africa, we have a mixed epidemic: there are rates of HIV above 1% amongst
the general population; however, rates are even higher amongst key
populations, such as gay men and other men who have sex with men, sex
workers, transgender people, people who inject drugs, and prisoners.”

For example, look at the graph below. It compares HIV prevalence

amongst the general population (people aged 15-49) - the blue

bar - with prevalence among people who inject drugs (PWID) - the

orange bar - in six countries in East and Southern Africa. You will

see that most of the countries have mixed epidemics in that HIV

prevalence in the general population exceeds 1%, while prevalence

amongst PWID exceeds 5%. In all of the countries, prevalence is much

higher amongst PWID than amongst the general population. One country,

Madagascar, clearly has a concentrated epidemic, with only 0,3% of the

general population infected with HIV, compared to 8,5% of people who inject
drugs.

Comparison of HIV prevalence in general population (age 15-49) versus
people who inject drugs
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Other key concepts in epidemiology

Morbidity

Morbidity means a lack of a state of physical or mental health.
In other words, morbidity is used in epidemiology to describe
iliness, disease or disability. For example, “prisons are associated
with increased tuberculosis (TB) morbidity”. Rates of morbidity
in a society can be expressed either as prevalence or incidence.
These will be explained below.

Mortality

Mortality means the rate of deaths in a population during
a certain period. For example, “mortality is higher amongst
CQOVID-19 patients who have co-existing diseases such as high
blood pressure, diabetes or HIV”.

Prevalence and incidence

These are terms which are often used, and often confused. In
fact, the difference between prevalence and incidence is quite
simple.

Prevalence is the percentage of people who are currently
infected at a point in time (in a particular population). So for
example, if we say, in 2018, Angola had an HIV prevalence of 2%
of the population aged 15-49, we mean that 2% of all people aged
15-49 in Angola were living with HIV.?

Incidence is the proportion of people who are newly
infected during a specific time period (usually a year). Incidence
is not always stated as a percentage, sometimes it can be stated
as the number per 1000 or 100,000 people, depending on
how common or rare new cases are. So in Angola, in 2018, the
incidence rate for people of all ages was 1.01 per 1000 people,*°
which means that just over one in every 1000 people became
newly infected with HIV in 2018.

Prevalence is affected by two main factors:

mortality



Incidence and mortality

New infections every year will make the
prevalence rate go up. But prevalence is
also reduced by mortality (or deaths). In

most places in the world, HIV prevalence is
going up. This is partly due to more people

becoming infected every year, but is also
due to the fact that less people are dying
than in previous years, due to the scale up
of antiretroviral treatment.

There are different ways of measuring HIV
prevalence. The best way is by doing a national
population-based survey, such asa Demographic
andHealthSurveys(DHS). Most governmentsdo
these, but usually only every few years. Another
common strategy is to routinely test pregnant
women in antenatal clinics for HIV. Although
pregnant women may not be representative of
the entire country, this procedure is convenient
and fairly consistent, especially in monitoring
trends over time.

Incidence is more difficult to measure: it
is difficult to know the exact point when a
person became infected. The standard test for
HIV measures the presence of antibodies to
the virus, and in the early stages of infection,
antibodies are not present in large quantities
in the bloodstream. There are three different
ways of calculating incidence rates: the first is
a sophisticated blood test which can tell how
recently a person has become infected; the
second is to repeatedly test a group of people
over time, and note when one of them becomes
positive (this is called a cohort study) and the

Prevalence

The percentage The proportion of
of people who people who become
are with
with a a disease during a
disease. specific period.

third is to do surveys amongst similar groups
in a particular area over time (e.g. compare the
rates of HIV amongst 15 year olds in a district
in 2019 with the rates amongst 16 year olds
in the same district in 2020. Researchers may
not necessarily be testing the same individuals,
but they will be testing people who have very
similar characteristics, life circumstances and
risk profiles).

Measuring HIV prevalence and incidence
amongst key populations is a different matter.
Ideally, HIV prevalence should be assessed
by conducting HIV testing on a sample!! of all
members of that key population group. The
prevalence rate would then be a percentage,
calculated as the number of HIV positive people
in the key population group divided by the
number of people in that key population in the
country.?> However, because key population
behaviours are usually stigmatised and often
outlawed, and because key populations are
often hidden, getting the data to inform these
estimates can be difficult. Thisis why population
size estimates are so critical for key populations.




Understanding and using HIV research

in shark attacks!

Example: Study finds increase in ice cream sales linked to increase

Inepidemiology,researchseeksto

understand the relationships

between different factors.

Once we have proven

that factors A, B or

C are determinants

of HIV, we can plan

programmes to address

these. Coming back to

the table of the biological,

behavioural, social and

structural determinants of

HIV amongst adolescent girls

and young women on page 4, we have

evidence that all of the factors in the table increase the

risk of HIV. Therefore we should be able to put in place

appropriate policies and programmes to address these
factors.

Researching relationships

between a disease or a

condition and possible

causes or determinants

is challenging and

complex. Just because

a study shows that two

factors (e.g. ice cream

sales and shark attacks)

have a relationship or a

correlation, does not mean

that the one factor causes the

other to happen. It also doesn’t

tell you which direction the relationship is. To use

another more realistic example, there is a correlation

between HIV and gender-based violence (GBV), but

the correlation does not tell us if people acquire HIV

because of GBV, or whether being HIV-positive leads to

GBV. It is therefore very important to understand that
correlation alone does not equal causation.




Are some types of evidence better than others?

An example of a recent randomised control trial is the
HVTN 702 study in South Africa, which tested a new
HIV vaccine between 2016 and 2020.

In medical research a
placebo is a treatment
that is given to the
people in the control

group which will have
no clinical effect, for
example, an injection

which contains water,
or a pill which does
not contain any
medicine).

If researchers want to find out more in-depth
information, such as the reasons for people’s
behaviour, then qualitative interviews might
be more appropriate. For example, in order to
understand why sex workers in Zimbabwe did
not attend clinics for HIV services, one study
conducted in-depth discussions with groups
of sex workers (focus group discussions), and
then analysed the themes that emerged in
the discussions.'*




Evidence based advocacy

One of the foundations of HIV advocacy is “know your epidemic, know
your response”. Effective advocacy should be based on evidence;
many policy-makers, who are the targets of advocacy, demand to
see evidence. Evidence-based advocacy uses verified information
in order to drive change. Data is gathered, organised, analysed and
communicated to produce clear and accessible information which can
influence leaders and decision makers.

Using good quality evidence for advocacy can make a difference. A recent study - Included! - analysed
nine cases where there were important advances in policy or programmes for key populations in east
and southern Africa.’® In most cases, it was quality evidence rather than political rhetoric, that drove
change.

As an example, in the late 1990’s, rates of deaths from AIDS were high in Zambia’s
prisons. An NGO called In But Free (IBF) collaborated with UNAIDS and UNODC
to conduct research into HIV prevalence and risk behaviour amongst men in
prison. This research provided critical information on HIV prevalence for
advocacy purposes. Because of this the problem of HIV could not be denied by
public authorities, and the research catalysed the development of policies and
programmes to address HIV in Zambia’s prisons.

The Included! study also found that civil society organisations who understood

and used evidence in their advocacy had an enormous advantage. Successful

civil society organisations also learnt that policy-makers were more likely to be
persuaded by evidence-based public health arguments in conjunction with human
rights arguments, and not just human rights arguments alone, especially when it came to
issues of criminalisation of key populations.

Harnessing epidemiology for local activism




How can civil societies and communities contribute to epidemiology?

So far, we have looked at how we in civil society and communities can understand and use epidemiology.
But we can also contribute to epidemiology. Epidemiology has historically tended towards an approach
which holds that the scientific method and direct observation are the only sources of knowledge - this is
a‘positivist’ approach. New approaches to epidemiology, such as popular epidemiology and participatory
epidemiology - recognise that knowledge is constructed socially, and therefore allows for social or group
analysis of life experiences: this is a ‘constructivist’ approach.

Constructivist approaches to epidemiology use methods which are participatory, and also are geared
towards action to achieve social and structural change.!” Here are some examples of epidemiological
research from East and Southern Africa, in which communities have been meaningfully involved in
constructing knowledge.

The Hands Off! Programme involved sex worker organisations in
conducting research into the prevalence and patterns of violence
against sex workers in Botswana, Mozambique, Namibia, South
Africa and Zimbabwe.?” The research used a community-based
participatory research (CBPR) approach. CBPR is a partnership
approach to research, that equitably involves community
members, practitioners, and academic researchers in all aspects of
the process, enabling all partners to contribute their expertise and
share responsibility and ownership. This means that sex workers
were actively involved in the design and execution of this research
including the design of the research and tools; selection of the hired
researchers; data collection and writing the results.



%
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According to the lead

researcher from the HSRC:

Botshelo ba Trans was the first HIV biological and behavioural
survey on transgender women in South Africa. The study was
a genuine partnership between the Human Sciences Research
Council, and community organisations S.H.E, Gender Dynamix,
Access Chapter 2 and SWEAT. The methodology explicitly
positioned the community of transgender women as knowledge
holders in their own right.

Communities were therefore involved in setting the research
questions, and planning the study. A lot of time was spent
consulting and gaining the trust of the community during each
phase of the study, The analysis and write-up of the findings was
also collaborative effort.

Knowledge is power

Throughout the course of the AIDS pandemic, activists without formal training in HIV science but facing
a life-threatening illness for themselves and their communities, have found it imperative to become

expertsin HIV epidemiology and research. With this knowledge, they have: formed community advisory
boards for clinical trials, helped draft guidelines, and published peer- reviewed articles on HIV.2! They
have formed collaborations with scientists, and frequently met with pharmaceutical companies and
government officials to discuss and propose policies and new research. Their efforts have been vital in
getting millions of people access to life-saving treatment.

It is critical that as HIV activists, we continue to arm themselves with knowledge so we can take our

rightful place in decision-making spaces, and ensure that the communities we represent are not left
behind.
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The AIDS and Rights Alliance for Southern Africa (ARASA) was established in 2002 as a regional partnership of civil
society organisations working in 18 countries in southern and East Africa. Between 2019 and 2021, the partnership will
work to promote respect for and the protection of the rights to bodily autonomy and integrity for all in order to reduce
inequality, especially gender inequality and promote health, dignity and wellbeing in southern and East Africa.
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