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We have made great strides in bringing
HIV testing services to communities and
getting more people to test regularly. But
we are still not reaching enough people
with testing, particularly men, adolescents
and key populations. Could HIV selftesting be the answer to closing the gap?

WHO DEFINITION
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PROVINCIAL PERSPECTIVES

HIVST is a test where the individual
collects – performs – interprets the test
themselves.

5

However, there are a number of guidelines
that should be applied to the roll-out of HIVST,
including:
●● Self-testing does not replace traditional HTS
and it should be used as a self-screening tool.
●● Users should be made aware that a positive
test must be followed by a confirmatory test
at a clinic or facility.
●● Instructions must be appropriate for an
untrained person to use and should include
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pictoral instructions and be translated into
local languages.

●● Instruction inserts should include referrals to
care and support.

●● HIVST is not recommended for people taking
anti-retroviral drugs, as this may cause a
false negative result.
●● Test quality must be managed. There are
a number of tests flooding the market and
available online but some are not actually
self-tests; they are regular test kits marketed
as self-tests.

According to the WHO: “HIVST has been shown
to be an empowering, discreet and highly
acceptable option for many users, including key
populations, men, young people, health workers,
pregnant women and their male partners, couples
and general population groups.”
If managed appropriately, and if the cost of the
tests can be brought down, HIVST could be a
powerful tool in our arsenal against HIV and AIDS.
What are your thoughts on HIV selftesting? Email communications@
nacosa.org.za to share
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“HIVST provides people an
opportunity to test discretely and
conveniently and may increase
uptake of HIV testing among people
not reached by other HIV services.”

Thankfully, a number of demonstration studies –
including the HIV Self-Testing Africa (STAR)
initiative – are evaluating HIV self-testing in the
African market. So far the findings are positive,
showing that HIVST can double the uptake of testing
and also increase the frequency of testing. According
to Johnson, no social harm has been identified in
these studies: no suicides, self-harm or IPV reported
as a result of HIVST. Overall, acceptability and
willingness to test has been very high.

RIGHTS & JUSTICE

Enter HIV self-testing or HIVST. Approved for sale
over the counter by the South African Pharmacy
Council in late 2017, HIVST is also included in the
Department of Health’s HIV Testing Services Policy:

While HIVST offers us a new opportunity to
access hard-to-reach groups with testing, it is
not without its detractors. Many in the HIV field –
particularly clinicians – have expressed concerns
around issues of stigma, disclosure, intimate
partner violence and psychological trauma,
quality assurance, accuracy and acceptability.
There are also those that worry about integration
into the healthcare system – how will a person
who has tested themselves know what to do or
where to go if they get a positive result?

UNSUNG HEROES

Despite the gains made in HIV testing, particularly
in Africa where there has been huge scale-up,
40% of people living with HIV worldwide don’t
know their status. According to Cheryl Johnson,
Technical Officer at the World Health Organization,
in Eastern and Southern Africa, uptake of testing
has hit a plateau and is not having the hoped-for
impact on new infections. With 70% of those who
are tested being women, it seems that men, key
populations and their partners, and adolescents
are missing out, largely because these groups
are reluctant to test in a clinical setting. “It is not
possible to achieve the 90-90-90 goals with this
testing gap,” said Johnson in a presentation to the
Southern African HIV Clinicians Society.
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A MANDATE TO MOTIVATE

NACOSA is now a network of more than 1,500
organisations working in diverse focus areas across
southern Africa – from HIV and AIDS through to
children and youth and gender based violence. This
networking approach has been core to NACOSA
since the very beginning. In 1992, NACOSA was
an integral part of the development, through a
consultative process, of the very first National
Strategic Plan and in 2006, at the last of our civil
society Masibambisane Summits, these civil society
organisations mandated NACOSA to apply for
international funding on their behalf.
As a result of this, NACOSA was appointed as the
first civil society principal recipient of the Global
Fund to Fight AIDS, Tuberculosis and Malaria
in 2010 as part of their dual track funding model.
NACOSA has never been a direct service delivery
organisation but rather works to channel funding to

By Caroline Wills, Assistant Programme Director

implementers working on the ground. Since 2010,
we have channelled over R 1 billion to more than
300 community based organisations across the
country. Our work currently reaches over 240,000
people and provides funding, training and mentoring
support to 250 civil society organisations each year.

reproductive health
and rights and Familycentred HIV programming for children to target
the HIV/AIDS response
in South Africa.

We continue to support the work of community
organisations at the coalface of the HIV, AIDS and
TB response, while maintaining our high grant
management standards.

We are thrilled to be part of the Alliance family and
proud that NACOSA has met the high accreditation
standards set by the Alliance. As a network of civil
society organizations, NACOSA is firmly committed
to the collaboration and shared learning that are
central to our relationship with Alliance. We look
forward to working with our network, Alliance
colleagues and our fellow Linking Organisations to
turn the tide on HIV and AIDS in southern Africa.

Our standards were recognised in March when we
achieved accreditation from the International HIV/
AIDS Alliance. As an accredited linking organisation,
NACOSA has demonstrated strong governance and
organisational management. It adheres to the highest
quality good practice programming standards.
NACOSA has also demonstrated specialist expertise
in the areas of Integration of HIV and sexual and

Executive Director

having to seek parental consent.”
The policy includes making
accessible and non-judgemental
sexual and reproductive health
services available for learners
through the integrated school
health programme. This includes
voluntary HIV testing.

NACOSA’s Vulnerable Children and Youth
programme has long been involved in
integrating HIV testing into its package of
services. As part of our capacity building
and systems strengthening approach,
organisations that offer HTS are provided
with support to strengthen their systems
The Children’s Act recognises
to enable them to deliver high quality, that while children are a
ethical services.
vulnerable group and must
But the testing of children is not without its
challenges, most pertinent of which was resistance
to testing children from the community. In an
evaluation study of NACOSA’s Global Fund OVC
Programme¹, 70% of care workers reported that
caregivers refused for their children to be tested and
that caregivers themselves refused to be tested,
even if they consented to their children being tested.

“Some parents refuse to have their
children tested, they do not come at
the day of testing.”
– Care worker, Eastern Cape

Caregivers were also reluctant to disclose their own
HIV status or that of their children, to their children,
partner or the care worker. There was reluctance
from people to talk about HIV in the community.
The recent uproar from parents who said their
school-going children were tested without their
consent in the Eastern Cape is an example of
how misperceptions of testing children can boil
over into controversy. The Department of Basic
Education’s National Policy on HIV, STIs and
TB states: “Children above the age of 12 have
the right of access to health services including
sexual and reproductive health services, without
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be protected from harm, they
may be tested for HIV in two
circumstances:
●● If it is in their best interests
and lawful consent has been given for the
test.

●● If the test is needed to establish the child’s
HIV status where a healthcare worker or
another person may have contracted HIV
from the child’s body fluids.
No person may disclose a child’s HIV status without
consent, except in a few limited circumstances
which are set out in the Act.
It is clearly in the best interests of children and
adolescents living with HIV to be aware of their
status so that they can be linked to appropriate
treatment and care:

“The carers know that if a child tests
positive, they are a priority… If they
are positive, we support them as
there is a long road to travel.”
– Programme Manager, Northern Cape

However, there are naturally concerns around
the testing of children. According to the HSRC’s
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HIV testing of children: Legal guidelines for
implementers include:
●● Assessing the age and maturity of
children to see whether they can provide
independent informed consent

●● And if not, ensuring that consent is given by
those legally authorised to do so – parents
or legal guardians.
●● Ensuring that consent is voluntary and
based on adequate information and
understanding.

While addressing these concerns, the organisations
that NACOSA works with have been able to extend
their HTS beyond the children enrolled in the
programme to the rest of the community which
provides community members with an alternative
space in which to access HTS. These organisations
are promoting a culture of regular annual HIV testing
in line with the national HTS guidelines and this will
help South Africa reach its 90-90-90 goals.
¹ Wills, C. et al, 2016. Adjusting the lens: Integrating HTS into OVC
programmes

Sudhindra Naidoo on graduating with an MBA, Cum Laude
Nabeelah Hendriks on graduating with a Bcom Degree
Rachel Saker promoted to Monitoring and Evaluation Specialist (Cape Town)
Celeste Wagner promoted to Monitoring and Evaluation Specialist (Cape Town)
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Positive
Choices
Choice Somagaca found out she was
HIV positive a week after giving birth to
her first born child when she was tested
by medical staff at the hospital. Now
the Chairperson of the George Local
AIDS Council and an inspiration to her
community, Choice has come a long
way from the dark day when she was
first tested for HIV.

I started being hopeful for the
future of me living a healthy
and fruitful life while living
positive with HIV.

If you have never loved yourself prior testing
for HIV, then the time becomes now to love
yourself and be gentle with yourself. You can
live a healthy and very productive life while
living positive with HIV. The virus is not you,
it just lives in your blood and with the help of
antiretrovirals (ARVs) it can live dormant for as
long as you are compliant to your treatment.

“I found out about my HIV status a week after
I gave birth to my first born child. I had a high
fever that was not going down after giving birth
and only on the seventh day I was asked to do
an HIV test by the medical staff of the hospital
I was at.
It was the worst day of my life. My day turned
into night. I was given pre-test counselling
although I don't remember a thing the nurse
asked me during that and I was crying the
whole session. After seeing the parallel lines
of the ELISA test, I went into a very dark
zone. And the post-test counselling did not
help in any way and that was the last time I
heard from any of the nurses who tested and
counselled me.
I was angry at myself for a lot of reasons, I was
emotionally wounded and very hurt and I felt
disappointed.
It took me the longest six months of my life to
tell someone. Keeping my status to myself was
the hardest thing I ever had to do. I became
depressed before I could tell my mom but after I
told her I could get the support and love from her.

I'm optimistic about the future and life in
general. I'm employed by the South African
Police Service (SAPS) for the past 15
years, I'm also a Peer Educator and an HIV
Ambassador in the SAPS. I'm the current
Chairperson of the George Local AIDS
Council. I do motivational talks when and if
requested. I love sharing my journey through
life living positive with HIV.

Go through the emotions and
deal with them, ask for help –
from family or professionals
who work with people who live
with HIV.
Love yourself enough not to let a virus destroy
or end your life, live one day at a time.”
Seventeen years later my viral load is -40 and
my CD4 count is 1,079 – I am healthier than I
can imagine. All my children are HIV negative.
My daughter, who was seven days old when
I found out, is turning 17 in December this
year. She is an intelligent young girl and doing
grade 11.

I TESTED FOR HIV, NOW WHAT?
An HIV test is not the end! Find out what
happens next whether you test positive or
negative on Page 10.
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A SANCTUARY FOR KEY POPULATIONS IN THE NORTHERN CAPE
By BE Harker, Director, LifeLine Northern Cape

LifeLine Northern Cape is a non-profit organisation
based in Kimberley that has been funded by the
Global Fund though NACOSA for the Sex Worker
Programme. LifeLine was introduced to the plight of
key populations in 2012 and has since focused its
attention and programmes on rendering services
to this special, yet neglected, community.
Stigma and discrimination are a reality that we
cannot run away from, and it is most felt in the
marginalised and “forgotten” communities. In our
experience, working with the lesbian, gay, bisexual,
transgender, intersex and gender non-confirming
persons, we have discovered that communities
still have a warped idea of what gender and sexual
orientation is. Because of this misconception, the
community LifeLine serves is still being victimised,
ostracised and discriminated against and find it
difficult to be accepted.
To address this, LifeLine Northern Cape initiated a
number of important services: support groups, safe
spaces, indabas, educational workshops, outreach,
HIV testing services, clinical services with two mobile
clinics, stigma and discrimination workshops, gender

KWAZULU-NATAL

affirming health care education for the transgender
community and a PrEP clinic.

“Being a trans-woman and trying to build a
life in a world where you are being judged for
who you are is at times difficult, but LifeLine
became my beacon of hope and I’ll forever be
grateful.” – Skylar
LifeLine Northern Cape partnered with NACOSA
through the Community Systems Strengthening
(CSS) programme which has changed the
organisation for the better. Before the CSS
programme, the organisation was just one of many
small organisations, struggling with policies and

LifeLine Northern Cape, through the CSS
programme was able to send three staff members
to attend the Monitoring and Evaluation Specialist
training, which will help the organisation to register
as a non-medical site for testing. The scope of
expertise has tripled within the organisation, not
only for these three fortunate members of our staff
but for everyone who attended the different training
workshops. Due to the tremendous growth of
LifeLine, the organisation is now paying it forward
and we have started to mentor other small and
upcoming organisations.
As sustainability is a constant struggle, the CSS
Programme has capacitated the LifeLine team to
think big and not only for the here and now in terms
of funding, but also for the future and to grow the
organisation to become independently sustainable.

GRANT MANAGEMENT: THE RIPPLE EFFECT

By Stellar Zulu, Provincial Manager

NACOSA’s grant management function, in the
period that we have been functioning in KwaZuluNatal, has been challenged in the same way the
country is being challenged in our current times.
Our ability to harness the collective for the benefit
of the members remains our strength. However,
the space we occupy is made interesting by the
fact that, as NACOSA, we have an understanding
and expertise to handle country level funding,
the demands and the far reaching decisions that
are taken at this level, while being able to absorb
and soften the effects of these decisions for our
beneficiaries on the ground.
As projects draw to a close, we are made aware of
the unpredictable nature of the space we work in. In
the province we have had to make uncomfortable
decisions due to a changing landscape that involved
changing timeframes, shortening of contracts and

WESTERN CAPE

procedures but has emerged into one of the leading
organisations in the province for the work done with
key populations. An element that the organisation
most valued about the CSS programme was the
individual mentoring with mentors appointed by
NACOSA.

in some instances changing the nature of these
contracts. Negotiating the space between having the
commitment to the community met and balancing
the availability of resources has become very real.
Organisations that work the space that NACOSA
works have to contend with these challenges.
The success that we achieve in our networking
activities by creating informed civil society that can
identify challenges, question and act on challenges
does mean that organisations are now more aware
of options to use for recourse in the form of other
platforms that they can report on such as the
DACs, LACs, War Rooms, and other stakeholder
structures. The current climate is a difficult one for
grant management organisations, with calls made
by some sections of civil society for big donors to
fund “community based organisations” directly
without considering the implications of what this

could entail.
The gradient of the playing field could change
beyond our control, particularly as these calls are
often made at mass platforms where organisations
are desperate for resources. While there is
value in our ability to optimally deliver on funded
programmes, there is an even more crucial role
to shape how we are perceived through constant
communication with our constituency.
NACOSA has successfully negotiated some very
difficult processes that were beyond our control. This
makes it even more necessary for our developmental
approach in networking, mentoring and general
support to organisations to be what we lead with in
our relationships with partners. Now is the time to
be bolder in our utilization of the consultative forum
space to help shape the funding narrative responsibly.

TOWARDS GREATER COMMUNITY HEALTH PARTICIPATION
By Riaan Grobbelaar, Provincial Liason Officer, Western Cape

The process of recruiting members to serve on the
Primary Health Care Facility (PHCF) committees has
kicked off. This is taking place because the Western
Cape Legislature recently passed the Western Cape
Health Facility Boards and Committees Act, 2016 and
regulations to give effect to the SA National Health
Act 61 of 2003 that mandated all provinces to draft
provincial legislation on the formation and functioning
of primary health care facility committees.
Communities will benefit a great deal from the
PHCF committees. Via the committee members,
communities will have a greater voice to give
meaningful input in identifying and addressing service
delivery challenges experienced at PHCFs. Further,
communities will be able to give input on ways of
improving and tailoring the services of the PHCF to
meet the needs of the community it serves. Issues
such as stigma and discrimination by health facility
staff, challenges with access to health services such
as long waiting times to collect medication, lack of

specific services within the community, for example
youth-friendly services, are all issues that could be
addressed and resolved via the PHCF committees.
Community participation will be elevated when the
committees engage the community via meetings,
consultative workshops and surveys. PHCF
committees will listen to the community and provide
the community with information on the PHCF’s
services, performance, needs and plans to improve
services. On the other hand the committees will meet
with the PHCF, conduct scheduled facility visits and
provide constructive feedback, make suggestions
on improving services and the relationship between
the PHCF and the community and compile and
present reports about this to PHCF management,
the provincial minister and/or head of department or
municipality concerned.
Civil society organisations were recognised as
having valuable knowledge, networks and linkages.

For this reason, prospective committee members
had to be nominated by a civil society organisation
in good standing. It may also benefit CSOs and the
communities if relevant staff members of CSOs apply
to serve on the PHCF committees as the services
offered by the CSO and the PHCF could work in a
more complementary manner.
If operating well, the PHCF committees will play
a vital role as a structure to support communities
in accessing health services and improving these
services for all members of the community. This
will likely lead to improved community systems that
operate optimally.
We, as NACOSA, look forward to being part of the
strengthening of community systems and helping
build the skills, capacity and competency of the
PHCF committees.

NACOSA INFORMER
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STRONG COMMUNITY SYSTEMS FOR QUALITY TESTING SERVICES
By David Mnkandla, Provincial Manager, Gauteng

Tintswalo is a strong community based
organisation operating in Tembisa under the
able leadership of Elsie Ngomane. Elsie is
passionate about community health issues and
started Tintswalo in 2010 with a specific focus on
community and home-based care. Tintswalo has
made its mark in Tembisa, one of the HIV and TB
high-burden areas of Gauteng.
Tintswalo evolved from focusing on home-based
care to broader issues of HIV prevention and
care. The organisation has a strong conviction that
collaborative efforts with other partners yield better
results. Since 2016, Tintswalo has participated
in NACOSA capacity building interventions with
funding from the Global Fund.

be big players in community TB screening.
Reaching sex workers has been another focus and
Tintswalo has been able to reach some sex workers
with condoms, lubricants, HTS and TB screening.
‘’We need to get more community health workers
trained on HTS and mentored on working with sex
workers. At the same time we are worried about the
harassment that sex workers experience as this
tends to compromise their access to quality health
services,’’ continues Elsie.
It is clear that CBOs, with collaboration and

adequate support from other players, can play
meaningful roles in the response to community
challenges. As such, they ultimately become
an integral part of national policy response
mechanisms. It is therefore important that
organisations like Tintswalo are supported and
mentored adequately so that even the issue of
good stewardship is not compromised.
For more information about
Tintswalo Home Based Care, contact
tintswlalohbc12@gmail.com

In the past twelve months, Tintswalo has
strengthened its focus on HIV testing services (HTS),
targeting youth and sex workers. ‘’We are working
very well with the Department of Health. They assist
us in aligning with district plans by giving us monthly
targets for both reach and yield. While we have over
performed in terms of reach, the target of positives of
50 a month has remained a challenge. As a result,
we are now reviewing our mapping strategies so that
as much as possible, were are able to test the right
people,’’ says Elsie.
Tintswalo have also started doing community
TB screening: ‘’We are treating TB with the
seriousness it deserves, bearing in mind that TB
is a major killer and that people with HIV have a
10% annual chance of getting TB,’’ says Elsie. All
the people Tintswalo reached with HTS were also
screened for TB. Tintswalo proves that CBOs can

EASTERN CAPE

FOOT SOLDIERS AT WORK

By Sydney Davis, Provincial Manager, Eastern Cape

As part of the Community Systems
Strengthening
(CSS)
capacity
building programme, NACOSA has
trained three learners from each of
32 community based organisations
in the Eastern Cape in HIV Testing
Services. This accredited ten day
training includes finger-prick testing
after which learners have to do 10
HIV tests under the supervision of
a qualified nurse. Learners who
received their finger prick certificates
were linked up with health facilities
in their area to provide additional
capacity for clinics to reach their
testing targets.
Forty-five minutes’ drive out of East
London on the R72 lies Mpongo Village.
This is the home of Zanoncedo Empowerment
Centre, one of the organisations that benefited from
the capacity building programme. Three of their
carers, Philiswa Yangapi, Ntombina Mdistshwa and
Busisiwe Diniso were part of the group trained in
HIV Testing Services. After successfully completing
their finger-prick testing at the Mpongo Clinic and
receiving their certificates, they were co-opted by the
clinic to do HIV testing on Tuesdays and Thursdays
when pregnant women are seen at the clinic.
Sister Phindiwe Nkatshase, the sister in charge
at Mpongo Clinic, shared her appreciation for the
additional capacity created by the training of the

This engagement with the community
leadership is necessary to ensure buyin, approval and support.
The testing services in the villages
comes with a lot of commitment and
sacrifice. The carers sometimes have
to walk up to two hours along winding
pathways, across rivers, hills and
valleys to reach their destination. The
organisation bought cool boxes and
ice packs to carry test kits and other
equipment. These boxes are carried
along by the dedicated carers as they
make their way to the villages.

Zanoncedo carers:

“We are very happy with their services
as they are helping us to increase our
testing services in our area. They also
assist in tracing HIV and TB defaulters in
the community.”
The three trained carers also provide testing
services in the surrounding villages such as Tsaba,
Xhameni, New Rest and Gqala. Before entering a
village, Zanoncedo Management will engage with
the headman or chairperson of the village to obtain
permission for the team to work in the community.

Because they have the approval of
the leadership in the village, they go
from door to door doing awareness,
providing information and offering HIV testing
services. The test kits and other equipment are
provided by the clinic along with the registers to
ensure data is properly captured. The test results
are recorded and submitted to the clinic where it is
captured on the system.
The fight against HIV, TB and STIs is a multifaceted strategy. While some are doing research
and others are designing strategic interventions,
it is these foot soldiers such as Philiswa and
Ntombina that ensure that strategies are being
implemented and that in the end 90% of people
living with HIV will know their status.
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Unyezi lighting the way
By Stellar Zulu, Provincial Manager

In the current climate of scarcity of
funding and as NACOSA’s programme
in
UMkhanyakude,
KwaZulu-Natal,
draws to a close, we talked to one of
our Orphans and Vulnerable Children
Community Systems Strengthening*
partners with a long history of
community work in Hlabisa to learn the
secret to their longevity. Unyezi, which
means ‘moonlight’, is lighting the way to
sustainability beyond the programme.
Unyezi Community Care Center, situated in
a deep rural area with major socio-economic
challenges, has been an implementing partner
for NACOSA since 2013. Project managers
Kwanele Khoza and Siphiwesihle Thabile
Hlabisa answered our questions about Unyezi’s
growth and development over this time.
Q: What do you see as the growth of Unyezi
over the last five years? What were you able
to accomplish for the community and the
organisation itself?
A: Due to the funding, Unyezi has been able
to operate in the whole Hlabisa reaching
local municipality wards. During the last five
financial years, Unyezi has achieved its primary
objectives such as poverty alleviation through
job creation for unemployed youth in a scale
of 98% woman and 2% man. For Unyezi that
is a big achievement because we believe that
addressing economic barriers automatically
contributes to combating the rate of HIV.
Capacity building for the organisation is
among the achievements, we have received
different types of trainings both technical and
operational including Child and Youth Care

Work accredited training for 18 months for eight
of our employees. We managed to assist needy
children (OVC) and their families with basic
services such as birth registration, access to
social grants and school material support.
The organization works tirelessly to ensure
our beneficiaries know their HIV status, are
linked for initiation of ART if tested positive and
adhere to the treatment to suppress viral load.
Forty per cent of our OVC beneficiaries were
trained and mentored on financial capabilities to
promote savings at an early stage and financial
independence.
Q: Which of these changes do you see the
organisation maintaining in the future even
when this funding comes to an end?
It is in our best interests to ensure that economic
strengthening through training of young people
and youth in financial independence and
savings continues with or without funding. We
are going to use the existing human and material
resources we have for its implementation. We
are going to keep all wards and areas of our
operations functional by conducting ongoing
school and family visits for HIV and ART
interventions and follow ups.
Looking at capacity investment towards our
employees, we wish to keep at least 75% if not
all as part of our sustainability plan.
Q: What are the very basic services that
Unyezi believes will have to be provided to
the community no matter what happens in
the funding space?
A: Birth registration and access to social
grants; HIV support groups; Financial literacy
and capabilities; HIV prevention education and
linkages including Sexual and Reproductive

Health, Voluntary Male Medical Circumcision,
Prevention of Mother-to-Child Transmission,
HIV Testing Services; School enrolment and
progression; and GBV screening and linkages.
Q: How has Unyezi been able to stay
functional over the years given the
unpredictable funding climate in this
sector? What are the pillars that ensure that
this organisation remains standing?
A: Unyezi ensures that it hires personnel that
are morally driven and have interest in their
hearts to serve the community with a little or
without material rewards.

Affiliation and good working
relations with stakeholders
contributed a lot in us being able
to stay functional by lobbying
resources.
Income generating activities and fundraising
events help us to remain standing.
Q: Unyezi has some staff that have been with
the organisation since it started – what is it
that keeps them loyal to the organisation for
so many years?
A: Calling and interest in serving the community
is the contributing factor for the retention of
staff. Most of our staff were victims of socioeconomic issues therefore it is in their heart to
ensure vulnerable children do not experience
or go through the route they have gone through.
*The five-year NACOSA OVC Community
Systems Strengthening Programme was
funded by USAID and PEPFAR and draws to a
close this year.
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FUNDING STILL A MAJOR CHALLENGE
FOR CIVIL SOCIETY
By Sophie Hobbs, Head: Communications

Lack of funding is still the most
pressing challenge faced by civil society
organisations in the NACOSA network, with
75% of network survey respondents citing
lack of funding, compared to 63% in the 2017
survey. However, organisations have put in
place a number of measures in response to
these challenges and are fully committed to
the networking spirit of collaboration and
sharing.
NACOSA is at heart a network, bringing together
civil society organisations working in the HIV,
AIDS, TB and related fields. Each year, NACOSA
surveys organizations within this network to
understand their challenges, needs and capacity
gaps. The information is used to improve the
network but also to share the issues that civil
society is facing with the broader community.

THE ORGANISATIONS
The majority of organisations listed Children &
Youth as their primary focus area (32%) with
the next highest focus area being Health (15%),
followed by People Living with HIV (10%). Other
focus areas were more evenly spread, with 43%
listing People Living with HIV, 43% Children
and Youth, 33% Education and Women & Girls
and 27% Tuberculosis. Primary focus areas
specified under ‘Other’ included: Substance abuse,
Vulnerable groups including people with disabilities,
Older people, Inmates, Community home based
care, Psychosocial services, Environment and
Sexual and reproductive health rights.
The vast majority of organisations described
themselves as Non Profit Organisations (70%)
with the next highest being Community based
organisations at 9% and Community groups at 7%.
Government department and mining sector were
specified under “Other”. Most respondents were
from the Free State (26%), followed by the Western
Cape at 25% and Northern Cape at 24%; 9% of
respondents were from Gauteng and KwaZulu-Natal.

CHALLENGES
Funding and resource issues are by far the
biggest challenge facing organisations in the
broader NACOSA network. This has increased
from last year with 75% of respondents citing
Lack of funding, compared to 63% in 2017. The
next most significant challenge was Limited
access to information (29%), followed by Lack
of programmatic or technical skills (29%). Poor
relationships with local government or public
services were also a challenge (24%), as was
Unreliable or inconsistent funding (20%) and
Staffing and human resource shortages (22%).
Other challenges described included 'slow filling
of vacancies' and 'Transport'.
In response to these challenges, 72% had policies
and standard operating procedures in place, 60%
had developed strategic partnerships with other
organisations, government or companies and

56% said they had a monitoring and evaluation
framework. Only 26% reported having reserve
funds to cover at least six months' operations.

NETWORKING
Unsurprisingly, the majority of organisations
(78%) said Networking with other organisations
was what they hoped to get out of being part
of the network, 76% said Access to funding
opportunities and 65% said Capacity building and
training opportunities. The reason chosen by least
respondents were Influence national planning at
41% and Publicity at 36%. This compares with
67% reporting access to funding opportunities in
2017, 90% Networking with other organisations
and 82% Learning and sharing best practice.

CONTRIBUTING TO NATIONAL AND
GLOBAL GOALS
When asked which of the Sustainable
Development
Goals
their
organisations
contributed to, respondents mostly listed Good
health and well-being (68%), Gender equality
(44%), No poverty and Quality education (both
37%) and 13% said they were not familiar with
the Sustainable Development Goals.
In terms of the goals of the National Strategic Plan
on HIV, TB and STIs 2017-2022, most organisations
said they contributed to Goal 1: Accelerating
prevention to reduce new infections (71%), Goal
2: Providing treatment, care and adherence
support (55%) and Goal 3: Reaching all key and
vulnerable populations (44%). Only 9% said they
were not familiar with the goals of the NSP.

IMPROVING THE NETWORK
Respondents provided a range of constructive
suggestions on how NACOSA could improve the

network. The most cited suggestion was more
communication with the larger network and other
common suggestions were better notice of events
and more opportunities for training and funding.
Many respondents said the network was currently
meeting their needs:
“I don't think there's anything that Nacosa need
to improve as they are communicating well with
community stakeholders as a result we are receiving
your newsletter almost every month and because of
that we have managed to see the call for proposals
which we have a big hope that our organisation will
get assistance as we have applied.”
Encouragingly, many organisations expressed a
clear commitment to the spirit of networking:

“By working closer with each other
in a collaborative way. Speaking with
one voice, ongoing feedback and
consultation is the order of the day.”

JOIN THE NETWORK
Not a member? Join our linking and
learning network of over 1,500 southern
African organisations. It is free and easy to
join online: www.nacosa.org.za/join

TRAINING && DEVELOPMENT
DEVELOPMENT
88 || TRAINING
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Disclosing HIV status
with children and adolescents
than the real thing. Hearing about HIV from
HIV Testing Services for children and
you rather than anyone else will help the
adolescents can throw up an array of issues
child accept the situation.
and concerns. What are the best practices
when it comes to disclosing HIV status 4. Explain the timing for disclosure:
to children and adolescents? NACOSA
●● Talking with your child about HIV is not going
to happen on just one occasion. You can take
consulted the National Department of
opportunities to tell them part of the story.
Health’s Standard Operating Procedure
(SOP) for Adherence Counselling for details.
●● It is good to follow the lead of the child.
It is important that disclosure follows a planned
process and to understand that there are levels
of disclosure over time – it doesn’t happen all at
once or it would overwhelm and confuse the child.
Disclosure for children and adolescents also,
critically, involves parents or caregivers – who are
the first step in the disclosure process.
Caregivers and all children from 3 years old
should start being prepared for partial disclosure.
The disclosure criteria are as follows:
●● Under 2 years old: non-disclosure
●● 3 – 9 years: partial disclosure

●● From 10 years: full disclosure
The SOP provides a useful step-by-step process for
partial disclosure for both caregivers and children:

Parents or Caregivers
1. Ask what the caregiver has told the child so
far about the reason to come to the clinic.
2. Explain partial disclosure as follows:

●● The disclosure process is like a journey
with many stops. At each stop, we will
explain a little more to the child. At the end
of the journey, when it is the right time for
the child, the child will understand HIV and
the medicine they are taking.

●● From 3 years old, partial disclosure is
recommended for the child to learn about
health, immunity, having a ‘sleeping’ germ and
medicines. HIV will not be named at this stage.
●● Later, when the child is ready, HIV status
will be disclosed to the child.

3. Explain the advantages of disclosure as follows:
●● Usually, children who know their status
take their medicine better because they
understand why they have to go to the
clinic and take medicines.

●● Children often know that something is
wrong. They may have fears that are worse

When children ask questions, find ways to
respond with adapted explanations for their
age without lying. It is recommended to do it
from 3 years old and tell them about their HIV
status when they are 10 years and above.

5. Assess barriers to disclosure:

●● How do you feel about giving information to
the child on their condition without naming
HIV?
●● What are your fears about disclosing the
child’s status one day?

6. Reassure about the benefits of disclosure
and propose to give explanations to the child
about their health without naming HIV.

Children and Adolescents
1. Ask the child:

●● What do you do when you come to the clinic?
●● Help the child to talk about clinical checkups, fetching medicines and having blood
tests done.

●● Explain that we all have blood that travels
all around inside the body. It circulates
through little tubes called the veins. Draw
the outline of a body and veins inside.

2. Soldiers inside the blood – the immune system
●● Explain that inside the blood we all have small
soldiers that protect us from becoming sick.
Draw little soldiers in the blood all around the
body. The soldiers fight against different types
of germs that try to enter the body and cause
diseases. Usually soldiers are strong enough
to fight germs that cause diseases.

3. A sleeping germ

●● Explain that sometimes a different type of
germ enters the body. It is stronger and
acts differently. The soldiers of the body
are not strong enough to fight against the
special germ. This germ cannot be killed by
medicine, but it can be put to sleep.

●● That is why we call it the ‘sleeping’ germ.
This germ is a very difficult germ as it kills
our soldiers and we will not have enough
soldiers to fight off other germs. Then we
get sick very easily.

4. When the sleeping germ multiplies, the soldiers
will not be enough to fight disease anymore.

●● Explain that the sleeping germs make more
and more sleeping germs inside the body. If
we do not fight the sleeping germ, the child will
get sick and will not feel like playing anymore.

5. Treatment to fight the sleeping germ

●● Explain that there is very good news. There
is a medicine that contains special warriors.
When the child takes this medicine, the
warriors enter the child’s blood and follows the
sleeping germs. These warriors are very, very
strong and they fight the sleeping germ and
keep it asleep. The sleeping germ cannot be
killed by medicine, but it can be put to sleep.

●● When the warriors fight and beat the sleeping
germ, it makes the soldiers in the blood happy.
They can then multiply and protect our body
against other germs that cause diseases.
●● Remind the child that in case they forget
to take medication, they should take it as
soon as they remember.

6. The importance of taking treatment every day
to keep the sleeping germs asleep
●● Explain that to make sure that the sleeping
germs stay asleep and keep us well, the
child must take their medicines called
‘Good Night Medicine’ every day around
the same time. They are called ‘good night
medicine’ because they keep the ‘sleeping’
germ asleep. It is very important to prevent
the sleeping germs from waking up again
because they could beat the body soldiers
and make the child sick.

7. Explain to the child that they have the sleeping
germ and reassure them that they do not need
to be afraid because the Good Night Medicine
are very good at keeping the germ asleep.

You can download the full Standard
Operating Procedures for Adherence
on our website: www.nacosa.org.za/
category/publications/guide/
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Giving hope to sex workers
By Mokgadi Malahlela, Senior Manager: CSS
The plight of sex workers has not received
sufficient attention in our country response to
HIV, tuberculosis (TB) and sexually transmitted
infections (STIs). These workers are a highly
marginalized group with high rates of HIV,
TB, and STI incidence and prevalence – as
high as 71.8% among female sex workers in
Johannesburg, one of the very highest rates in the
world. Sex workers face stigma, discrimination
and criminalisation at every turn, including in the
legal system and cannot easily or are scared to
access government and non-government health
and social services. Provision of prevention and
treatment interventions for sex workers is a key
goal for the country as a whole to address the
HIV epidemic.

adherence support, community TB screening
targeting sex workers and it represents civil
society organisations in the West Rand District
AIDS Council.

BUILDING COMMUNITY CAPACITY

COMMUNITY INTERVENTIONS

Over the past two years, Mothusimpilo has been
one of the NACOSA Community Systems
Strengthening mentored organisations and
received various trainings ranging from organisational development (governance, financial
management, M&E, etc.) to programme specific
trainings such as HTS, HIV Prevention and
Adherence training. As a result of the HTS,
prevention and adherence training received
through the capacity building programming,
Mothusimpilo was able to scale up their HTS for
sex workers through a mobile facility to 1,050 in
2017.

Community based interventions, particularly
outreach activities, are critical for reaching sex
workers in their working space which range
from bushes and streets to taverns and brothels.
However, reaching out to sex workers cannot be
done without having an inroad into the community.
Building relationships with sex workers is a
difficult task that needs people who understand
the context and challenges faced by sex workers.

A total of 263 sex workers were found to be HIV
positive and linked to care through the local
clinics in Carletonville, Merafong. The same
number of sex workers were also screened
for TB. Mothusimpilo provided sex workers
with information on treatment with adherence
support, group discussions on health, individual
and group counselling as well as sensitizing
them on human rights issues.

Mothusimpilo is a community-based organization
operating in West Rand District in the rural part
of Gauteng. This district is a high TB burden
area with densely populated migrant populations
(farm, mine and sex workers) as it is generally a
mining and farming community. Mothusimpilo’s
key interventions include HIV testing services,

Mothusimpilo has been working very closely
with SWEAT, a NACOSA partner on the Sex
Work Programme, and the local municipality on
local by-laws and country laws regarding sex
work, rape, abuse and other forms of violence
that affect sex workers.

“With the training support of the West Rand
HIV and AIDS Unit Management, we have
also successfully collaborated with other
organisations on community TB screening,
using the USAID/Department of Health TB
screening tools,” said Mothusimpilo’s Yodwa
Mzaidume as she explained how they link with
various partners in the district.

STRENGTHENING RESPONSES
“We remain committed in strengthening our
responses to sex workers in line with country
guidelines. However, amongst other challenges,
we are concerned about the sex workers’
limited access to PrEP due to the fact there is
no specific facility that caters for sex workers.
Transport has not been available to take the
sex workers to get it,” continues Yodwa.
Other challenges faced by sex workers
include harassment and low personal hygiene,
especially by the new entrants into sex work.
Through this programme, Mothusimpilo is
actively working with younger sex workers on
personal hygiene and the need to use hygienic
places.
This is an organization that, with more
resources, can achieve more in reaching out to
sex workers.
Find out more about the Sex Work and
Community Systems Strengthening
programmes: www.nacosa.org.za/
about/programmes
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I tested HIV+
?
t
a
h
w
w
o
N
Are they sure?

Well done for getting tested.

You might already have been given another
confirmatory test to check that the positive result
is the correct one. Your blood may be sent away
for testing at a laboratory.

Tell someone

It is very important for people living with HIV to
have the support of friends and family. So it is a
good idea tell the people close to you that you
have tested HIV positive.
This is called disclosure.

Get treatment

Antiretroviral Therapy, called ART, is the
combination of antiretroviral medicines (ARVs)
used to treat HIV and AIDS.
You will be referred immediately to a clinic for
treatment. In most cases, this will mean taking one
pill every day at the same time for the rest of your life.

Regular tests

ART stops HIV from multiplying in your blood and
so helps your immune system to work normally.

You may be given a CD4 count – a test to
measure how many CD4 cells you have in your
blood. A Viral Load test measures the amount of
HIV present in the blood. If a person living with HIV
has started to take ART every day, then their viral
load will reduce to a level that can’t be seen – this
shows that they have viral suppression.

Prevent the spread of HIV

As someone living with HIV, you may be worried about
passing HIV on to your partner or family members.
The best way to stop the spread of HIV is to:

●● Disclose your HIV status to your partner to
protect them
●● Always use a condom correctly every time
you have vaginal, anal, oral or dry sex
●● Take your ART every day to reduce your
viral load

Living positively

A healthy lifestyle and a positive attitude help people
living with HIV to lead long and healthy lives. There
are a number of ways you can maintain your health
and wellbeing:
●● Don’t smoke or drink too much alcohol
●● Stay away from illegal drugs
●● Get regular, gentle exercise
●● Get enough sleep

●● Eat regular, balanced meals with plenty of fresh
fruit and vegetables
●● Have a positive attitude

●● Join a support group for people living with HIV
●● Take your ART every day at the same time

Take control of your life and health and live
positively with HIV.
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I tested HIVNow what?
Watch the window

You will feel relieved that you have tested
negative. However, this does not necessarily
mean you are not infected with HIV. During the
early phase of infection – the window period –
there are not enough antibodies in the blood to
be picked up by a test.
You will therefore need to test regularly for HIV,
particularly if you are at high risk of becoming
infected.

Staying negative

People who have regular, unprotected sex with
more than one partner or who share needles
to inject drugs are at high risk of becoming
infected with HIV.
The best ways to stay HIV negative are:

●● Know your HIV status by getting tested
regularly
●● Don’t share needles

●● Always use a new condom correctly every
time you have vaginal, anal, oral or dry sex

PEP and PrEP

If you have been raped, you will be offered Post
Exposure Prophylaxis or PEP. PEP is a short
course of ARVs given to people who may have
been exposed to HIV to prevent them from
becoming HIV positive.

If you are at high risk of getting HIV, you may
be offered Pre-Exposure Prophylaxis or PrEP.
PrEP is a combination of two ARVs given to
people who are HIV negative to prevent them
from becoming HIV positive.
PEP and PrEP can help you stay HIV negative.

Reduce your risk

Certain types of behavior or life experiences
can put you at greater risk of getting HIV. By
avoiding these, you can protect yourself from
HIV:
●● Avoid drugs and drinking too much alcohol
●● Do not share needles if injecting drugs
●● Live healthily, exercise and eat well

●● Always use a condom when having sex
●● Don’t have ‘dry’ sex, always use lube
●● Get checked for sexually transmitted
infections

●● Seek counselling if you have been raped or
traumatized
●● Get help if you are experiencing violence
from your partner

National AIDS Helpline:
0800 012 322
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Sex worker rights
are human rights
By Leora Casey, Programme Specialist: Sex Work
Driving to work one day minding my own
business, I noticed sex workers being harassed
by community members in the neighbourhood I
happen to live in. Knowing the sex workers well,
I stopped to intervene. Little did I know I would
be putting myself and my family in the face of
hatred, harassment and discrimination.
What unravelled were scenes out of a suspense
movie – I was being tracked down by members
of the community; moral judgements, threats,
gossip and name calling affecting myself and my
family; continued discrimination and harassment
of sex workers in the area; and the use of social
media and public platforms to continue inciting
hatred. The day that altercation took place on
the road and I stood on the pavement between
angry male community members and the sex
workers, I came face to face with a deep down
hatred mixed with a cocktail of chauvinism and,
most worryingly, ignorance – something I had
never experienced before.
As someone who works with sex workers and
has for many years, I have heard testimonies
from sex workers and have a theoretical
understanding of the hatred and stigma and
discrimination that sex workers face – but that
day I felt it personally. My personal information
was shared on a community group, where
members of this group commented on how they
were going to find me and make my life difficult.
On a day when I knew my personal information
was doing the rounds amongst a group of people
that held such hatred and I had no idea what
they were capable of – I turned to the police.
The police refused to open a complaint for me.
I distinctly remember standing there having an
‘out of body’ experience as I was intimidated
and told that they could not guarantee my safety
nor would they lodge the complaint for me and

I realised that sex workers face this every day.
I, an empowered female with a Masters degree
was allowing this man and police officer to
intimidate me and make me feel powerless.
The group of people in the country meant to
protect all citizens were denying my right to be
protected and made me feel powerless, useless
and silenced.
This is a community that is striking at the weakest
members of society because they are aware that sex
workers have little means of protecting themselves.
This community holds the same ignorant and old
arguments used by people across the country to
harass and abuse sex workers, blaming them for
drugs and crime – claiming that the sex workers
bring social ills into the area. Instead of trying to
have a rational, adult and mature conversation with
sex workers around behaviour, they have resorted
to harassment, intimidation and assault.
They believe that sex workers do not have human
rights and can be treated as they see fit. They claim
that they also target the clients of sex workers, but the
farthest they have got with that is watching the clients
from their cars, hoping that will chase them away –
ignorant to the fact that they will simply return.
They also went through a stage
where they declared themselves the
‘saviours’ of the sex workers in the
area by trying to get them jobs and
being disgusted when the women did
not want to work as domestic workers
and make R2,000 a month. This
is what they consider immoral and
disgusting, but they forget the cost of
living and know nothing about the sex
workers’ financial responsibilities.
Many things in this situation have
shaken me and made me realise

what a cruel and unjust world we live in, but
the behaviour of women in this community
shocks me the most. Their ‘morally’ grounded
arguments are based on the roles they believe
women should play in society and sex workers
step out of this role. They have decided that
they have the right to judge another women for
what she chooses to do with her body, which
is really none of their business. IT IS NOT
coincidental that they do not harass or intimate
the male clients of sex workers. If I were to
hazard a guess, I’d say that this is because
the clients are men deemed more worthy of
respect or that they are scared of them, or
perhaps it is because they know that clients
of sex workers are more able to take them on
than sex workers; or maybe they simply think
that clients of sex workers are more equal
members of society than sex workers.
A group of people are still fighting to protect
the rights of sex workers in the area. For too
long, I allowed the community group to scare
me and make me worry about the safety and of
myself and family but I have taken that power
back. I am not scared but I am rather more
resolute in fighting for sex workers’ rights in
South Africa, seeing sex workers across the
country protected and empowered to claim
their rights.
As strange as it may sound – feeling intimidated,
powerless and discriminated against in the very
community I live in as created such a fire in me
to fight against ignorant, chauvinistic people.
I am also determined to never ever allow a
male or a police officer to ever make me feel
like that again and I will work on empowering
sex workers to assert their rights and need
for services. I am fortunate that my role in a
national Sex Work Programme allows me to
do this, and I will work at it with all my might.

HUMAN RIGHTS VIOLATIONS
When the state or individuals ignore,
abuse and disrespect somebody or
a group of people’s human rights.
Examples of this could be sexual
assault, harassment of a sex worker by a
community member or refused services
at a police station or health care facility.
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Cheap and Cheerful

With the VAT increase pinching pockets and winter on its way, it’s easy to let health and fitness slip a little.
So here are some cheap and cheerful ways to stay healthy:

Find a Parkrun in your
area. A weekly 5km
run or walk with your
community.
Benefits: fitness, weight
loss, mental health,
sense of community

Cut out sugar in your
coffee and tea.
Benefits: dental health,
health, weight loss

Walk with the President.
Join President
Ramaphosa on one of
his 5km morning walks.
Benefits: fitness, sense
of community

Buy a box of veg and
make some hearty
soups.
Benefits: health, weight
loss

Take a walk on the wild
side. Get out into your
local park, beach or
mountain.
Benefits: health, weight
loss, mental health

YOUR SHOUT

“The Board of Trustees,
management and staff of
Lifeline Durban express our
sincere gratitude to NACOSA
for their continued support and
collaboration in our programmes
fighting HIV/AIDS and TB.”

– Pravisha Dhanapalan, Lifeline Durban

We want to hear
from you!

– Yodwa Mzaidume, Mothusimpilo

“There are not enough
words to describe our
deepest gratitude for
the capacity building we have
received from NACOSA since
2017. All the trainings were
of high quality addressing
the issues we struggled with
as a young organisation,
such as NPO Governance,
Fundraising & Marketing,
Performance management,
NPO Sustainability etc.”
– Elize Hendricks, Usapho

Nacosa.org.za
FOLLOW US

– Suefran Odendaal, Oasis Community
Projects

“We will forever
acknowledge the individual
and group empowerment
received from the NACOSA
programme. YOU MADE US
CHAMPIONS IN OUR WORK!!!!”

@NACOSANet
Facebook.com/NACOSANet
Linkedin.com/company/nacosa
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“Thank you NACOSA
CSS for investing in our
organisation, we have grown
so much that we are approached
by other organisations with regard
to guidance and implementations.
We already have strong
relationships with a few other
NGOs where we already are
assisting them with some of their
challenges.”
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