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Funding, systems and 
plans are essential to 
achieving the end of 
AIDS by 2030 but it is 
people living with and 
affected by HIV and AIDS 
who are influencing the 
thrust and direction of 
the AIDS response.
The United Nation’s new 
Sustainable Development Goals 
(SDGs) have set the ambitious 
target of ending AIDS by 
2030. The SDGs replace the 
Millennium Development Goals (MDGs) and are the 
result of public consultation and engagement with 
civil society and other stakeholders, paying particular 
attention to “the voices of the poorest and most 
vulnerable”. On what they call ‘this great collective 
journey’, SDG signatories have pledged that no one 
will be left behind. 

UNAIDS’s 90-90-90 treatment strategy also 
acknowledges the importance of people power 
in the attainment of its ultimate goal to end 
AIDS: “the only way to achieve this is through 
approaches grounded in principles of human 
rights, mutual respect and inclusion.”

ACTIVISM 
The greater involvement of people living with 
HIV and AIDS (GIPA) principle – the idea that 
personal experiences should shape the AIDS 
response – was first voiced by people living with 
HIV in Denver in 1983 and resulted in the Denver 
Principles. These are considered the first act of self-
determination by people living with HIV and led to 
the Paris Declaration in 1994 where 42 countries 
agreed to “support a greater involvement of people 
living with HIV at all levels.” A commitment to the 
GIPA principle now forms part of international 
declarations on human rights and is highlighted in 
many guidelines, including as a guiding principle in 
our own National Strategic Plan.

In South Africa, the Treatment Action Campaign 
(TAC) and other activist organisations achieved 
the unthinkable by forcing government to provide  
antiretrovirals (ARVs) to pregnant women and 

pressuring pharmaceutical companies to allow 
the import of cheaper, generic drugs. So activism 
and people power has been a successful part of 
the AIDS response since the early days – how is 
it working today?

“[We must] strengthen the capacity 
and coordination of networks of 
people living with HIV/AIDS and 

community-based organisations.”   
The Paris Declaration (1994)

GLOBAL CITIZENS
An organisation called Global Citizen (globalcitizen.
org) is helping the United Nations to publicise the 
SDGs. Their call is to ordinary citizens to become 
activists in the achievement of the SDGs: “we are not 
a generation of bystanders, we are global citizens”, 
says the website. The rapid growth of social media has 
provided the tools for activist movements around the 
world to have their voices heard and change things. 
From the Arab Spring in North Africa, to Occupy Wall 
Street and the #BlackLivesMatter movement in the 
United States, to our own #FeesMustFall student 
movement shaking things up, we are witnessing the 
growth of a new generation of people power activism.

NETWORKED PEOPLE 
It is not enough to champion ‘people power’ and play 
lip-service to activism and the greater involvement 
of people living with HIV. To be effective, activists 
need supportive structures and networks.

In South Africa, HIV and AIDS is an issue that cuts 
across health and socio-economic development, 

affecting all parts of society. 
We must therefore also in-
clude communities and groups 
affected by HIV, as well as 
people living with HIV and AIDS, 
in our approach.

NACOSA played a central role 
in the development of the first 
National Plan for HIV in 1991 
and has convened a number 
of Masibambisane (‘we come 
together’) summits for affected 
people and communities. Work-
ing to strengthen community 

systems, support networks and build the capacity of 
organisations and community groups, NACOSA 
has played its part in overcoming some of the 
barriers to the greater involvement of people  
living with HIV.
On a global scale, there are a number of networks 
that strengthen activism. With offices in both 
Amsterdam and Cape Town, the Global Network of 
People Living with HIV (gnpplus.net) advocates 
for equitable access to treatment, care and 
support services for people living with HIV around 
the world. The International HIV/AIDS Alliance 
(aidsalliance.org) – for which NACOSA is a 
linking organisation – works to mobilise people, 
“inspiring leadership and allowing all voices to play 
significant roles in the response to HIV.”

FORWARD TO THE FUTURE 
The Greater Involvement of People Living with 
HIV and AIDS (GIPA) principle is a commitment 
to work in a participatory way with people living 
with HIV in all aspects of the HIV response – from 
policy formulation to treatment roll-out and public 
campaigns. It is a rights-based approach which is 
widely recognised as good practice in programming 
and policy. Because the burden and stigma of HIV 
tends to disproportionately affect them; women, 
young people and marginalised populations are a 
central component of the GIPA principle. 

It is these voices which must be heard in the AIDS 
response as we move towards the collective 
target to end AIDS by 2030.
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Caring for children
CHILDREN’S SECTOR UPDATE

I recently celebrated 10 years as Executive 
Director of NACOSA and was pleasantly surprised 
by the effort staff and our board made to celebrate 
this with me. Dr Saadiq Kariem, our chairperson 
noted how much we have grown in the last 
decade. When I joined NACOSA in 2005, it had a 
handful of staff, limited funding and operated only 
in the Western Cape. The scope and coverage of 
NACOSA’s work has grown exponentially, we are 
now a national organisation with our head office 
in Cape Town and 4 provincial offices.
We simply could not have achieved this without 
our people – staff, partners, funders, network 
member organisations – all working together 
towards a common goal. What struck me on this 
tenth anniversary was how many of the people 
who were present at the very beginning, are still 
involved. They know the organisation so well 
and really live our values – they have been a 
tremendous support system.
I am particularly grateful for the support and 
leadership of the Programme Director, Marieta de 
Vos who recently gained her MPhil in HIV and AIDS 
Management (cum laude) with a thesis on the 
history of NACOSA as a network. Marieta, along 
with other Senior Programme managers, was 
also instrumental in pulling together NACOSA’s 

part of the concept note for the next round of the 
Global Fund grant. Our role within the next grant 
will see an increased focus on young women and 
girls, while we continue our successful community 
systems strengthening, sex worker and gender 
based violence programmes.
NACOSA is also pleased to announce that our 
Orphans and Vulnerable Children Community 
Systems Strengthening programme, funded 
by USAID and PEPFAR will be implementing 
DREAMS in KwaZulu-Natal. DREAMS reflects 
PEPFAR’s vision of helping girls develop into 
Determined, Resilient, Empowered, AIDS-Free, 
Mentored and Safe women. It aims to prevent new 
HIV infections through a combination prevention 
approach targeting adolescent girls and young 
women, their families, their male sex partners and 
the broader community.
In another milestone, NACOSA will be opening 
an office in Gauteng by the end of the year. 
Our Central Region manager, Hulene Hadje, 
will head up this office which will also enable us 
to offer training facilities in Gauteng. Mokgadi 
Malahlela has been promoted to Senior National 
Programme Manager, coordinating NACOSA’s 
Community Systems Strengthening, Networking 
and Advocacy work.

As a network, NACOSA has shown substantial 
growth and this year we have gone past the 
1,500 mark. I would like to welcome all the new 
members to our network as well as thank existing 
members for their support and engagement over 
the years. We really are stronger, when we stand 
and work together.

Our people do us proud

Picture by: Sipho M
pongo
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One of the songs that care workers sing has the 
phrase, “Be bright in the corner where you are!” 
and the many care workers in the NACOSA 
programme definitely bring this shine and warmth 
to the children and families that they work with. A 
World Health Organisation review of the importance 
of caregivers in the development of children 
found that “a strong and supportive caregiving 
relationship supports the development of a child 
who is physically, intellectually and socially healthy, 
and more resilient to the damaging effects of 
poverty and violence” (WHO 2004). This is widely 
supported by research and is the reason why one of 
the strategies of our USAID and PEPFAR-funded 
Orphans and Vulnerable Children Community 
Systems Strengthening (OVC CSS) programme 
is to build the capacity of parents, home-based 
carers, child and youth care workers, community 
care workers and community leaders.

CHILD AND YOUTH CARE WORK
NACOSA’s programme includes capacity 
building, mentoring and training for 26 sub-
recipient organisations and their staff as well as 
specific training for community care workers, 
child care forum members and an accredited full 
qualification in Child and Youth Care Work. This 
entry-level qualification is for those who want to 
make a career in the child and youth care field 

and includes an introduction to therapeutic work 
with children, assessment and programming, 
caring skills, HIV and the child and youth care 
worker as a professional person.

The qualification can be undertaken over 18 
months of formal training or as a blended model 
and enhances effective service delivery for 
children and youth in communities. The first 
cohort of Child and Youth Care Workers have just 
come to the end of their 18 month training at the 
NACOSA Training Institute and will continue in 
their roles in communities across the country as 
qualified Child and Youth Care Workers.

COMMUNICATION
A number of barriers prevent effective 
communication around sex and sexuality between 
parents or primary caregivers and adolescent girls 

and young women.  
As part of the DREAMS 
initiative, NACOSA will 
be supporting the rollout 
of “Project Teens and 
Adults Learning to Communicate” (Project TALC), 
an evidence-based intervention focusing on 
caregivers and their adolescent children in 
KwaZulu-Natal.

The programme is designed to improve behavioural, 
social, and mental health outcomes among parents 
living with AIDS and their adolescent children. The 
training includes 19 sessions over 19 weeks with 
the first five sessions with parents or caregivers 
only. These sessions address issues of building 
a healthy family, emotional reactions to AIDS and 
coping with stigma. The remaining 14 sessions 
are delivered to both parents/caregivers and 
adolescents. These sessions address issues such 
as making custody plans, expressing love and 
affection, and maintaining positive family routines 
with a very ill parent/s. All sessions include goal-
setting and problem-solving skills and activities. 

What is certain is that caring for children – 
whether as parents, caregivers or care workers 
– is one of the most important tasks in our society. 
Carers need to be empowered with the skills and 
confidence to help children ‘be bright’.

Rachel Pretorius, M&E Officer - Western Cape
Pearl Sikhakhane, M&E Officer - KwaZulu-Natal
Clever Mubuyayi, Project Manager - Eastern Cape
Nomthandazo Mbandazayo, Coordinator: Women’s Sector 

Angie Emmett, Temporary Gender Based Violence Administrator
Bulelwa Ngoma, Prevention Specialist
Simone Barron, Training Institute Intern
Sanelize Perdomo, Grants Officer Western Cape

WELCOME
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RISKY BEHAVIOUR 
Students, in general, are at a higher risk of HIV 
transmission considering they are at a phase 
of forming interpersonal relationships and 
experimenting with their identity and sexuality. 
A NACOSA study with the Higher Education 
HIV/AIDS Programme (HEIAIDS) across 14 
higher education institutions found that risky 
sexual behaviour is increasing the risk of HIV 
transmission, particularly among men who have 
sex with men.

Based on its findings, the study calls for more 
programmes at education institutions and greater 
involvement of male students who have sex with 
men in such programmes, to help reduce the risks.

‘STOP BEING GAY’
Qamani Vonya, a 23 year old law student at the 
University of the Western Cape, says he was 
attracted to men from the age of 11. Growing 
up as a gay teenage boy in a community which 
discriminated against homosexuals wasn’t easy for 
Qamani. 

“Many times I have been told by my 
maternal aunt to ‘stop being gay’  

and not befriend the people I call my 
friends and there are times where my 
father would be angry if I did feminine 
duties in the house rather than being 
tough and playing soccer with other 

boys in my neighbourhood.”
Qamani lost a number of friends over the years 
because of his sexuality but says he found it 
easier to be himself at university. Even though he 

describes campus as being a lot safer, he says 
he still experiences stigma and discrimination.

“University has been such a challenge because 
many people say they do not understand 
homosexuality and I have also had encounters 
with my friends who would have opinions about 
my sexuality which are mainly stereotypes. 
Many of the female friends I have are accepting 
but usually it is their male friends that are not 
comfortable, and I feel some hostility in their 
presence,” says Qamani.

The University of the Western Cape has a 
programme for men who have sex with men 
(MSM), as well as people who are lesbian, gay, 
bisexual, transgender or intersex (LGBTI) and 
is improving the lives of many students facing 
stigma like Qamani.

Qamani admits that he had limited health 
information and took part in sexual activities not 
knowing the dangers. The programme is helping 
to change things, particularly through discussion 
groups for people who are LGBTI. It also helps 
students to become involved in events on and 
off campus that advocate for a free and equal 
society and are open for anyone to join.

“It has enlightened me tremendously as I feel like I 
am more aware of my sexuality and other issues,” 
says Qamani.

EQUITY AND PRIDE
The University of the Western Cape (UWC) 
also offers support for women and LGBTI 
people through its Gender Equity Unit, which 
was set up after it was found that the institution 
was lacking in their policy response to gender 

disparities and inequality on campus. The unit 
furthers the struggle for the empowerment of 
women and has also become a safe space 
for students and staff who are marginalised 
because of gender identity, sexuality, sexual 
orientation, sexual expression and behaviour. 
Many students access this space and services 
which include mentoring and crisis intervention. 
The unit hosts the two LGBTI student societies, 
Loud Enough and Gayla. 

Naythan Kayser, project coordinator at UWC, 
says: “The programme is trying to create a safe 
and enabling environment for LGBTI students 
at UWC. We have done this by implementing 
sensitisation workshops for support staff, creating 
safe spaces on campus and constantly generating 
open dialogue for LGBTI voices to be heard.” 

“We take pride in having annual events that 
focus only on LGBTI awareness on campus. By 
doing this, we are reassuring LGBTI students 
that they truly do matter and that we strive 
towards inclusivity at our university.”

These programmes provide vital support for 
students like Qamani, who would still be in the 
dark and taking part in risky sexual behaviour.

CAMPUS RISKS FOR SEXUAL MINORITIES
Young people are at a higher risk of contracting HIV – more than half of those newly infected with HIV today 
are aged between 15 and 24 (UNAIDS). And young men who have sex with men are at an even higher risk of 
transmission, as the risk of contracting HIV from unprotected anal sex is especially high.

A longer version of this story was first 
published on the Key Correspondents 
website – keycorrespondents.org.  
Amanda is a member of the Key 
Correspondents network which focuses 
on marginalised groups affected by HIV, to 
report the health and human rights stories 
that matter to them. The network is supported 
by the International HIV/AIDS Alliance.

http://www.keycorrespondents.org
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 SAVING FOR SAFETY  By Makhosi Zondi, Ezisakwini Development Initiative
KWAZULU-NATAL

In recent years, prevention has moved to the top 
of the global HIV and AIDS agenda. Michel Sidibé, 
Executive Director of UNAIDS, recently reiterated 
the need for sustained investment in prevention: 

“We must not forget: for every two 
people who start antiretroviral 

treatment, five are newly infected with 
HIV. To break this vicious cycle, there 
is only one solution – to stop new HIV 
infections. Prevention must become 

our watchword, the banner we raise in 
this critical stage of the response.”

The challenge of HIV prevention cannot be 
shouldered by health services alone. Supporting 
people requires a broad response from the whole 
of South African society – governmental and non-
governmental organisations, the private sector, 
media, religious institutions and ordinary citizens. 

Vivienne Mciteka from Umtha Welanga in 
Khayelitsha is such an ordinary citizen that chose 
to make and be the difference. She tells the story 
of how her sister’s child got sick in 2007 and how at 
first when she got sick, she had told her family that 
it was tuberculosis. She was hospitalised soon after 
and chose to disclose her HIV status to Vivienne. 
But she was still too scared to disclose her status to 
the rest of her family and friends due to the stigma 
and discrimination surrounding HIV/AIDS. Through 
the support and guidance of Vivienne she was able 
to later disclose her status to friends, family and 
even community members. She told Vivienne that 
she felt good about being able to tell people her 
story and also for people in their community to start 
accepting her.

Sadly she passed away but left Vivienne with the very 
powerful message that what Vivienne did for her in 
supporting her, educating her family and friends about 
HIV and opening the platform for openly discussing 
HIV in her immediate family and community, she 

should be doing for others as well. Vivienne honoured 
this request and used her funeral as an HIV and 
AIDS awareness event, speaking openly about 
HIV prevention, the importance of HIV testing and 
counselling as well as treatment. After the funeral 
Vivienne was inundated with requests for support. 
Although she was working full time, in her spare time 
she started visiting community members that needed 
her, held meetings and support groups at her home 
and educated communities and individuals about HIV. 

The need for HIV-related services in her community 
grew so big that in 2011 Vivienne registered a non 
profit organisation, Umtha Welanga. Today Umtha 
Welanga supports more than 560 orphans and 
vulnerable children, does regular HIV counselling 
and testing events, mainly for youth, and renders 
HIV prevention and sexual reproductive health 
services to communities in Khayelitsha. 

Through the actions of two ordinary (or rather extra- 
ordinary) citizens, a whole community has benefitted.

Ezisakwini Development Initiative (EDI) is a 
NACOSA sub-recipient in Mtubatuba and an 
implementing partner in the ASPIRES Project – a 
USAID and PEPFAR-funded initiative to support 
gender-sensitive programming, research and 
learning to improve the economic security of highly 
vulnerable individuals, families and children. 

Our Success
In October 2014, EDI started a dialogue with 
young people on HIV, STIs and unplanned 
pregnancies. The discussions were around the 
possible causes, impacts and solutions. Both 
girls and boys reported that girls often engage in 
sexual activities in exchange for things they need, 
which their families could not afford. Income 
generating activities were proposed as a possible 
solution to enable girls and young women to 
establish economic freedom and be financially 
independent.

In July 2015, EDI started implementing a Financial 
Capabilities Programme with NACOSA as part of 
ASPIRES. Three groups of children from Khula, 
Nkundusi and Ogengele areas were taken through 
a 16-session programme to build their financial 
capabilities and teach them about the value of saving. 
Groups were made up of young people between 13 
and 17, with a 60% girls – 40% boys split.

Through the programme, 79 children started 
the Impumelelo Yethu (“Our Success”) Savings 
Group. Each group from participating areas 
elected a governance committee of three 
members (Chairperson, Secretary and Treasurer) 
and these make up a joint committee from which 
the executive committee was elected. 

The Mother Book
Each member keeps a book in which savings 
goals are written and deposits are tracked. 

Goals vary from short to long-term and others 
are “saving for emergencies”. Each group has a 
“mother book” which is a summary of all the group 
books. The three mother books are summarized 
in a “grandmother book” kept safe at EDI. Income 
is generated by household chores and providing 
a catering service for work within EDI. Savings 
of R1 per day from each member are deposited 
weekly. Members have used some of their income 
and savings to meet practical needs such as 
school stationery or sanitary pads.

The young people continue to grow in their 
understanding of finances as well as in their 
ability to generate income for themselves. We do 
this work trusting that one day, when they leave 
school, these children will proudly withdraw their 
own generated funds to pay for their tertiary 
application fees or to start a small business to 
sustain themselves. 

Members of the Executive Committee of the Impumelelo 
Yethu Savings Group 

CITIZENS CHANGING THE WORLD 
By Cezzanne Hoffman, Project Manager, Western Cape

WESTERN CAPE



 SAVING FOR SAFETY  By Makhosi Zondi, Ezisakwini Development Initiative

NACOSA INFORMER PROVINCIAL PERSPECTIVES | 5

The longer we are engaged in the fight against HIV, AIDS and TB the 
more I understand the importance of people power. It is people power 
that drives systems and structures that ensure effective implementation of 
work plans and performance frameworks. It is empowered people inspiring 
and empowering other people who are ultimately responsible for effective 
change in communities.

Making A Difference
In the rural area of Misty Mount in the OR Tambo District of the Eastern Cape, 
Mandisa Ntusi and her team are proving the point. They have taken up the 
challenge to provide services to an impoverished community burdened by 
HIV, TB and orphaned and vulnerable children. The lack of resources and 
facilities which would have been an excuse to others, have motivated them 
to do something about their circumstances and to make a difference. 

They had to prove themselves able to not only deliver on targets, but to 
report on intricate Excel spreadsheets to their funders; to devise, record 
and store the necessary supporting documentation and improve on their 
governance systems. Whatever new requirements were set by funders, 
they proved themselves willing to up their commitment and learn and grow. 

In the small rural town of Elliot in the Eastern Cape, Mamorake Sauli and 
Nomabali Balibese display a dogged determination to make the NACOSA 
Orphans and Vulnerable Children Community Systems Strengthening 
programme, funded by USAID and PEPFAR, work for their community. They 
have attended NACOSA’s accredited Child and Youth Care Worker training 
along with numerous other trainings. I sometimes wonder how these women 
keep it all up!

Service Excellence
In Whittlesea near Queenstown the OVC organisation, Sinako, has recently 
expanded their programme for Orphans and Vulnerable Children to other 
townships beyond their normal reach. At the heart of this vibrant organisation 
is Mrs Notembe Makunga who, after retiring as a director in the Department 
of Health, started Sinako. She knows how to surround herself with capable 
people with the skills to ensure that the people power in the organisation 
is enhanced. Together they form a team that sets the bar when it comes to 
programme delivery and service excellence.  

In Paterson, a little town in the Sundays River Valley, David Banesi and his 
team are working to improve the quality of life for orphans and vulnerable 
children. In the townships of Port Elizabeth Michael Matanzima, manager of 
Sophakama Care and Support Organisation, along with his team of carers 
and administrative staff, have become valuable partners for the Department of 
Health in delivering quality services to the inhabitants of Joe Slovo Township.

Driving along the N2 to Durban, you will pass through the town of Qumbu. You 
may catch a glimpse of Siyakhanyisa HIV/AIDS Support Group. Initiated by 

Dr Makaziwe Mgobozi, this fledgling organisation has grown from a support 
group for HIV infected people into a dynamic service provider, acknowledged 
by the Department of Health as a non-medical HCT site as well as a provider 
of community home based care and OVC programmes. While ‘Doc’ Mgobozi 
provides the strategic direction and guidance, it is Thenjiwe Ntintili who is 
the driving force, ensuring that donor demands are met and programmes 
implemented effectively.

And so the story continues, proof that it is not systems and structures, templates 
and tools but people that drive the fight against HIV, AIDS, TB and poverty.

During the Provincial Sub Recipient (PSR) 
meetings in the Free State, sub recipient 
organisations on the NACOSA Orphans and 
Vulnerable Children Community Systems 
Strengthening programme, funded by USAID 
and PEPFAR, are encouraged to share 
their successes. They are provided with a 
presentation slot to showcase what is working 
well in the programme and how they have 
achieved their success. This has been a positive 
and influential platform for learning as what has 
been learnt gets carried through and is practiced 
by the rest of the organisations when they get 
back in their communities. 

There have been struggles in maintaining the 
number of participants during the care giver’s 
support group throughout the eight sessions that 
constitutes a successful Circles of Support group. 
Some groups would start with 20 participants 

in session one, the number would decrease 
gradually during the sessions sometimes to 
five for the last. This was demotivating for the 
care workers and they needed to put systems in 
place to maintain the numbers.

One organization devised a strategy called the 
Buddy System to address this challenge. It has 
been such a highlight for the Free State, reflected 
clearly in the numbers in the latest quarterly 
report. The Buddy System encourages group 
members to become buddies from the very first 
session. Buddies connect after the sessions to 
assist and support each other with whatever 
problems and challenges one are experiencing.

This strategy is working very well for the Free 
State sub recipients and they have been very 
open to sharing their success with support 
groups.

PEOPLE POWER IN ACTION
By Sydney Davis, Provincial Manager

EASTERN CAPE

 BIG UPS FOR THE BUDDY SYSTEM  By Mamosito Tsela, Programme Officer: Northern Cape
CENTRAL REGION

People support each other at Dr ML Maile Development 
Centre in Bothaville, Free State
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Community-based adherence support 
organisation, Kgatalopele Social 
Development Forum, has successfully 
forged relationships with all community 
stakeholders to ensure a comprehensive, 
effective health service for the community 
of Danielskuil in the Northern Cape. 

Kgatalopele Social Development Forum 
(KSDF) delivers community-based adherence 
support services as part of NACOSA’s Global 
Fund programme. Registered as a non 
profit organisation in 2007, KSDF has made 
enormous progress in the tiny Northern Cape 
town of Danielskuil, 150 kilometres north-west 
of Kimberley.

The town’s population of 18,000 rely on the 
local lime and diamond mining industry for work 
and the health facility supports around 350 
patients living with HIV. In total, the Global Fund 
community-based adherence support (CBAS) 
programme reaches 123,400 people living with 
HIV quarterly through 29 organisations like 
KSDF, in four provinces.  

In the beginning, KSDF would respond to home 
based care referrals from the community and the 
organisation had no relationship with the local 
health facility. This posed a significant challenge 
because it negatively impacted on their patients’ 
quality of care. So KSDF started to actively 
engage with the management of the health 
facility. Despite initial resistance, KSDF has gone 
on to forge a mutually beneficial relationship with 
the health facility which is impacting positively on 
client care. 

VALUE OF THE SECTOR
In 2010, a new programme funded by the 
European Union was introduced by the 
provincial Department of Health which 
recognised the value of the NGO sector 
in strengthening the health system. This 
recognition has helped KSDF to achieve 
significant improvements in the health 
infrastructure and systems in Danielskuil.

KSDF lobbied local business and the MEC for 
Health to support upgrades to the reception 

area of the health facility, improving the comfort 
and confidentiality of clients seeking services 
by expanding the physical space of the waiting 
area, providing seating and offering a shelter 
outside the clinic for clients waiting for transport 
to hospital. 

Through their positive engagement with local 
business, KSDF were also able to secure their 
support to procure a mobile health unit. KSDF 
then lobbied the provincial Department of Health 
who came to the table with staff and equipment 
for the unit. These efforts by KSDF have meant 
that clients living in a town 25 kilometres away 
– without a public health facility – are able to 
access health services in their community. 

STRENGTHENING SYSTEMS
The good working relationships between KSDF, 
local business and government has created a 
true partnership for health which, in turn, has 
created more effective referral systems. KSDF 
participates in quarterly district health meetings 
where the performance of the health facility is 
discussed, case conferences are convened 
and strategies are developed, agreed to and 

actioned. KSDF support within the poorly-
staffed health facility relieves the pressure 
on the system and Danielskuil is able to offer 
decentralised health care in the community 
so that there are less chronic stable clients 
attending the health facility. 

TRUST AND CONFIDENCE
But perhaps the greatest benefit of this 
approach is that the people of Danileskuil and 
surrounds receive a comprehensive service 
that goes beyond their physical care, as well as 
reduced travel costs and waiting times. People 
trust and have confidence in KSDF.

Organisations are often focused on programme 
implementation and the needs of the patients – 
as they should – but improving the relationships 
between community stakeholders can have a 
profound impact on the health and wellbeing of 
members of the community. 

Article adapted from a poster presented by 
KSDF at the Hospice Palliative Care Association 
Conference 2015 in Durban.

GOOD RELATIONSHIPS IMPROVE CARE
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South African civil society put its best foot 
forward when it hosted a visit by Global Fund 
Ambassador Diane Kruger in the Western 
Cape in July. On a journey to understand one 
of our generation’s greatest challenges and 
opportunities – ending the AIDS epidemic – 
the actress visited NACOSA and three 
Global Fund sub-recipient organisations 
Thembacare Grabouw, Yabonga and Rape 
Crisis.

Despite the great progress made against HIV, 
tuberculosis and malaria, adolescent girls and 
women continue to be disproportionately affected 
by these diseases, especially HIV. Gender 
inequalities and discrimination against women 
fuel infections, and increase women’s and girls’ 
health risks.

Young Women And Girls
“Ending the AIDS epidemic for good will only be 
possible if we first end the disproportionate impact 
of HIV on young women and girls,” said Diane, 
an actress best known for her role opposite Brad 
Pitt in Tarantino’s 2009 film Inglourious Basterds. 
“This sobering reality is crystal clear in sub-
Saharan Africa, where young women and girls 
are twice as likely to get HIV as their male peers.”

HIV is the leading cause of death for girls aged 
15-19 in eastern and southern Africa and in South 
Africa, one quarter of all new HIV infections are 
among young women aged 15–24.

Visiting ThembaCare Grabouw, a hospice facility 
which also offers HIV counselling and testing, 
Diane learned of the tremendous progress 
being made in the fight against HIV and TB and 
the specific challenges faced by women and 
adolescent girls. She was even treated to a special 
TB prevention song created by the ThembaCare 
home based carers!

Empowerment 
At Yabonga in Khayelitsha, Diane participated in 
after-school activities with the children. Yabonga 
offers support to children and young people who 
have been affected by HIV. “We must recognize 
the intrinsic connection between education, 
empowerment, opportunity and health,” said 
Diane. “A girl who completes secondary school is 
less likely to get married early, get pregnant early, 
or to be infected with HIV.”

Diane also spent a highly informative morning with 
Rape Crisis first responders at the Karl Bremer 
Thuthuzela Care Centre, learning about the 
challenges and progress being made supporting 
rape survivors in the immediate aftermath of sexual 
assault. And how proper care and services like 
post-exposure prophylaxis are helping to prevent 
survivors from becoming infected with HIV.

“This is the beginning of a new journey for me 
to understand the role I can play in one of the 
greatest challenges and opportunities of our 
generation: ending the AIDS epidemic.”

The visit was part of The Global Fund’s 
#ENDITFORGOOD campaign. We face a clear 
choice today: we can accelerate our work toward 
the goal of ending HIV and TB, or we can risk 
a resurgence and undermine the last decade of 
investments in global health.

Let’s end it. For good.

“This experience filled me with hope because 
of the people I met in South Africa who wake 

up every day and choose not to accept the 
world they inherited. They work hard for a 

world where opportunity and equality spread 
faster than any disease.” 

- Diane Kruger

 
FIND OUT MORE
The Global Fund - theglobalfund.org 
Thembacare Grabouw - hope.org.za 
Yabonga - yabonga.com  
Rape Crisis Cape Town Trust - rapecrisis.org.za

Best foot forward

http://www.theglobalfund.org
http://www.hope.org.za
http://www.yabonga.com
http://www.rapecrisis.org.za
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Taking the medication used to treat HIV and 
AIDS correctly helps people with HIV live longer, 
healthier lives and reduces the risk of transmitting 
the virus to others. The NACOSA Training Institute 
has developed an accredited skills programme 
which explains HIV and the progression of the 
disease and provides an understanding of 
human behaviour and motivation to provide 
effective adherence support for those living with 
HIV, AIDS and tuberculosis (TB).

The standard treatment for HIV and AIDS is 
a combination of drugs (called highly active 
antiretroviral therapy or HAART) that suppress 
HIV replication. When people who are HIV 
positive begin antiretroviral treatment (ART), their 
viral load (the amount of the virus in their system) 
decreases which makes them feel better and 
reduces the risk that they will pass the virus on to 
others. But this only works if ART is taken exactly 
as prescribed and people living with HIV need to 
be supported so that they can do this. Adherence 
support is therefore a critical component of the 
AIDS response.

In South Africa, there are major gaps in the HIV 
continuum of care, between people testing for 
HIV, being linked to care, initiating highly active 
antiretroviral therapy (HAART) and remaining 
adherent to the drugs and in care.  

Drug adherence refers to the whole process 
from starting ART to taking the medicine daily 
for life. The dangers of not adhering to treatment 
include treatment failure, a rise in viral load and 
the development of drug-resistant HIV strains. 

The importance of treatment – and adherence 
to treatment – was recently recognised by the 
World Health Organisation which issued an early-
release guideline in September recommending 
that antiretroviral therapy (ART) should be initiated 
in everyone living with HIV at any CD4 cell count. 

In recognition of the increasing importance of 
adherence support – particularly if South Africans 
living with HIV will be initiated onto treatment 
sooner following this advice – NACOSA has 
developed a five-day accredited adherence 
training with a focus on offering on-going 
adherence support to those who need to initiate 
antiretroviral treatment and continue being 
adherent to this life-long medication.

CONTINUUM OF CARE
This course is designed to help communities 
understand the HIV continuum of care, what 
adherence is and its importance, human 
risk behaviour, evidence-based models and 
interventions in addressing HIV adherence, how 
to promote health and wellness, how to implement 
a practical drug adherence programme and 
addressing adherence in certain key population 
groups.

It is an experiential and interactive course 
providing real exposure to all aspects of 
counselling for adherence. The learning activities 
include role-plays, case studies, videos, 
self-discovery exercises, group discussions, 
peer learning through the buddy system and 
presentations.

The Adherence Support skills programme covers 
the following:

Adherence and factors contributing to 
adherence:

 ● Understanding adherence
 ● Understanding risk behaviour
 ● Understanding the HIV continuum of care 
 ● Barriers to linkage, adherence and retention in 
care

Models and interventions that address linkage, 
adherence and retention in care:

 ● Evidence-based models and interventions 
 ● Additional interventions to support adherence
 ● Adherence and biomedical prevention

Providing adherence support for people 
living with HIV

 ● Promoting health and wellness
 ● Creating an adherence plan with clients
 ● Addressing adherence in non-adherent clients
 ● Adherence in key population groups

 
As a national network of over 1,500 organisations, 
NACOSA provides access to a substantial 
community of learning drawing on the latest, 
evidence-based experience from the field.

ADHERENCE SUPPORT

WHAT IS ADHERENCE SUPPORT?
Although anti-HIV medication, called 
antiretrovirals (ARVs), cannot cure HIV, 
treatment with a combination of these 
drugs (usually three) can reduce the 
amount of HIV in a person’s blood and 
prevent HIV from reproducing in their body. 

However, for ARV treatment to work, it 
is very important that people take their 
medication every day, at the same time, or 
as prescribed by their health care worker. 
This is called adherence, which is the most 
important factor in the success of HIV 
treatment. 

To find out more about this training, contact the 
NACOSA Training Institute on 021 552 0804 or 
training@nacosa.org.za.
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Dinah Moasoane has been a first 
responder with Johannesburg Child 
Welfare at the Chris Hani Baragwanath 
Thuthuzela Care Centre since 2011 
and is part of NACOSA’s Global Fund 
Gender Based Violence Programme. 
First responders provide critical 
support to survivors in the immediate 
aftermath of sexual assault. Although 
she claims not to be a hero, Dinah is just 
that. We pay tribute to her and the many 
dedicated, brave and compassionate 
first responders working with survivors 
around the clock, across the country. 
"I'm a teacher by profession, and worked with 
dire cases in Orange Farm while it was still 
informal. There were no public schools and 
things were really bad." Dinah’s social worker 
sister recommended that she start volunteering 
at Johannesburg Child Welfare where she trained 
as an auxiliary social worker, graduating in 2012.

First responders are special people. They must be 
professional, compassionate and non-judgmental 
but also able to work well with a range of people 
and deal with distressing situations. Rape 
survivors interact with many different people 
on their journey through the health and justice 
systems so first responders must collaborate 
closely with many other service providers. 

The role of the first responder is 
therefore a dual one: they act both 
as a victim’s advocate and as their 

support worker.

Dinah works mainly with child survivors: “Children 
who come here are sometimes drop-ins but are 
usually accompanied by parents, caregivers 
or community care workers or referred by 
teachers.” When they arrive at the Centre, they 
are examined by a doctor, have HIV counselling 

and testing (HCT), and are then referred for 
counselling. Post-exposure prophylaxis (PEP – 
antiretrovirals to prevent infection with HIV) will 
also be given, if necessary. 

Sometimes Dinah talks to children one-on-one and 
sometimes with their guardian present, making an 
effort to assess family dynamics and relationships, 
looking at how the child and the parent or caregiver 
interact, what information they give and how they 
explain events. This role requires some serious 
interpersonal and coping skills. 

“There are so many stories of horrific cases, it's 
so much pain for one person to deal with,” says 
Dinah sadly. "I often spend the day listening 
and hiding feelings and that's hard."

Research shows that good support for survivors 
can lessen the immediate mental health 
consequences of sexual abuse, as well as 
prevent things like depression or post-traumatic 
stress but mental health services are not widely 
available. In many communities, non profit 
organisations like Johannesburg Child Welfare 
are the only source of help for survivors. There 
are also significant variations in practice, which 
means that not all survivors receive the same 
range and quality of care. 

 
GUIDELINES AND STANDARDS 
New guidelines and standards for 
immediate post-rape care were launched 
at the international Sexual Violence 
Research Initiative (SVRI) conference 
at Spier in September. The guidelines, 
developed collectively by 33 organisations 
and leading academics, aim to ensure 
consistent standards of immediate post-
rape care for survivors across the country 
to mitigate the impact of rape.

Download the Guidelines and 
Standards at nacosa.org.za

When Dinah first started working at the Centre, 
she became ill. "It was a surprise for me to 
realise that these things happen here. I was 
disappointed, shocked. I'm usually the strong 
one and I'd never seen anything like it. I needed 
rest. It was shock. Emotional, physical shock." 
But Dinah stayed on, "I had to grow into it." 

Johannesburg Child Welfare Programme 
Manager, Raquel Reddy explains: "Dinah is so 
resilient. Not all first respondents are. The rate 
of burnout is exceptionally high. Her ability to do 
this lies in the ability to self-care."

Ongoing professional supervision is crucial to 
developing first responders’ case management 
skills, as well as preventing burnout. The 
new guidelines recommend professional 
supervision, limiting and rotating shifts, 
encouraging work breaks and time off, ensuring 
team or partner working and encouraging 
appropriate boundaries.

Dinah describes some of the fears that are the 
product of being a first responder: "I'm a granny 
now. When my grandchildren go somewhere, I 
count the seconds that they're gone. I'm fiercely 
over-protective. I lock doors behind me all the 
time. I know that crimes happen within a second, 
under the watch of parents. You become vigilant.” 

"You don't only hear about the rape,” notes 
Dinah. “Often, parents will tell you their stories 
too." Many parents are also victims.

"I wake up thinking of them. That's 
what keeps me going."  

"We have to strengthen the services that protect. 
We inform people but as service providers but 
we're not interlinked,” she continues. Despite the 
challenges, Dinah always tries her best to provide 
a good service: "I make sure that when people 
leave, it will be with a positive message and a 
smile. I try my utmost, whatever the situation." 

"I'm not a hero. This is my work."

FIRST LADY

Photograph and interview by  
Sarah Schaffer
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A “TEST AND TREAT” APPROACH
The WHO now recommends that anyone who is diagnosed as HIV-positive 
should initiate antiretroviral therapy (ART) as soon after diagnosis as 
possible. This means that there should be no limitations on eligibility for 
ART. The benefit of treating all people living with HIV immediately is that 
people will be healthier, they will live longer and because ART reduces viral 
load, this approach also helps reduce the risk of transmitting HIV. 

This recommendation was welcomed by our own health minister, Dr Aaron 
Motsoaledi on Cape Talk but we will need to wait until the South African 
guidelines change to reflect this new approach. Our guidelines were only just 
amended in May 2015 but already include earlier initiation of treatment. 

 
 
NEW: FREE APP FOR HIV CLINICAL GUIDELINES
Made by The Open Medicine Project, the free clinical guidelines app 
allows health workers and patients to access the latest national HIV 
guidelines via their smart phone or tablet. Automatically updated 
to reflect the latest Department of Health policies, the Guidelines 
appear alongside a Google Maps-enabled directory of HIV treatment 
clinics and a feedback mechanism allowing health workers to report 
problems such as a need for training or drug stock outs.

Other features include:

 ● The latest ART eligibility requirements

 ● Details of the country’s first, second and third-line regimens

 ● Information on where to find an ARV clinic in your area

 ● Information on drug interactions, side effects and adverse reactions

 ● Calculators for doctors to quickly calculate paediatric ARV dosages

 ● Guidance for doctors on the management of tough cases 

 ● Detailed drug information and pictures for use in treatment literacy 
sessions

 ● Automated warnings alerting doctors to possible dangers based on 
basic patient information such as test results.

Once downloaded, the app’s main features do not use cell phone 
data. According to the Department of Health, a similar application for 
tuberculosis will follow. 

 

PrEP FOR PEOPLE AT “SUBSTANTIAL” RISK
Pre-exposure prophylaxis or PrEP is antiretroviral treatment given to people 
who are HIV negative to prevent them from becoming infected. The WHO’s 
recommendation pertains to people who are considered at ‘substantial’ risk 
of becoming infected: men who have sex with men and sex workers, for 
example. Whilst this adds another prevention tool to the arsenal, it should be 
seen as an additional prevention choice. In South Africa, there are several 
research trials underway looking at PrEP effectiveness and acceptability in 
communities of people at risk. 

Both of these WHO recommendations are focused on ensuring that we 
reach the 90-90-90 targets set out by UNAIDS to have 90% of people 
living with HIV being aware of their HIV infection; 90% of those who are 
HIV positive receiving antiretroviral treatment; and 90% of people on ART 
having no detectable virus in their blood. 

According to the Health Systems Trust’s latest District Health Barometer 
2012-15, South Africa has made significant strides in HIV prevention and 
treatment in the past decade. Mother-to-child transmission of HIV has 
dropped to just 1.5% and there has been a huge increase in access to 
treatment. But the publication notes with concern the continuing spread of 
HIV, with 6.8 million people in South Africa now believed to be HIV positive. 
This means we will continue to have the biggest ARV treatment programme 
in the world. 

So although South Africa is aligned to the 90-90-90 strategy and supports 
to new WHO guidelines, we will need to strengthen our health system and 
ensure we have the budget before we can expand our ART eligibility criteria 
and introduce PrEP.

THE LATEST  
IN TREATMENT
In September 2015, the World Health Organisation released a statement on 
treatment which made two major recommendations that are set to change the 
treatment landscape in the years to come. The early release recommendations 
are based on evidence from clinical trials and observational studies showing 
that earlier use of antiretroviral treatment results in better clinical outcomes 
for people living with HIV and confirming the efficacy of the drug tenofovir 
to prevent people from acquiring HIV.

Search “HIV Clinical Guidelines” in the App Store or on 
Google Play to download.

Source: Health-e.org.za

By Caroline Wills,  
Assistant Programme Director
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In 1994 John Elkington, founder of a 
British consultancy called SustainAbility, 
coined the phrase the ‘triple bottom line’, 
consisting of the three P’s – people, planet 
and profit. This approach goes way beyond 
corporate social responsibility and makes 
sustainability an integral part of business 
operations. While most business leaders 
in South Africa recognise that corporate 
support for social development is the 
right thing to do, fewer understand that 
triple bottom line sustainability is also 
good for their business. Supporting the 
work of local community organisations 
is not simply an act of charity – it has 
proven and measurable benefits for staff 
retention, public and labour relations, new 
business development and ultimately, 
long-term growth and profitability.

Elkington argued that the traditional measure 
of corporate profit – the “bottom line” of profit 
and loss – should be accompanied by a two 
other bottom lines: how socially responsible an 
organisation is (people) and how environmentally 
responsible it is (planet). Since then, some have 
argued that not paying attention to the triple 
bottom line can pose serious business risks. 

A WINNING NATION
South Africa has a unique history which has 
left us with a particular set of challenges: slow 
economic growth, poor quality of education and 
a shortage of skills, a high unemployment rate, 
poverty and inequality, high levels of crime and 
violence and a heavy burden of disease. The 
National Development Plan recognises that to 
grow our economy we must urgently address 
these challenges.

South Africa’s own King Report on Corporate 
Governance is seen as a ground-breaking code 
of corporate governance. The code’s philosophy 
is that companies must aim to achieve sustainable 
economic, social and environmental performance. 
And that sustainability is the primary moral and 
economic imperative of this century. According to 
the King Committee: 

“...successful governance in the 
world in the 21st century requires 

companies to adopt an inclusive and 
not exclusive approach.”

Civil society organisations have the experience 
and knowledge of the critical issues in 
communities and how to address them; often 
filling critical service delivery gaps on the ground. 
Investing in people and civil society organisations 
therefore builds the inclusive, ‘winning nation’ 
that will help the economy to grow.

PRODUCTIVITY
Industrial action and high staff turnover are 
major threats to a business. Study after study 
has shown that positive corporate engagement 
with the issues that matter to workers has a 
beneficial effect on attracting the right skills 
into the business and retaining them. This goes 
beyond the ‘feel-good’ factor that employee 
volunteer or engagement programmes can 
bring. Strategic and visible investment by 
companies in the communities that their workers 
come from uplifts these communities, reducing 
the possibility of industrial action. 

Socially responsible companies enjoy improved 
perceptions amongst staff of the working 
environment as well as a greater sense of 
cohesion within the business.

TRANSFORMATION
If you want to do business in South Africa, you 
need to address transformation. The new Broad-
Based Black Economic Empowerment (B-BBEE) 
codes of good practice which came into effect in 
May 2015 make the weighting and targets much 
more difficult for companies to achieve. Many 
entities will drop two to three levels.

Financial and in-kind support for social 
development organisations is an easy way 
to get full points on the Socio-Economic 
Development element of the B-BBEE scorecard. 
And depending on how they are structured, 
some organisations will also be able to provide 
points to companies on the Ownership, Skills 
Development and Enterprise and Supplier 
Development elements.

FUTURE GROWTH
Responsible corporate behaviour and investment 
in the communities where they operate are 
increasingly important for a business’s profitability 
and growth. Today’s connected consumers prefer 
ethical companies and, in some cases, demand 
social and environmental responsibility. Investing 
in the upliftment of communities can also provide 
access to new markets. The so-called ‘base of the 
pyramid’ is the market segment with the greatest 
potential for growth. Wisely-placed corporate 
investment can improve the availability of the key 
skills needed for business growth.

We have all seen what happens when communi-
ties are impoverished and feel voiceless – service 
delivery protests, reduced productivity because 
of poor health, violent strikes and demonstrations 
can cripple a country’s economy and severely 
hamper growth. With stability the pre-requisite for 
economic growth, it is in all our interests that we 
invest in creating educated, productive and healthy 
communities in South Africa.

By Sophie Hobbs,  
Head: Strategic Communications 

& Business Development
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A community  
of learning
The NACOSA Training 
Institute Prospectus 2015 is 
out with details of over 40 
training and skills programmes 
from Adherence Support to 
Sustainability Planning. 

          
       Download the prospectus  
at nacosa.org.za/training  or 
contact your local NACOSA 
office for a copy

What inspires you?  Email your inspirations or comments to: info@nacosa.org.za or by fax to Amanda on 021 552 7742.

WHAT  
INSPIRES YOU? 

Find out more at: sustainabledevelopment.un.org

GET ON BOARD THE SDG TRAIN
In September, the United Nations launched the Sustainable Development 
Goals (SDGs) – 17 goals and 169 targets to build on the Millennium 
Development Goals. The goals seek to “realize the human rights of all and 
to achieve gender equality and the empowerment of all women and girls. 
They are integrated and indivisible and balance the three dimensions of 
sustainable development: the economic, social and environmental.”

 

 
The goals that relate specifically to our work include:

 ● GOAL 3: Ensure healthy lives and promote well-being for all at all ages
 ● GOAL 5: Achieve gender equality and empower all women and girls
 ● GOAL 17: Strengthen the means of implementation and revitalize 
the global partnership for sustainable development

“Seeing the youth of today 
in universities hungry for 
education as they know 

that they are nothing 
without it because having 
a grade 12 certificate will 
mean they will work in the 

roads.”  
- Kholeka Sokuyekwa, 

Receptionist

“Reading has been my 
favourite past time since 
my earliest memory and 
in my adult years books 
have become some of 

my greatest inspirations, 
reading changes the way 

I think.”  
- Bulelwa Ngoma,  

Prevention Specialist

Swaar sal ons kry, 
maar plesierig sal 

ons bly”   
– Shirley-Anne 

Ilunga,  
M&E Officer (EC)

“To love God, love 
people and to see 
the good in every 

situation.”  
– Gurshon 
Matroos,  

Grants Officer 

“Your value doesn’t  
decrease based on  
someone’s inability 
to see your worth.” 
– Caren Williams, 

Assessment 
Administrator: 

Training Institute
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 U
S @NACOSANet

Facebook.com/NACOSANet

Linkedin.com/company/nacosa

http://www.sustainabledevelopment.un.org
http://www.twitter.com/NACOSANet
http://www.facebook.com/NACOSANet
http://www.linkedin.com/company/nacosa
http://www.nacosa.org.za/training
mailto:info@nacosa.org.za



