November 2004 WCRP-HIVAN Forum:

Mothers and Orphans in the era of HIV and AIDS

The World Conference on Religions for Peace (WCRP) and HIVAN (Centre for HIV and AIDS Networking) co-hosted their final forum of the 2004 programme series for religious leaders and HIV/AIDS researchers on 24 November at the University of KwaZulu-Natal’s Nelson R Mandela School of Medicine.  

The topic, which focused on mothers and orphans in the era of HIV/AIDS, was informed by the words of Stephen Lewis, UN Special Envoy for HIV/AIDS in Africa: “The best way to deal with our orphans is to keep their mothers alive”.  In sharing experiences and perspectives on these concerns, the gathering observed the “16 Days of Activism” campaign to eradicate violence against women, which runs from 25 November to 1 December 2004, World AIDS Day.

The programme commenced with a welcome address by Paddy Meskin, introducing the subject of “Women, Children and HIV/AIDS”.  She recalled the origins of the Forum Series and its objective of facilitating multidisciplinary, multi-sectoral dialogue and information-sharing around various topics related to the epidemic.  “Some of the issues we’ve discussed over the last few years have been highly contentious,” she remarked, “because religious attitudes towards subjects such as condom use, vaccines, casual sex and the like are vitally important in the struggle against HIV/AIDS.”

“On the eve of the ’16 Days of Activism against Women and Child Abuse’ Campaign, we note that sadly, despite all the legislation and lobbying, violence against women is not decreasing – indeed, it is increasing.  So, as we head towards World AIDS Day on 1 December and Human Rights Day on 10 December, we are deeply aware that the human rights of women and children have never been more violated than they are being right now.  This is why we wanted to ensure that our Forum Series sustains the levels of relevance for which it has come to be known.”

“At a symposium of the Hope for African Children Initiative held in June 2002,” she explained, “Stephen Lewis put forward the resolution encapsulated in his comment about keeping HIV-positive mothers alive and well: ‘The projected statistics for the orphan population and number of child-headed households in the coming decades are so daunting that we simply cannot stand by without mobilising urgent action in our faith communities – because these communities are amongst the largest in our society.  This places a huge responsibility on the shoulders of our religious leaders, but they have a pivotal role to play in breaking down the stigma, denial and silence that drives the pandemic.’”

“What other form of organisation has the opportunity to talk to its members almost every week – a captive audience waiting for their words of wisdom?  Unfortunately, not all of our faith leaders use that time wisely, and although there have been much progress, there is still a ‘theology of punishment and sin’ being relayed, rather than a theology of love, compassion and acceptance.  We urge all faith communities to ensure that they establish an HIV/AIDS desk in their offices – because no faith communities are immune to the impact of the pandemic: we are all affected by this disease.”

At the HACI 2002 conference, Stephen Lewis had pointed out that in sub-Saharan Africa, the orphan population was expected to exceed 13-million, and that in human terms, in history, in the literature on vulnerable children, there has never been anything like HIV/AIDS.  He stressed the need for adults everywhere to understand the depth of these children’s loneliness, despair, rage, bewilderment and loss, saying that even though they might experience periods of happiness and support, at the heart of their individual being, there would be a lifelong void.  

He called for a change in communal values through sustained repetition and education, the abolishment of the requirement for school fees, and the establishment pre-school facilities for younger children.  Reflecting on the moral issues at stake in this crisis, Lewis challenged his audience thus: “Why should a ‘just society’ … allow such a state of affairs? What is most emotionally difficult is meeting with young women who know they’re dying, and they ask me frantically, what’s going to happen to my children?  Who will look after them?  And what about us?  In the last analysis, religious leaders have contacts everywhere that support you and fund you, and your religious sway is not just in Africa, it’s throughout the world.  …  That’s what your God, whatever name you may call him, would want you to do.”

Paddy concluded: “The suffering of our mothers and children is plain to see if we take the time to visit places such as the Valley of 1000 Hills, or Ndwedwe, or the squatter camps on the fringes and byways of our city.”  She ended her talk with a poignant poem entitled “Nothing to call a family - Killing the future”, recited at the HACI meeting by Salim, aged 7, an orphan who was very ill with AIDS. 
Representing the Youth Peace Forum, Jacqui Joshua read a short extract from Babiza’s Story, authored by 10-year-old Siphelele Ndlovu. This publication is the first in a recently launched series produced by UNESCO-MOST, MiET Africa (Media in Education Trust) and HIVAN, called “By Children for Children”, which enables children to share their stories of courage, creativity and resilience with other children.  The series is inspired by the Convention of the Rights of the Child, which states that children have the right to freedom of expression in a variety of media including print and art, and the right to a voice in matters that affect them.  “Babiza” (Siphelele’s nickname) willingly shared his story with Jill Kruger, Deputy Director (Social and Behavioural Sciences) at HIVAN, who is also the South african Director of UNESCO-MOST’s “Growing up in Cities” Project.

She read Siphelele Ndlovu’s account of precious moments he has spent with his mother, who is living with HIV.  “Sometimes Mum will come home with plastic bags.  If I ask what is in there, she will say: ‘It is nothing.’ Then I will go to the bedroom and see her covered by the blanket and I will hear crunching!  And I find her eating chips maybe.  When she is eating chips I will get in the bed with her and we will eat chips together and then we will just talk.  I like my mother’s bedroom because it smells nice and that’s also where I was healed when I was sick and had pneumonia.  I slept in my mother’s bedroom after I was discharged from hospital.”
The reading was followed by a screening of the video created especially for the HACI Assembly, “The Youngest Adult”, a story of four orphans.  The central message of the documentary was: “You can’t parachute solutions in from the outside – the solution has to come from within the community.”  HACI uses the strength of communities to reduce stigma, improve health systems, ensure schooling, and lobby for review of inheritance laws.  The video highlights the need child-focused interventions; despite the suffering they endure, the children featured have their dreams for the future - being a teacher; being a doctor and helping people who are sick, especially those who suffer from HIV; being a nurse, and studying body systems, being a driver “like a boss”.

The programme continued with a presentation by Cati Vawda of the Children’s Rights Centre. After summarising the set of specific children’s rights, she explained that a vision of a child-friendly society is only possible in the context of a broader human rights framework– the most important for children being the right to a loving family.  “Even in biological families, things aren’t always perfect, yet one may not legislate about parenting,” she said.  “Politics, religion and sex can be guided, but not parenting.  This leaves children highly vulnerable.  In South Africa, this framework has barely ever been in place.  Forty per cent of South Africans (about 17 million) are children under the age of 18 – which means that nearly half of our population are youth and children. About 75% of these live in poverty, and 25% per cent of children under the age of nine are malnourished. 51% of children do not have birth certificates, and there are 1,6 million children out of school.”

Cati said that in contemplation social action around women, violence, children and HIV/AIDS, we must recognise that it is the divisions historically forced upon us that continue to create deep suffering. “Racism and apartheid, the inequities of poverty - these are still very much with us,” she continued. “Violence against and between children, whether from bullying and rejection to physical and sexual abuse - is increasing.  The role of men, and how women and men can be reunited, must be promoted as a solution.”  She stressed that all children are, by definition, vulnerable: “A two-year-old can’t address anything on its own.  One or two out of every hundred is orphaned, and the projections are moving from 9% to 17% because of HIV and AIDS,” she said. 

Referring to child-headed households, Cati pointed out that if we consider how many of us take care of even one child completely independently, very few could attest to this – but this is precisely what children who head households are doing, and this after experiencing multiple deaths, before which they took on the burden of being primary caregivers.  “All home-based care programmes must ensure that the burden of care is not relegated to children, even if they are adolescents,” she urged.

“As a society required to care for its orphans, we need to share as much of our homes and families, and indeed our smiles, as we can.  Bear in mind that the more children who are taken in by the dedicated few, the lower the level of attention received by each child, which increases their risk of exposure to negative influences.  Furthermore, caregivers themselves become more drained, physically and emotionally.  The majority of HIV-positive children under the age of 15 are infected through mother-to-child transmission.  These children become ill more quickly, and are more likely to die earlier.  This kind of fostering and parenting takes a lot out of a caregiver, and if the mother herself is trying to do it, she can barely manage if she is ill.  This is why we need to focus on ensuring that both mothers and children receive ARV treatment.”  

Responding to a question as to whether or not treating children risky, since adherence in young children might be problematic, Cati said that according to those with practical experience in this regard, children tend to comply with treatment regimens more successfully than do adults.  Pre-training on ARV medication is vital for both children and adults, because without it, one could be risking drug-resistance.  She said that special attention should be paid to providing ARV treatment to healthcare workers, educators, breadwinners, and parents of both genders: “The longer people can be helped to live productively, the better the prospects for our children and the entire fabric of society.  It’s difficult, but we must not dismiss hope and faith in whatever measures are available to us.”

Cati urged all organisations to work with the KZN Civil Society Network in helping to support the roll-out of the National ARV Treatment Plan, so that ongoing, co-ordinated systems can function optimally.  “The campaign to promote ‘adoption’ of roll-out sites and facilities is crucial, because each faith community can commit itself to single site with all its various needs.”

She encouraged faith-based organisations to study at their community infra-structure and help set up “community respite centres”; the WCRP and TREE are focusing on this work, creating nodes of support at schools.  This could involve providing a daily meal, homework supervision, health checks, someone to monitor the child’s emotions and worries, training in home-based care and ARV treatment literacy.  “If FBOs could manage to employ an auxiliary healthcare worker and provide the required facilities, such respite could also include provisional overnight care for severely ill patients – it is very onerous for a much older person or a six-year-old to change heavily soiled bedding,” she explained.

Another question from the floor related to care and treatment for the elderly, who share burden of caregiving with children, and who also risk becoming infected in the process of caring.  Cati replied that this was indeed a crucial group needing particular and additional support.  “They may need to be available to the children first thing in the morning and at night, but they need to rest during the day,” she pointed out.  One audience member felt that caregivers have a right to know if the child they are caring for is HIV-positive.

Cati stressed that faith communities engaged in this sort of work should do so without branding their particular congregation or doctrines, focusing instead on fostering a culture of openness and supporting human beings in the name of basic belief systems.  “We must also remember to promote the child’s right to play, by using play therapy, not only because this kind of intervention can help to heal the children’s trauma, but because ALL children need emotional outlets, mutual support, bonding with other kids, and in short - to be a child.  Structured activities like singing and dancing are good, and we should ensure that codes of conduct are in place for the adults managing these activities – their behaviour must be responsible and acceptable at all times.”  She appealed to every FBO of every focus to “adopt” a healthcare facility of whatever size, type or location in order to assist and enhance its operations.  “Take up the challenge of uplifting even the most under-resourced, dirty and poorly run facility, because to turn away from it leads us nowhere,” she said.  

Sharing her knowledge about support groups, Cati said that these do not always work for everyone.  “There is a need to accommodate one-on-one sessions and counselling centres, where someone can come in from another community and so preserve their privacy.  Confidentiality is very important, particularly from a child’s perspective, because children need to be able to ask their questions and receive clear, open answers, but at the same time, they have a right to have their queries remain private,” she said.  

Turning to priorities for social action, Cati felt that the disparity between the reportedly substantial parliamentary and tertiary institution salaries alongside the realities of many children not having enough to buy a loaf of bread, is not only unacceptable, but is also not sustainable.  “People have to eat, whoever they are” she said. “The State should also review the burden it places on volunteers, many of whom rightfully hope that with training and dedicated service, they can become more marketable and earn an income; this is justifiable, and is an issue that faith-leaders could take up in their advocacy programmes.”

“Action is also needed to protect children’s inheritances, and to reduce the costs of dignified funerals.  At Redhill Cemetery on a Saturday, there are four funerals being conducted on top of each other – people can’t pray or meditate or sing in an atmosphere of reverence,” she explained.  “Don’t let’s allow memory boxes to become part of stigma – let’s encourage ALL our children, whether orphaned through AIDS or other causes, or blessed with healthy parents and stable homes, to record their lives, cultures, customs and traditions.  And in scrutinising our cultural norms, let us identify those that divide and undermine us as social beings.  If there are time-honoured practices that hurt or marginalise us, we should find ways to transform them into positive, supportive norms.”

The final address was given by Jacqui Joshua from the Youth Peace Forum on the issues that youth face today.  She spoke about the irony of the power of modern technology and its unlimited potential, while it fails to relieve our helplessness in supporting a society becoming increasingly shattered by HIV and AIDS. “All the stats and data don’t tell us what those little kids who watch their parents die slowly from this gruesome disease syndrome are going through,” she said. “They have to see their beloved mum or dad, withering away, covered in sores and staring speechlessly at them.  Babies are literally being ‘thrown away’, and we are now numbed to the stories about them.  We can barely cope with the numbers of orphans and vulnerable children now – how will we cope in the future?  Nothing we’re doing now is helping.  Why should school be regarded as a luxury for so many kids?  How can they do well if they are at school when they’re nearly fainting from hunger?  Because of their lack of education, these children won’t get decent jobs, so their own kids will suffer the same fate, and be stuck in the mire of poverty, a never-ending cycle of disadvantage.  All they’ll know is the frustration and depression of never having more, and it would be small wonder if they turn to crime, or at least become totally apathetic.”

Jacqui said without a sense of purpose, mass indecisiveness and vulnerability to any kind of influence is inevitable.  “Youth will not know why they exist, what the point of staying alive is, or the value of any other lives,” she explained. “Our generation is being stretched to the limit – there are regular news stories reporting rapes of two-month old babies; children are damaged by the lust of their [so-called] protectors, and their daily reality is characterised by walking long distances through unsafe areas to collect polluted water, sacrificing their schooling, but doing the best that they can.  These are not rare instances – the numbers are overwhelming.  Tomorrow will be what we make of it, but we need to make this a purposeful generation.” 

HIVAN’s Project Manager, Debbie Heustice, closed the Forum by thanking all the speakers for their challenging and inspiring insights.  “We need to do much more for our children and caregivers,” she said, “and we must share this awareness in our families and workplaces.  HIVAN has a member serving in the KZN Civil Society Network, and this is one among many means by which we can sustain our collaboration.”  On behalf of all the beneficiaries of the Forum, Debbie expressed sincere appreciation to Paddy Meskin and Saydoon Sayed of the WCRP for their tireless work in preparation for and participation in every Forum, despite their overwhelming schedules.  She also acknowledged the contributions of all the HIVAN staff involved in co-ordinating the forum arrangements and disseminating the information it generates. 

The full text of Jacqui Joshua’s address to the Forum is posted in adapted form as the HIVAN website’s December 2004 Editorial.  To view, click here: http://www.hivan.org.za/edit_essays/December%202004.asp 
