Friday 23rd July at AIDS2010 AIDS Consortium Masihlangane hub
Families and their role in prevention, care and support
After listening to presentations on the role of families in Thursday’s session in Vienna broadcast on Friday, there was discussion at the hub.

The presentations were summarized by the Kaiser Family Foundation website as:

“To date responses to the epidemic have been largely individualistic, bypassing families. The notion of 'families' has been revolutionized. Families now extend beyond biology, religion and gender, and law, to reflect the intimate social groups on which all human beings depend for their survival and succor. Families that carry the heaviest load in treating, caring for and protecting children and other members directly affected by the epidemic play a fundamental, but as yet not fully recognized role, in the prevention of HIV transmission. Families are also important for especially marginalized groups. Their children are amongst the most stigmatized and under-serviced in the world and family networks are frequently the last bastion of support for individuals in especially marginalized groups. Attention to families extends AIDS prevention, treatment, care and support, from the individual, to social groups as it should always have been.”

At the hub, these presentations sparked discussion on the issues below:

Often families are not supportive of the needs of people with HIV, due to fears and stigma
· As a community care worker (CCW), I see that sometimes families are hostile, e.g. a boyfriend prevents a mother from taking a child to get medication due to stigma

· Sometimes HIV positive parents don’t want to disclose to their children. Those children, it is not their fault, they feel they should be loose. So CCWs teach them about it not being their fault and about safer sex

· There should be community education about this illness, it is there, we should all work together

· We should understand where a person is coming from, even if I am a bit sceptical about men with men, and women with women families

· Our beliefs can hold us back from testing or disclosing to partners, stigma holds us back

· What if a mother of a child refuses treatment for herself and her child, then she dies after a lot of diarrhea and the child is refused entrance to the crèche as it is smelly, we as CCWs must help in this situation

· If children have pus in the ears there could be brain damage and there is a need for immediate medication, CCWs must identify children in need of care

· It is good to work like the CCWs but if there are greater problems than you can deal with, like this one above then you should refer in time and get help, not just try to deal with everything yourself. Don’t wait too long to refer, it can be fatal, we must strengthen each other.

· Sometimes stigma holds people back, I know of a family where both parents are positive and the child has eye problems, so it is probably also positive

The hub meeting agreed that it is better if we try in our communities to provide information and HIV education to the whole family to get over the stigma

On fraudulent medicines
· In communities and families there are problems of people spreading confusing messages about alternative cures. It is better to stick to ARVs.

· We need education in communities on ARVs and side effects and that if you take ARVs too late then you get Immune Reconstitution Syndrome and all your suppressed symptoms come back at once and your body cannot cope, this does not mean that ARVs don’t work, but that you should start on ARVs in time

· In Tembisa doing some education on families in the hostels I found two men selling what they said were cures from 2 litre bottles at R15 a cup. They said traditional medicines are better, we are not used to ARVs. So it is important for us to teach people about ARVs.

· If you are gifted as a healer, this should be known to the government so you get recognition and money, or if you are not recognized you will do things under the carpet (in effect, a recommendation for outreach programmes for traditional healers like through the Edendale hospital in KZN)

On families and food

Several speakers identified the need for some kind of economic support for families with fewer resources

· Creches need to know children’s diets, but how will they know if we do not disclose to them?
· There was a feeding programme for TB, milk and bread and vegetables, so why is there not one now for HIV?

· We suggest the government do like in the school projects where children are given food, and extend this to families with HIV. You cannot take pills on an empty stomach and then you have all the problems of defaulting on medicines

· When some people are given food, it is not the food they like, e.g. the vitamin-boosted pap and they sell it

On stigma and disclosure

· Teachers lack information on students e.g. those with HIV and then they don’t understand that some of their medicines make them sleepy or stop them from concentrating so we need treatment literacy for teachers and education to prevent stigma so pupils feel safe to disclose

· Government is corrupt sometimes and needs to be challenged

CONCLUSIONS ON THE HUB’S BROADCASTS THIS WEEK:

· There was general agreement on this comment: “I have gained a lot, and gained more ideas for my work in the community, some inspiration to do more.”
· I had fun in the lively discussions

· “I used to work in the hospital services but we really need a forum for discussion like the AIDS Consortium, and a place to learn with others. Good work AIDS Consortium.”
