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1 SECTION A: Agenda 

Date: Tuesday, 25 March 2008

Time: 12h00 – 14h30

Venue: Wellness Centre

Hillbrow Health Precinct

Hugh Solomon Building

Esselen Street

Chair: Kau Makgosa
Scribes: Ntokozo Shabalala and Solly Matile
Theme: Greater Involvement of People Living with HIV

Outcomes:   

· Highlighting the importance of People Living with HIV in programmes

· Encouraging disclosure and  involvement 
	12:00
	1
	Welcome guests to the meeting

	12:01 – 12:05
	2
	Tribute to people who have lost their lives to the epidemic, and  expression of solidarity in the fight against AIDS, stigma and  discrimination – 1 minute silence

	12:05 -12:20
	3
	Apologies

	
	
	Adoption of previous minutes

	
	
	Introduction of all present: Let’s meet one another! – Warm up

	12:20 – 12:25 
	4
	Poetry

	12:25 – 13:10
	5
	Drama 

	13:10 – 13:40
	6
	Open floor discussion 

	13:40 – 13:50
	7
	Organisational Profile – Philani Support Group

	13:50 – 14:00
	9
	Messaging - Rhulani

	14:00 – 14:15
	10
	MAITISO Launch

	14:15 – 14:25
	11
	Questions and  answers about MAITISO

	14:25 – 14:30
	12
	Announcements


Date of next meeting: 29 April 2008

AC announcements:

1. The AC will be moving premises on 3 April. We will be moving to Sable Centre, 7th Floor, Sable Centre, 41 De Korte Street, Braamfontein

2. If you would like to endorse any of our messages around the themes presented, please complete the form provided and  hand it in to Rhulani Lehloka (Communications manager) 

3. Please make use of the IRP resources, Cyber Café, Library and  Distribution Department
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2 SECTION B: Greater Involvement of People Living with HIV/AIDS

“Nothing about us without us”

Anonymous

2.1 Introduction

The struggle against HIV and AIDS is one that affects us all, infected or not. However, it affects individuals differently depending on their experiences, whether objective or subjective. We either have a first hand experience and encounter of HIV as a person living with HIV and AIDS or our experience and could be a ‘second hand experience’ such as being a support system and / or caregiver of an individual living with HIVand AIDS. It is important to note that neither of the experiences can be negated to weigh any less than the other, even though they are different. .

People living with HIV (PLHIV) have been at the forefront of the fight against the pandemic and have as a result evolved with the struggle. Through the years the fight has evolved from one that engaged PLHIV as passive participants to the more effective approach that places emphasis on engaging them as active participants in the fight against HIV/AIDS.

Some PLHIV have proven to be heroes and heroines in this struggle, they have shown enormous bravery in dealing with the epidemic. It only makes sense therefore for policy makers, employers and all structures dealing with HIV and AIDS to involve them more in the fight against the disease and not to exclude and alienate them from generating solutions. Moreover, it is worth noting that most (if not all) possibility of an optimistic future in relation to the developments in the field of HIV and AIDS would not exist without the initiative, commitment and cooperation of the PLHIV.  

This information pack highlights the urgency and the importance of involving PLHIV in HIV and AIDS programmes and looks into ways in which this ideology can be mobilized into a reality.  

2.2 Advantages of involving PLHIV in HIV and AIDS programmes

· PLHIV understand each other’s situations better and this is helpful in a counselling setting, as they are in a better position to counsel someone who just tested positive.
· They can put a human face to the epidemic, which in turn could help in decreasing the stigma associated with being HIV positive and also break down the barriers that exist either in workplaces and / or in communities.

· PLHIV can play a meaningful role in educating others about HIV and AIDS especially when it comes to prevention programmes and changing sexual behaviours.
· PLHIV can provide important feed back in programmes, which in turn can influence and/ or inform the sources of relevant HIV and AIDS information.
2.3 How can PLHIV be involved

PLHIV can be involved in some of these areas: -

2.3.1 Treatment, care and support 

· People living with HIV can be involved in educating others about treatment literacy as well as offering them support through visiting them at home and comforting patients.

· They can play a role in treatment programmes and encouraging adherence as well as informing people about resistance and side effects of certain drugs as some of them might have already experienced the challenges around treatment.

2.3.2 Policies

· PLHIV should be involved in the planning and implementation of HIV and AIDS policies e.g. HIV and AIDS policies in the workplace; this can better influence the outcomes of the policies.
2.3.3 Advocacy

· PLHIV can advocate for certain issues related to HIV like equal treatment of HIV positive people and non-discrimination at all times. They can also be involved in the advocacy issues relating to HIV and  AIDS HIV such as the link to  gender based violence, prevention of mother to child transmission, cultural practices, etc 
2.3.4 Awareness Campaigns

· PLHIV can do public speaking to inform and educate others about HIV and AIDS and create awareness about the pandemic. This can work very well as people often relate better to someone who has first hand experience about what he/she is talking about. 

· They can help in decreasing the stigma associated with HIV through talking about the disease in an open way.

2.4 The rights of PLHIV (see The AIDS Consortium AIDS Charter)
· People living with HIV and AIDS have the same rights to liberty and autonomy, security of the person and to freedom of movement as the rest of the population; they can reside, move, enter or remain in any area in the country.

· PLHIV have the right to access any form of treatment as well as the right to other health care services.

· They have the right to access information and the right to resources.

· They have a right to non-discrimination including in the workplace.

· They have the right to human dignity, freedom and, security. – they have the right to decide on issues like whether to get pregnant  or not and  other reproductive rights.

· They have the right to privacy –they are the ones to make a decision about disclosure and no one should force them to take an HIV test.

2.5 Involvement versus pity

One can ask this ‘when does support become pity?’ often people do not know how to react towards a PLHIV and in turn, might pity them instead of just offering them support.

PLHIV need to be treated as a whole, and not just as people who are infected with HIV, as the virus does not define who they are. They are individuals with aspirations and challenges, just like everyone else and should be treated as such.

They also still face other challenges not necessarily related to HIV, as they do not live in isolation. 

2.6 AIDS Consortium’s Involvement of PLHIV’S 


[image: image6]
The AIDS Consortium strategy is informed by the effects of what happens on a global, national, community and individual level in terms of HIV and AIDS. People living with HIV are at the core of our strategy and some are involved at an affiliate level, helping deliver and strengthen services in fighting the epidemic. 

In responding to some of the priority areas in the National Strategic Plan (NSP), the AC has been encouraging people to get tested by providing Voluntary Counselling and Testing (VCT) at our bua@AC sessions. Testing is the first stage to accessing comprehensive HIV health care services for HIV positive individuals and is the beginning of a conscious effort to remain HIV negative for those who fall into this group. 

The AC has also been encouraging HIV positive individuals to take charge of their lives by offering treatment literacy (including HIV management) trainings in different parts of the country. Acceptance of one’s HIV positive status is the beginning of the journey in managing HIV. It is for this reason that the AC saw an opportunity to introduce a forum for HIV positive individuals who living openly with their status, are leaders in the sector, are driven to achieve more and are self starters. This forum is for PLHIV and will be run by PLHIV themselves. This forum is meant to strengthen sharing amongst PLHIV, beyond issues concerning HIV in society, hence the concept of “Maitiso”. This is a platform to share the ‘good news’ stories of HIV, highlighting the successes in peoples live, beyond their status. This complements, rather than replaces, traditional support groups, which deal with issues of support and disclosure, etc. 
What is Maitiso?

“Maitiso” is a Setswana word meaning a place where people come together to strengthen one another in the African tradition of story telling, poetry and inspirational talks around the fireplace. The payoff line “The Strength of +ve sharing” reinforces the importance of coming together and empowering each other.
“Maitiso” is aimed at promoting disclosure, de-stigmatisation and normalising HIV. It aims to empower members in areas around but not limited to:

· Sharing success stories 

· Celebrating victories 

· Not being defined by my status
· Managing HIV/ treatment issues 
· Healthy living

· Achievement 

It is important to note that “Maitiso” is not a traditional support group and will not necessarily follow the support group structure, however will serve as a referral system for those who want to be referred to a support group in their area. It will complement existing support groups and may be the next step in the journey of living openly / self actualisation for PLHIV. 

Membership will be open to people living openly with HIV who are (or are aspiring to be) leaders/role models in their communities, striving for success, are self starters and are willing to share their experiences. They do not necessarily have to be affiliates of The AIDS Consortium, although affiliates are also welcome. Joining “Maitiso” is free and meetings will be held once a month on a Friday afternoon starting end of April 2008.

Joining of Maitiso

A form will be provided for interested persons to complete.

For more information on “Maitiso” you can call The AIDS Consortium’s offices on 011 403 0265 and ask to speak to Mr Kau Makgosa.

2.7 List of HIV and AIDS support groups in Gauteng

	Support group
	Contact person
	Contact details
	Area

	Vuselela Ulwazi lakho, Drop in centre
	Mrs C Sato
	Tel/Fax: 011 4625072 0835096648
	5489 Mayibuye, Ext 5 Diepsloot, Randburg, 2162

	Bantu Bambanani
	Phinah Roy
	Tel: 011 3101758 / 08299673621
Fax: 011 2616220
	523 Thuthukani, Ivory Park, 1685

	Tlhokomelang Sechaba
	Sylvia Choeu
	011 3102147 / 0721365309
	11605/1John Dube, Ivory Park

	Hope World Wide - Diepsloot
	Dr Mark Ottenweller
	Tel: 011 7942002

Tel/Fax: 011 7943009

0834455544


	115 C R Swart Drive, Sundowner, Randburg

Diepsloot

	Grace Community
	Christina Vouggiouklis 
	Tel: 011 7706297 / 0824945491
	140 Hunter Str, Bellevue East Johannesburg

	RHREDI
	Samuel Moiloa
	Tel: 0828312328
	Cnr 8th Rooseveldt Str, Alexandra

	Carletonville People living with HIV/AIDS Support
	Buti Alfred Kulwane
	Tel: 018 7834800


	Old East Clinic, Khutsong



	Ipabaleleng Care and  Support Group
	Thozama Jordan
	Tel: 011 9512205 / 0825053548

Fax: 011 6651781
	Jack Smith Building,Cnr Fontein and  Commissioner

Street,Mogale City

	Thembalethu Support Group - Lesedi
	Seipati / Joseph
	Tel: 0834848225
	Lesedi/Rathanda

	Zimbanathi - Kempton/Tembisa (Lethabong)
	Solomon Zimba / Phindile Mambulu
	Tel: 011 9257249 Fax: 011 9257249

0837259299/ 0731854238
	248 Isiziba Section, Tembisa

	Sizanane Community Network


	Shalotte Mahumane / S Kgarosi
	Tel: 0723169327

Tel/Fax: 012 7976143
	2276 Block F, Soshanguve



	Success Support group


	M Motsepe
	Tel: 0824078175 Fax: 012 3585539
	Makhubela Mini, Munitoria Mamelodi



	Siyanqoba - Brakpan


	Ruth Zulu / Pauline Nhlapo
	Tel: 011 8125146 Fax: 011 7383000


	Pholosong Hospital, Ndaba Str Tsakane

	Khanya Family Centre - Germiston


	Thebi Ramokgopha 


	Tel: 011 9050915 Fax: 011 8737020


	824 Ramokonopi East P.O. Katlehong

	Tshegetsanang Support Group Sharpeville
	Pepetua Mpila  XE "Support groups:PLWHA" 

	Tel: 0834815611


	8123 Sharpeville



	Westbury Aids Support Group
	Glenda Constance


	Tel: (11) 4777825 / 0836452177
	64 Steytlers Street, Newclare

	Berea Home of Hope


	Khanyisile Motsa 


	Tel/Fax: 011 4025862 0732502086


	10 Hatfield, Berea, Johannesburg




2.8 Conclusion

People Living with HIV are experts of their own lives and hence have naturally inherent rights to contribute in decisions that shape their dreams and determine their future. 

Involving PLHIV in HIV and AIDS programmes is a principle that aims to realize the rights and responsibilities of people infected with HIV, including their rights to self-determination and participation in decision-making processes that affects their lives. In these efforts, GIPA also aims to enhance the quality and effectiveness of the AIDS response.  (UNAIDS Policy Brief: The Greater Involvement of People Living with HIV. Geneva. Switzerland)
2.9 References
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3 SECTION C: Minutes of the February BUA session

Background and disclaimer
Bua is a Sotho word meaning, “talk”; it was commonly used at activists’ meetings in the apartheid struggle. When one was making a valid point and the supporters wanted to support his/her statement, they would just say “bua”, which encouraged freedom of expression. These sessions also encouraged networking, comradeship and skills transfer. This epitomises the AC monthly meetings, hence – bua@AC.

The AIDS Consortium bua sessions stand out as a pioneering initiative, bringing together over 100 HIV and AIDS and human rights activists monthly to discuss topical issues, hence a different theme each month. These have taken place for 16 years and are thus renowned in the sector. 

The objectives of these bua sessions include, but are not limited to: 
Networking and community profiling platform for affiliates 

Forum to promote discussion and debate on topical and controversial themes, driven by the affiliate body.  

Skills transfer and sharing the latest HIV and AIDS information through researched information presented at each meeting in an information pack 

Mechanism to share community news and events
A place to express views, which can influence strategy at local, provincial and  
national level. 

Our mandate is therefore to stimulate debate and controversy, so that together we can eradicate confusing messages, myths and beliefs that continue to drive incidence, human rights violations and  stigma and  discrimination. All views are therefore heard, debated and captured. 

Please note therefore, that the views expressed in these minutes do not necessarily reflect those of The AIDS Consortium. 

Please feel free to engage with the AC team for further clarity on any topical information. 

Further information is available through our Resource Centre (library, distribution, and cyber café)  
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Minutes of The AIDS Consortium BUA session

Date: Tuesday – 26 February 2008

Time: 12h00 – 14h30

Venue: Hillbrow Health Precinct

Welcome:   

The chairperson welcomed everyone and asked that we sing the national anthem. He apologised to people for starting late and pointed out that we will have some minor adjustments in the agenda.

Tribute by candle light:

“We light a candle to pay tribute to people who have lost their lives to the epidemic and as an expression of solidarity in the fight against AIDS, stigma and discrimination” 

1-minute silence.

Kau Makgosa led the tribute.

Kau made an announcement about capacity building assessments and spoke about orientation and contracting. He pointed out that there were some outstanding contracts and indemnity forms. Some people had requested a letter of invitation to invite their board members; this which was now made available at this meeting. Other relevant documentation was also available, so those who had not completed those documents were asked to do so by the end of the meeting – this could be done through the training department.

Apologies: 

· Rose Thamae from Let us Grow

· Steve from OUT

Adoption of previous minutes:

Abednigo Matu from Alexandra adopted the minutes and Bruce Ngwenya from HAPYD seconded the adoption
Introduction of all present: Let’s meet one another! – Warm up

The chair person asked for an indication of people who were attending the AC meeting for the first time. A show of hands indicated more than 20 new attendees. People were asked to introduce themselves to people they did not know. There was a buzz with people introducing themselves.

Gerard was asked to do a drum beat

He referred to something he was thinking as he was driving to the venue: the sun moves around the earth (creating night in one place and day in another) and therefore creates a rhythm, and if this was not so, the universe would be out of sync (synchronisation). He spoke about the drum and the rhythm of what is happening within the field of HIV.

He asked people to close their eyes and imagine their organisation; the fact that they were at the bua session indicated that they are in sync with the rhythm of the fight against HIV. He indicated that in some cases the rhythm might be fast or slow, but that it was important for everyone to be in sync with it (no matter how fast or slow the rhythm is) by responding to the calling in the fight against HIV and  AIDS in their respective communities. He assured the attendees that their work was important and complements the work of the AC. He further encouraged the attendees to respond to the rhythm by always heeding the call to attend the AC bua sessions. 

The chairperson reminded the meeting about the wall of remembrance where we were meant to write the names of those we had lost to the epidemic. He asked the meeting (of those people who were in attendance for the first time) to introduce themselves. A gentleman by the name of Mohau Mehani from CYMC introduced himself and pointed to a gentleman that he met and said that he took the contacts. 

A lady by the name of Simphiwe Mohamane from Open Disclosure Foundation introduced herself also met that she and would like to keep in touch with.  Naomi Malapile from Tshidisanang Home Based Care introduced herself and her friend Thandi Maseko from Siphesihle Home Based Care (HBC) who invited her to “come and experience beautiful things”.
Women living with HIV and their rights to have healthy children – Gladys Nikelo

In introducing the speaker, the chairperson spoke briefly about the stats of the Ante-Natal Clinics (ANC). He then introduced Gladys Nikelo from Positive women’s network. 

Gladys spoke about the right of HIV positive pregnant women to healthy children and correct information around their situation. She indicated that the availability of the PMTCT (Prevention of Mother To Child Transmission) programme makes having healthy HIV negative children possible.  She spoke about the responsibility of the pregnant mother to seek information. “I am HIV positive and have two children who are HIV negative” she said, and “I am speaking about PMTCT from experience. It’s okay to be HIV positive and get pregnant”. She further said that women must value their lives and seek information about their health (HIV positive or not). 

The chairperson reiterated what Gladys said and indicated that women have the right, choice and responsibility to have children (HIV positive or not).  He pointed out the possibility of an HIV positive woman to have an HIV negative child.

AC Messages around PMTCT – Denise

The chairperson reminded people about the messaging. He asked Denise to take this forward.

Denise introduced the topic and noted a query raised by AC team on mother to child vs. parent to child and told the meeting that we (AC) chose to stick to mother to child because we are talking specifically about the different modes of HIV transmission from the pregnant mother to the unborn child, or the breast feeding mother to the child. She spoke about the link between last month’s poster, which was about testing but featured a pregnant woman and indicated that this month we expanded on this by looking at the man’s role in PMTCT.

She spoke about the previous month’s poster and explained the rationale around the “life at the end of the test” and how we chose to use the pregnancy as a time of new life.  

She spoke about shifting the mindset around HIV; for years, society has accepted people dying from AIDS related illnesses, yet this is not necessary with the availability of anti retroviral treatment (ART). Similarly, children born to HIV positive mothers don’t have to be HIV positive. She then called upon all present to take this message forward, in a spirit of ongoing activism and not to be complacent. She spoke about Dr. Coovadia, who would be present later in the day to share new guidelines of PMTCT and used this to illustrate how policy and practice are two different things. She referred to South Africa having one of the best constitutions in the world, yet this is not always reflected by the practice and on the ground (the implementation thereof). She then said that it is up to all people present to make sure that the new PMTCT guidelines, encompassing dual therapy, is communicated to the communities and we play a key role in ensuring that it is put to practice. 

She asked people to break in small groups of three or four and talk about what are the inhibitors to accessing PMTCT, and talk about the posters and messages and how we take them back to community in a powerful voice.  She gave 5 minutes for the discussions.

Feedback:

Denise indicated that the discussion around inhibitors would be continued later in the programme and that the intent of this introduction was to stimulate discussion and thought in this regard.
Insights on the messaging (feedback from the floor):

Life at the end of the test:

· The problem with the poster is that, there should be an institution for babies that could look at the implications of this. Do these children survive beyond the age of five? During labour there is  lots of negligence 

· The way I see it. The mother is excited about having the child and is preparing herself and she went to test and she discovered her HIV status and she can now face her challenges. Either way, the mother is prepared for the consequences. 

· For us it is similar to group one, encourage mothers to test and even if you are HIV positive you can have a healthy baby. It also indicates protecting children

· To me the point is - It’s good for mothers to test, but there are a lot of complications, because she will be rejected by the father and looking at taking the responsibility. It is important for mothers and  fathers to go together to test, so that there will be easier communication

The group moved on to the discussions around the second poster. Denise acknowledged that responsibility for having HIV free children does not only rest on the mother’s shoulders and acknowledged the many other challenges that women are faced with.

HIV FREE CHILDREN, BOTH OUR RESPONSIBILITY (feedback from the floor):

· I could say, the mother has gone to test and she is HIV negative and she decides to breastfeed the child. It is the father’s responsibility to stay negative during the time that the mother is breastfeeding. 

· Even if the lady is HIV positive, it does not mean that the child will be HIV positive, the father has to support the mother and the baby. If the mother is HIV positive and is weak, then the father has to come to the party to help the child grow. 

· To me it is showing the warmth on the family showing that men can also be responsible and  loving – gone are the days where men are thought not to be responsible and  loving

· Cynthia from Muslim Aids Programme said that women needed to make sure that their partners or husbands go with to the Ante-Natal Clinics; the responsibility lies with both parties to show support for one another. 

· Lesiba Moleko Komelane from Themba Interactive Theatre: The picture says that, before we even go into this decision (of having a baby) we need to go and  test, it is important that we take our partners to the clinic and  it is the responsibility of both parties to go to the clinic, it should be compulsory for both to test. 

· The picture can be described in two words, responsibility and  accountability

· Boy Mabeta from Mo-Afrika Ithlokomele supported the previous statement saying it is easy to make the conclusion of jumping to sex “especially we, men”, than to plan going to test. We need to understand each other and I appeal to women to encourage the men to go and test. 

We appeal to affiliates that should they want to endorse specific messages around future themes, they should contact Rhulani.

The chairperson wrapped it up by pointing out that PMTCT is both our responsibility. 

“Let us stop testing ourselves by looking at our partners. He also appealed with people to come to the Ac to utilise our resources.

Personal profile – Winnie Riba

Sanibonani, my name is Winnie Riba and I work for Community Health Media Trust (CHMT) and have been under their employ for two years and have been an AC affiliate for three years (including CHMT) and four years as an affiliate at TAC. I am here to talk about my experience. In 2000 I got pregnant and I knew my status, but not too sure at the time as I was in the window period. I had a very strict father whom I did not know how to tell, and I had to talk to my mother - to tell her I am HIV positive. She was very encouraging to me. When I discovered that there were medication options (AZT or Nevirapine), she encouraged me to make my choice. I then went on nevirapine. Just before I had my baby, they gave me AZT to swallow and I had a healthy child. She is now 7 years of age (almost 8 years) and is HIV negative, but as she grew, she developed something called Ostomalitis (can the doctor from Coronation please clarify what Ostomalitis is). I was scared as I thought these were HIV symptoms because I couldn’t describe what it was. As time went by, she survived ostomalitis, and she survived HIV – she’s HIV negative. At the clinic where I work (Thembisa), I pride myself of the fact that people come to me for information. I am proud of the organisations TAC, AC and CHMT because they have made me who I am today.  

Personal profile – Fikile Mazibuko

Good afternoon, my name is Fikile Mazibuko from Philani Support Group in Ivory Park II.

I tested in 2002 when I was pregnant, and they (the clinic) did not give me counselling and at 7 months, they gave me nevirapine so that the child can be protected in my tummy. At 9 months, I went to Thembisa hospital and I told them that I am on nevirapine and upon checking the baby’s heart beat; they discovered that it was slow; I was then taken in to have a c-section. I had the child and as I speak to you, my child is five years old and is healthy, HIV negative and is going to school next year. 

The chairperson asked that we sing a song 

Sicela kuwe pilisi (we ask you tablet)

Silamulele pilisi (be our saviour tablet)

Experience on the ground – open floor discussion 

Why do we not have guys to come and give testimonies? question by chairperson

It is the father’s responsibility, they should also go for VCT, and  it should be encouraged  for both mothers and  fathers. How viable is it for fathers to go for VCT? How are we as communities, going to encourage fathers to go for testing? For every 13 women who are HIV positive, there are 10 men who are HIV positive. Let’s discuss this 

Comments:

· Boy Mabetha from Mo-Afrika ithlokomele. Let me tell you my story, I was released from prison in 2005 and I was always going for HIV testing. I met a woman who came from an abusive relationship; we have been together for three years now. During the years, I found out that she is HIV positive, but I did not run away or reject her, I tried to encourage her and took her for treatment, and everyday I encourage her to take her medication. Since I encourage her with a lot of things (eating healthy etc), her CD4 count has improved to over 500. As for me, I have been going for VCT every six months and I am still testing HIV negative. There are a lot of things that have been happening, but she is a survivor and  I try to remain faithful to her and  having said this, I would like to encourage men to go for testing and  not to run away – this is my encouragement to all men! 

· Jabu from Tsabotsogo organisation: Before I talk about men, I want to talk about women. Someone said that before you have a child you have to plan, my concern is that there are people who cannot talk (the deaf), how will they access information? I remember at the previous bua, there was a guy who cannot talk and there was a lady who was interpreting for him, if there is such a situation and those people don’t know about any of these things, what are we saying to those people?

· Josiah was working for a doctor in Hillbrow, which is where he met some HIV positive people, and  he worked there for some time and  that’s when he joined the AC, it was four years ago. I would like to share my experience: I am living with a stepdaughter and her mother and  I both went for tests and  we were both negative, as time went by, our daughter started showing symptoms of HIV. Through information from AC and  other organisations, we had information and  we encouraged her to test, which she did and  discovered that she is HIV positive, and  her CD4 count went down to 2 and  since she started ARVs she became better, her CD4 count went up and  she became jovial and  got a job at Standard Band and  she is now doing very well and  has since left standard bank and  last year when she got her bonus she bought a Polo car.  That is my experience and that is what I went through and I applaud the AC and all the other activists.

· Abednigo form Alexandra: Mine is to give thumbs up to AC. Most has been noted on the minutes in the previous minutes and the issue of assessors who intimidate people. As far as the deaf people are concerned, plans are stated in the previous minutes of AC’s intentions. I am also happy to see page 18, if it was already a reality, I would be very happy.

· Vusi from Bophelo Foundation: We do VCT and issue ARVs, the problems we have encountered is that women who are on ARVs get pregnant every month because they say their partners are beating them up when they insist upon condom usage, and these women are afraid of going to the gender violence organisations. On the other hand, there HIV positive women who bring their partners to the centre. We try to encourage all the people who come to the centre to adhere to their medication. Vital junction in Kwa-Thema is a good one and  assists us with a lot of things

· Amajita no ku testa (guys and testing): most of the people who deal with HIV are women and the problem with going there is just that. Women talk and if you go there you are afraid that they will tell people about what happened. Men need to be encouraged to come and work in the field. Let’s encourage people who are passionate to come into the field; people should not do this for the Benjamins. These need to be people who are eager to work. Most guys think that it is better not to test and to die not knowing. The picture there speaks to me because it is someone I know and  can identify with other than speaking to someone I don’t know e.g. Zola 

· Mine is just an appeal; when we give testimonies, let us give the correct picture so that people can learn from them

· VCT and men! When go to men and  ask them to test, we encounter a problem - the people who work in the VCT centre are women from the location, which makes it uncomfortable because they are local people and  men don’t feel comfortable tackling these kinds of issues with them. The difficulty in Spruit (the place) is that men go to the clinic to test and  they do not go back to the clinic for the results

The chairperson posed a question:

In the struggle days there were different structures that were formed. As one person said, each and every generation has its own revolution. What am I doing to correct the situation? What are my inputs? This should not be their thing it should be mine

Response:

· I will respond to the question by asking, who regularly go for tests? Women are the ones who regularly go for tests because they are more aware and they care about their bodies. Men have been institutionalised by culture not to go for testing, where it says, men are strong and they persevere or tiisetsa. As a man, it is very difficult to be tested or checked by a woman; that is only done when one is facing death. We then have to take away this culture and destroy it. The spreading of the virus is encouraged by the fact that men are afraid of being tested or examined by women. 

The chairperson posed more questions and made some comments:

· Women are more responsible than men, they take responsibility for their lives even if they are afraid to disclose their status

· Gender and culture, play a huge role. Being tested by a woman. The people who hate the westernised way of doing things go to sangomas, and  most which are females, but when they go for VCT they don’t want to be examined by women

· Are we winning the battle of bringing men to the party?

· During the assessments for capacity building, we always asked, are there no males in this organisation? Where are the men in the community? Are they not affected? What are we doing as men to spread the message? 

Comment from the floor:

In saying something about men; men are rational and they always try to logically justify things. Everywhere you go, women are in the majority, but when you go to taverns, men are in the majority, in the stadium, men are in the majority. This is because men always want to find an excuse for being busy. Men like those that are here, can encourage those men out there to stop making excuses. Men must stop justifying and having excuses!

Announcements

· Committees (we’re waiting for people to enrol)

· AC move – end March 

· Messages – it was announced earlier that if you want to endorse   AC message, you should contact Rhulani Lehloka

· Affiliates are encouraged to come to the AC offices to utilise the resources (Cyber Café, library and  distribution) 

· More information packs at the back of the room for those who did not receive on their way in

· Dr. Ashraf Coovadia is running late, but will be here

· Oscar Martin at Nkosi’s Haven sadly passed away in a car accident two weeks ago; condolences to family, friends and colleagues
· Last Thursday the AC was involved in a picket organised by the Progressive Women’s Movement, there will be another picket, the march will take place at the Noord taxi rank at 10h00 on the 6th of March, purpose of which is to object against the gender based violence and abuse of women by taxi drivers (The miniskirt incident in particular) 
· Abendnigo Matu: On the 26th of March there will be a gathering (hosting the president of the Ford Foundation) in Alex MPCC community centre at 11h00. This is made possible through the assistance of the Kagiso Trust.

· When we go home, we should think about establishing a unit for new born babies, we don’t have a unit at the moment and  such a unit can help protect the babies. 

PMTCT guidelines – how real practice links to policy – Dr. Ashraf Coovadia

Denise introduced Dr. Coovadia as one of the finest HIV paediatricians in South Africa, an avid activist, a world class authority on PMTCT and representative of SANAC for the Children’s sector. She indicated that he played a leading role in developing the newly adopted PMTCT guidelines, which he was here to share with us. 
After introducing himself, Dr. Coovadia indicated that - like all good policies, there is a need for implementation and this bua meeting is the forum that can ensure that this happens. 

Please see attached presentation 

Some highlights in the presentation – stats HIV positive babies born: 
One in hundred 1991

One in ten in 1997

One in three in 2006

25% means 200 HIV positive babies born per day

Q & A

Question: Joe – dual therapy: we are passing messages to our communities that mono and dual therapies are not good for people who are HIV positive. What does this do to the mother? 

Answer: Resistance is the risk. Nevirapine on its own; half the women had nevirapine resistance, it stayed in the body for a while. Over time the resistant strain withers away, for the resistance to remain, you need to be continually exposed to the drug, but in the context it is being used now, after six months, the mother will not be resistant to the drug. 

Dual therapy may reduce the amount of women who get nevirapine resistance. If the woman needs treatment, they could either put her on a different regimen or delay the treatment for six months. If you give one more week of AZT and 3TC for one more week

Question:  Is it true that Nevirapine must be given once in one’s lifetime? 

Answer: The risk is resistance. If the woman has not been exposed to nevirapine in two years, then she can be given nevirapine again. 

Question: When I was going for labour, there is an ointment or liquid that they used on me, it’s itchy, what is it? It looks like something they prepare you with?

Answer: There was a practice that is called vaginal douching which was a trial; this should not be done anymore, as it is not policy.

One important message from doctor: In order for this to work, the testing rate has to be more than what it currently is. Men should also encourage their pregnant partners to test! 

Sadly there was a time constraint so, and the chairperson asked those who still had questions to see the doctor after the meeting, as he would still be around. The doctor’s details were displayed on the screen and are also available in the presentation. 

The chairperson thanked everyone for coming to the meeting and announced that lunch would be served outside. 

Date of next meeting: 26 March 2008

The meeting was adjourned at 15h00
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4 SECTION D: Attendance Register

Attendance register of The AIDS Consortium BUA session

Date: Tuesday – 26 February 2008

Time: 12h00 – 14h30

Venue: Hillbrow Health Precinct

	No.
	Name & Surname
	Organisation

	1. 
	Carol Dyantyi
	Ikageng Itereleng AIDS Ministries 

	2. 
	Keagile Moleke
	Vital Junction

	3. 
	Brenda Nkabinde
	Vital Junction

	4. 
	Minnie Themba
	Africa Vuka Foundation

	5. 
	Nokuthula Sidondi
	Luthando

	6. 
	Poppy Themba
	Thalitha Kumi

	7. 
	Eunice Mabaso
	Siyakhula Children Home

	8. 
	Lifa Masina
	Veritas Charity 

	9. 
	Jonathan Booi
	Veritas Charity

	10. 
	Hlobisile Ngidi
	Y.I.M Health

	11. 
	Thembela Gogela
	I.C.C.M

	12. 
	Emily Kokoana
	Nthabiseng Community Centre

	13. 
	Charles Sekwati
	E.H

	14. 
	Gift Malapane 
	Ikemeleng HIV and  AIDSProject Developers

	15. 
	Papa Radebe
	A.M.H.O

	16. 
	Quinton Mokoena
	Soweto Care Givers Network

	17. 
	Rhulani Lehloka 
	AC

	18. 
	Nokuthula Mfaku
	AC

	19. 
	Alertha Khumalo
	Infinite Passion

	20. 
	Peter Mpanza
	Holy Hands Care 

	21. 
	Mud Merwe
	Infilliater

	22. 
	Mtlomelo Jessie
	Infilliater

	23. 
	Maki Moeketsi
	Mookodi CHC

	24. 
	Milford Mahutsiwa 
	Mookodi CHC

	25. 
	Sello Sehanka
	Vaal Echoes Of Love 

	26. 
	Tu Paslina 
	Africa Vuka

	27. 
	Christina Maselwane
	Africa Vuka

	28. 
	Jabulani Khumalo
	Masathongo Shamanic Institution

	29. 
	Patricia Bikwani
	Masathongo Shamanic Institution

	30. 
	Thabo Stephen Kunene
	Meadowlands SAPS Trauma Office

	31. 
	Thembakazi Maqungu 
	Gugulethu HBC

	32. 
	Thandi Maseko 
	Siphesihle HBC

	33. 
	Naomi Malapile 
	Tshidisanang HBC

	34. 
	Cynthia Maqungu
	Gugulethu HBC

	35. 
	Yoliswa Sefa
	Ikusasa Lethu Youth

	36. 
	Belina Nete
	Tholwana Tsa Kopono

	37. 
	Lydia Mokgokoloshi
	Good Hope Home Based Care 

	38. 
	Anna Matumba 
	Good Hope Home Based Care 

	39. 
	Ntini Bareng
	Individual

	40. 
	Joe Manciya 
	Informed Choices

	41. 
	Peter Mabena
	Thlokomelang Sechaba

	42. 
	Caroline Vuma
	Amurt Ahanang

	43. 
	Lydia Mangena 
	Mountolive

	44. 
	Thembi Manana 
	Amurt Ahanang

	45. 
	Dan Moaletsi 
	CYMC

	46. 
	Mohau Mehani
	CYMC

	47. 
	Jones Moima
	CYMC

	48. 
	Germinah Makhetha 
	Individual

	49. 
	Ruth Motlhale
	Sedibeng SCP

	50. 
	Margert Mthimkulu
	Sivusithemba HBC

	51. 
	Nomsa Magqashela 
	Jabavu Tholi Mpilo

	52. 
	Geraldine Meintjies
	EPW.Fomm.

	53. 
	Bruce Ngwenya
	HAPYD

	54. 
	Willy Kgosana
	Peco

	55. 
	Richard Moloi
	Home Of Saint

	56. 
	Winnie Rose Riba
	CHMT

	57. 
	Vusi Msiza
	Bophelo Foundation

	58. 
	Nombulelo Mndubo
	Sivusithemba HBC

	59. 
	Ntombizodwa Mashinini
	SAPS Youth Desk M/Lands

	60. 
	Josian Nxumalo
	SELF

	61. 
	Abeda Davis 
	Eldorado Park Women’s Forum

	62. 
	Elias Molokomme
	Tshifhiwa HBC

	63. 
	Nomsa Chauke
	Simunye S.G

	64. 
	Mathabo Masapho 
	Home Of Saint

	65. 
	Aubrey Masombuko 
	Vital Junction

	66. 
	Kedibone Tshetlo 
	Vital Junction

	67. 
	Lorraine Koape
	Lethi Ithemba

	68. 
	Martha Ntilashi 
	K.A.C.P

	69. 
	Joyce Labelo 
	K.A.C.P

	70. 
	Nombongo Majola
	Kwaze Kwasa HBC

	71. 
	Patricia Msomi 
	Mbonisiwe F.C

	72. 
	Valencia Malaila 
	Kwaze Kwasa

	73. 
	Grace Solwandle
	Lukhanyo HBC

	74. 
	Xolile Zambe
	Vital Junction

	75. 
	Musa Williams
	Vital Junction

	76. 
	Michael Booi
	Veritas

	77. 
	Joan Wessels
	Breaking The Silence

	78. 
	Doris Khumalo
	Philani S.G

	79. 
	Nolufefe Mthembu
	Philani S.G

	80. 
	Happy Zimu
	Philani S.G

	81. 
	Nelisa Ntuntu
	Philani S.G

	82. 
	Hlangabeza Mba
	Cosac

	83. 
	Rev Pheto
	ICCM

	84. 
	Savious Kwinika
	CAJ News Agency

	85. 
	Portia Joyce
	C.O.J Health

	86. 
	Rosemary Khale
	Philani S.G

	87. 
	Bongi Mkhize
	Philani S.G

	88. 
	Goodness Mtoho
	Philani S.G

	89. 
	Luvo Dlikilili
	Cosac

	90. 
	Simphiwe Mohamane
	Open Disclosure Foundation

	91. 
	J.R Selemela
	Themba HIV and  AIDSOrganisation 

	92. 
	Roy Naidoo
	AC

	93. 
	Valencia Malaza 
	CARE

	94. 
	Joanna 
	Step By Step

	95. 
	Cindy Mzukini
	Philani S.G

	96. 
	Thobile Mangele
	Philani S.G

	97. 
	Phindile Mlangeni
	Philani S.G

	98. 
	Simon Mabuza 
	Philani S.G

	99. 
	Buhle Mpofu
	Uniting Presbyterian

	100. 
	Laura Lopez 
	Plus News

	101. 
	Tsietsi Masiu 
	Masibambane CC&S

	102. 
	Martha Legong
	AC

	103. 
	Vangile Mthethwa
	AC

	104. 
	Nomah Mdakane
	Entendeni Yesandla

	105. 
	Charles Tsotetsi
	Sakhisizwe HBC

	106. 
	Boy Mabeta
	Mo Afrika Thlokomela 

	107. 
	Thoko Mndaweni
	Borwa F.S

	108. 
	Tintswalo Masia 
	Tsogang Sechaba

	109. 
	Sophy Mathebula
	Tsogang Sechaba

	110. 
	Lesiba Moleko Komelane
	Themba Luteractive Theatre

	111. 
	Joyce Sibiya
	Sakhisizwe HBC

	112. 
	Evelyn Saohatse
	Diakonia Aids

	113. 
	Ntsiki Nxiweni
	Borwa

	114. 
	Jabu Makgalemela
	Individual

	115. 
	Linda Motaung
	Sabelani

	116. 
	Nonzolo Mgcina
	AC

	117. 
	Denise Hunt
	AC

	118. 
	Nthabiseng Rantla
	Twalanani

	119. 
	Thabisile Dlamini
	CHMT

	120. 
	Crown
	Hillbrow Hope

	121. 
	Emily Pitso
	Sakhi Sizwe

	122. 
	Justin Edropia
	Individual

	123. 
	Letticia 
	Pimville HIV/AIDS

	124. 
	Faith Mthebu
	Basadi Ba Tokollo

	125. 
	Tshidi Lekgazi
	Pimville Call Group

	126. 
	Hopolang Mothibeli
	AC

	127. 
	Design Mohlala
	AC

	128. 
	Thembi Sgudla
	Somelele

	129. 
	Mpho Mokolomakwa
	Somelele

	130. 
	Naniki Bapela 
	Mary’s Community Centre

	131. 
	Makgauta Matsiwa
	Youth For life

	132. 
	Segametsi Shumang
	Youth For life

	133. 
	Harold Ginya
	Umunyezane

	134. 
	Angelina Makgato
	Umunyezane

	135. 
	Rebecca Kubheka
	Umunyezane

	136. 
	Cynthia Sithole
	Muslim Aids Programme

	137. 
	Phumza Mbeleso
	MAP

	138. 
	Nobathini Pini
	Ikemeleng

	139. 
	Yngve Sjolund
	CD4 Magazine

	140. 
	Happy Maqobane 
	Tebohong Youth Project

	141. 
	Puleng Shuping
	Sakhi Sizwe

	142. 
	Jean Pierre Sendwe
	IND

	143. 
	K. Mehlomakulu
	Sibonani Wellness

	144. 
	R.Mbamba 
	B.Y.T.G

	145. 
	T.Kona
	B.Y.T.G

	146. 
	Daniel Opara
	Individual

	147. 
	Ntokozo Tshabalala
	AC

	148. 
	Kau Makgoso 
	AC

	149. 
	Mbongiseni Mtshali
	Mo Africa Ithlokomele

	150. 
	Victor Sibeko
	Wide Horizon Hospice

	151. 
	Joyce Lefakane
	Naka Isizwe Sethu

	152. 
	Modiehi Khanye
	Naka Isizwe Sethu

	153. 
	Bheki Mkhize
	Cushian Church

	154. 
	Paballo Moueuengoane
	T.S.G

	155. 
	Gloria Dlalisa
	Humana People To People

	156. 
	Maggie Mathenjwa 
	Humana People To People

	157. 
	Amos Mkhabela
	Philani Support Group

	158. 
	Annastasia Sibeko 
	Soweto Home Based Care 

	159. 
	Manana Monareng
	Oxfam GB

	160. 
	Sifiso Miya
	Zenzele Home Based Care 

	161. 
	Solly Matile 
	AC

	162. 
	Bongani Sithole 
	AC

	163. 
	Linda Mkhwebane
	Carobeam Youth Outreach

	164. 
	Giver Nkone
	Carobeam Youth Outreach

	165. 
	Bafana Malakoane 
	Tsogang Community Project

	166. 
	Phillip Mthethwa
	Tsogang Community Project

	167. 
	Patricia Sikhosana
	Sabelani

	168. 
	Gladys Nikelo
	PWN

	169. 
	Sindiswa Ngcongco
	AC

	170. 
	Joseph Dithako
	AC

	171. 
	Gerard Payne
	AC

	172. 
	Ivy Hammond 
	Emmanuel

	173. 
	Ouma 
	ORTSA

	174. 
	Nomandla Mathabo
	ORTSA
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