ENTSHONGWENI COMMUNITY (WARD 7)

First HIV/AIDS WORKSHOP REPORT

DATE:
19 SEPTEMBER 2002

BACKGROUND

This workshop was held following a series of meetings in the community and with government department officials and community stakeholders such as the Ntshongweni HIV/AIDS Support Group. These meetings aimed at enquiring about HIV/AIDS services offered by these institutions and the community itself. In the process of these meetings a number of stakeholders were identified as important in strengthening the fight against HIV/AIDS in the community.  Internal stakeholders were those based within Entshongweni community area, like community organisations, their structures and leadership. The external stakeholders were those from the private sector, governments departments and Non-governmental organisations not based in the area (See the stakeholders’ list appendix 2). 

Following from the consultative meetings that the Centre for HIV/AIDS Networking (HIVAN) had in Entshongweni, one of the community organisations, Entshongweni HIV/AIDS Support Group, requested that HIVAN, assist with the facilitation of a community wide workshop.  HIVAN responded positively. This workshop took place on 19 September 2002 at Entshongweni Hall (see workshop programme appendix 1).

The workshop report

Introduction

The workshop was attended by people from different areas such as; Cliffdale, Kloof, Bux Farm, KwaNdeni, Salem, Toni, Ezakhiweni, Hammarsdale, Shongweni Dam, Ntamntengayo and other areas in Entshongweni like, Luthuli area, Sbomvini, Magaba, Mbiza, Engqathu, Ewathangeni, Esivivaneni, E17 area and KwaDlwembe community. Adding to the audience of about hundred people, were representatives from NGOs and government departments. 

Presentations

Welcome

The days programme was opened with a prayer from one of the participants. 

Brenda Lock (Embo Craft)
Embo Craft, represented by Brenda Lock, then presented on Embo Craft’s work in the area and how its work relates to HIV/AIDS. Brenda explained that Embo Craft employed more than five people who are trained to teach others how to create craft work. They also do life skills training into which they introduce an HIV/AIDS component.  Their trainees then go on to learn how to train other people in their communities. Embo Craft is situated in Hillcrest and provides a means of income generation for the many job seekers that have recently moved into the Valley of Thousand Hills area. Embo Craft has focused on skills training for women, recognising the fact that it is often the women who hold the responsibility of providing for their families material needs.  Based on a Christian perspective, the programme aims to increase self-esteem and teach people skills that they may use to access future employment. Part of this training is in the development of marketing skills so that they can market their wares to retail outlets and potentially establish overseas markets.  

Councillor, Mr Fani Moyo (Ward 7 Councillor)

Mr Fani Moyo, the area Councillor responsible for Ward 7 then addressed the workshop. He introduced the programme for the day and requested that all workshop participants use this opportunity to contribute much to the workshop.

Mr Moyo gave a brief account of the land reform process to date.  He indicated that the land reform process involved 200 beneficiary households who are specifically located at Ezakhiweni area within Entshongweni. This reform process was as a result of the request of the community and was being carried out with assistance from the Communal Property Association (CPA), a legal entity who ensured that that targeted people eventually benefit from the land reform process. The CPA is Chaired by Mr. Victor Sibiya.  The Councillor explained that although Ezakhiweni people will benefit from the land reform process, because of the severity of HIV/AIDS epidemic, people who are suppose to benefit are dying. The result is that many households are struggling to meet the requirements that would enable them to be beneficiaries. Poor health and lack of food are major problems where parents or bread winners have passed away.

The Councillor outlined the background to the 19 September workshop, saying that the initiative started when the National Department of Land Affairs HIV/AIDS desk (NDLA), planners from Provincial Department of Land Affairs (PDLA), the Outer West Municipality, HIVAN, Embo Craft, SARPN (SA Poverty Reduction Network) and the Valley Trust, came together earlier in the year to offer assistance to the PDLA in developing a strategy to effectively combat HIV/AIDS at a local level. Ezakhiweni area was chosen as pilot site within Entshongweni Community for this initiative as this was an area in which the PDLA was working on a land reform and livelihood creation process.

Councillor Moyo noted that the above stakeholders asked HIVAN to undertake some initial activities in the area.  Essentially HIVAN’s role was to conduct a number of consultative meetings with local stakeholders in order to ascertain who was doing what in the area with respect to HIV/AIDS.  Both Councillor Moyo and the Ezikaweni HIV/AIDS Support Group assisted HIVAN in this process.  This process involved several meetings with the PDLA represented by Zama Khumalo, the District Land Planner, and other stakeholders, including HIVAN. The main concern in these meetings was how the stakeholders would collaborate in their effort and help people of Entshongweni, especially in Ezakhiweni area. These consultations concluded that an HIV/AIDS workshop should be held with the broad objective of sharing knowledge and providing a meeting ground for the integration of HIV/AIDS community development programmes related to HIV/AIDS. 

The Councillor concluded that it was now the responsibility of the people present at the workshop to participate and suggest ideas that would help take the work being done forward, so that people could be saved from this pandemic. He warned that party, sectarian and ethnic politics did not have a place in the work that was to be done from this workshop day forward.

Hopewell Moses (The Valley Trust)

Mr Hopewell Moses, from The Valley Trust, presented after the Councillor. He gave information on transmission of the HI Virus and some programmes that The Valley Trust were currently working on. He said The Valley Trust identified youth and men as a major focus of their HIV/AIDS intervention programme. He noted that youth are most vulnerable to infection due to their sexual behaviour; and men are targeted because they can play an important role in radically affecting the spread of the disease.  They also run programmes that help the community face related problems and enable them to respond more effectively to HIV/AIDS, for example interventions focused on Behaviour Change, and Home Based Care.  He mentioned that all their programmes are targeted to specific groups and areas including commercial workers, schools, Community Health Workers, traditional leaders, churches, taverns owners, taxi drivers, soccer players and the youth.

On behaviour change he said mere access to HIV information does not necessarily lead to behaviour change. Therefore the Valley Trust used a wide range of measures to facilitate behaviour modification. An example given was interactive drama that portrays life experiences that expose individuals to HIV infection.  This is used to allow the audience to explore alternatives to unwanted or unsafe behaviour. Sports and recreation programmes are also run with the aim of re-channelling energy into alternative and healthy outlets.

The Department of Health (DoH) has also approved the Valley Trust as a Voluntary Counselling and Testing (VCT) site. As a result the members of the public are encouraged to come and have their HIV status tested for free, with the results and pre- and post- test counselling available immediately. Personal information kept confidential at all times. Support Groups are encouraged and formed for those individuals that are HIV positive.

Hopewell also talked about training that is given to Home Based Carers so that they can help the overwhelmed government health system and its facilities due to a number of HIV/AIDS infected people that cannot be helped in hospitals. 

The Valley Trust encourages partnerships because they recognise that one organisation cannot fight the pandemic alone. The Valley Trust have formed partnerships with Provincial HIV/AIDS Action Unit, DramAidE, Department of Health, Amakhosi and other Traditional leaders.

Finally, Hopewell spoke about how the virus is and is not transmitted.  He focussed on how it is not transmitted because there is a lot of misinformation in communities about how the virus is spread.  It is important that this is corrected.

Sphiwe Moyo (Entshongweni Support Group)

Sphiwe Moyo, Chairperson of Entshongweni Support Group, spoke on behalf of his organisation. He spoke about the how the organisation was formed and what it hoped to achieve in terms of helping people to cope with the epidemic, especially those who are HIV positive.

He explained that the organisation was formed by about ten people and is open to anyone that wants to contribute to the fight against HIV/AIDS.  Members can be infected and/or affected by HIV/AIDS. The aim of forming the organisation was to try and unite infected and affected people so that they could start supporting each other. This support could be emotional, spiritual and in the form of material and educational.  It is more difficult to cope with HIV/AIDS when you are alone or have no support structures to assist you.   Sphiwe said that people can be affected in many ways by HIV/AIDS, for example, by losing parents, their loved ones or friends. The organisation operates from Entshongweni Clinic and is well supported by this clinic nurses, especially Sister in Charge, Mrs Mthembu. 

He noted further that as the organisation lacks essential resources to undertake large scale activities in the community, they had asked HIVAN to help with organising the workshop of 19 September. This workshop was intended to mobilize the community at large.  He thanked everyone for their support in attending.

Sister Ntongolozi Mthembu (Entshongweni Clinic)

Sister Ntongolozi Mthembu introduced herself as the professional nurse from the area clinic and as the facilitator of the Community Health Workers Programme and the Entshongweni HIV/AIDS Support Group.  She then explained what the Clinic is providing to the community, problems they are facing as a clinic and the also as staff members. She then offered possible solutions to the problem.

She said the clinic provides the usual services to patients that other clinics do. They have however also initiated a support group so that people who are HIV positive can meet and provide support to each other.

She encouraged the community representatives present to deal with opportunistic infections early.  She also asked that the community use the Clinic to help them with HIV and other diseases. She mentioned that tuberculosis, shingles, skin rash and wasting diseases (getting thin) are the biggest challenges the clinic has to deal with when dealing with HIV symptomatic patients. She appealed to other government departments to assist them with such difficulties which often seem insurmountable.

She felt there was a lack of coordinated effort on the side of government, in terms of facilitating corporation between clinics or health department, social welfare, education and other departments to combat the scourge of HIV/AIDS in the communities. 

Nhlanhla Moses Ndlovu (HIVAN)

After tea, Moses Ndlovu gave a short presentation on HIVAN outlining HIVAN’s structure and programmes.  These include a globally accessible database of individuals and organisations working on HIV/AIDS in KwaZulu Natal and beyond; HIV/AIDS information and resources; and networking tools such as web-based discussion groups, workshops and symposia that encourage networking between local and international researchers, NGOS, CBOs and policymakers. HIVAN has established a University of Natal Campus HIV/AIDS Support Unit; Fellowship and Job-shadow programmes that facilitate exchange of experience and expertise between CBO and NGO organisations.  HIVAN also conducts multidisciplinary research, intervention and training programmes.

Moses noted that HIVAN is Directed by Professor Hoosen Coovadia (Biomedical Sciences) and Professor Eleanor Preston-Whyte (Social and Behavioural Sciences). The project is based at University of Natal. Moses ended his presentation saying that HIVAN tries to facilitate multisectoral partnerships around HIV/AIDS in KwaZulu-Natal. The aim being to bring together researchers, policymakers, interventionists, service providers and communities into meaningful alliances aimed at addressing HIV/AIDS epidemic. He added that HIVAN encourages partnership-building around HIV/AIDS. Hence HIVAN serves as a mechanism for linking communities, community based organisations with other organisations either within same communities and other community areas’ organisations.  This workshop is an example of such an initiative.

Hlengiwe Gabela and Thandi Nxumalo 

(Department of Social Development)

Hlengiwe Gabela and Thandi Nxumalo represented the Department of Social Development (Social Welfare) at the Workshop. They gave an overview of pensions and the different types of grants that the Department made available. They encouraged people to take advantage of this poverty relief assistance to help those children and families that have been affected by HIV/AIDS.

Hlengiwe explained that a social grant is funding one can receive from the government if one has limited or no sources of income and cannot pay for food and shelter. This money comes from a fund that the government supports through taxes and other sources. Certain rules apply to make sure that only those who genuinely need it will qualify for assistance. Only South African citizens qualify to receive a social grant. One will not receive a grant if one is already in a State institution receiving food and shelter, such as a State old age home, a prison, a psychiatric hospital or care-and-treatment centre. When one applies for a social grant, a welfare officer will consider whether the applicant has any other sources of income (such as salary, pension, rent received or interest earned from assets owned by the applicant. The more money one earns, the lower the grant will be. If one owns the property you live in, its value will not be considered as an asset, but applications may be refused a grant if one's income and assets are too high. 

On where and how to apply for this grant, Hlengiwe explained that to apply one needs to go to the nearest Welfare Office. If there is no office close by, one would need to go to the nearest Magistrate's Office. If the applicant cannot do this, then a family member or friend can represent the applicant, provided they have the applicant’s written permission and a doctor's certificate stating that the applicant is unable to apply in person. If one cannot fill in application forms, they can be filled in and checked with your documents by an officer before one signs them. One will be given a copy of the completed form and a receipt with a date stamp and the signature showing the name of the officer who helped. The receipt is important and needs to be kept as proof of ones application. It does not cost anything to apply for a grant. If the application is unsuccessful, the applicant will receive a written explanation.

In terms of when one can start getting this grant, Hlengiwe explained that this varies from province to province, but one should receive the first payment within three months. When a person applies, they are told when they can expect to receive a first payment. Over and above that one can keep track of the application by phoning the Welfare Department's toll-free number: 0800 220 250.

On payments, she explained that grants are paid once a month. As soon as the grant is approved, payment is backdated to the date of application. Foster-child grants are paid from the date of the court order when the child was placed in the custody of the foster parents. When one applies, one has to tell the official how one wants to be paid. Choices are as follows; the Post Office, direct into ones bank account, in cash at the Welfare Department, in cash from the machine at a pay-point at a Welfare Office (where one puts his or her hand or card on a screen and the machine will identify the person and how much one is due to be paid - if the money is not available, a statement will explain this), or by cheque through the mail. If one lives in a private institution, the institution will receive a cheque on ones behalf.

Where one cannot collect his or her grant, she explained that one can select someone to substitute for him or her. However one has to sign a form called a "Power of Attorney" form that entitles the chosen person to collect the money. This form can be collected from the Welfare Office.

Thandi Nxumalo then spoke about disability grants and foster grants. She explained that the disability grant is only given out to those people who cannot help themselves. Those people are disabled to extent that they cannot fend for themselves or access employment (or self-employment) as a result of their disability. She explained further that foster grants are those given to people who happen to take care of children who are orphaned or abandoned and left in their care. These grants help them to feed and clothe these children as there are in their custody and guardianship. Usually people who are taking care of these children are the elderly like grandmothers. She explained further that this support is for a long period of time so allows for the child’s needs to be catered for while they are growing up. However there are requirements with both of these grants. People need to have particular documents that prove that a specific condition exist before this grant is issued to them. For example, for a disability grant to be issued to one, people are expected to produce a document from the doctor that they deserve to be assisted with this grant. Also with foster care, people have to show that they stay with these children. They need to produce birth certificates and other documents that prove that the child’s parents are either deceased, not there for them, or are unable to give them necessities.

After her presentation a few question were allowed to clarify some of the issues.  People noted that there were often too few Social Workers to assist them in accessing grants and that it was often difficult to obtain all the documents that were required by the Department.  Many people had problems obtaining the documents from Home Affairs, which in turn prevented them from making applications to the Department of Social Welfare. This discouraged many people from seeking this assistance. Miss Nxumalo nonetheless encouraged people to advocate for better services as this was their right. 

Mathuluzi Mthembu (Community Health Worker)

Mrs Mthembu spoke about home based care volunteers. She praised them for their support and great passion for their work. She said that to be a home based care volunteer one need to be passionate and have deep feeling about his or her people, especially the sick, because it is such a challenge and is volunteer work.  That is, the carers are not paid for it.

She said the Home Based Care Volunteers help the government a lot, as the clinics and the hospitals cannot handle the load created by epidemic. She encouraged communities to work with and assist the volunteers. She explained that whenever there is a family that needs help for a particular person, either that family should consult the Home Based Care people or get that person themselves to the nearest clinic or hospital. She advised that community structures and organisation try to work closely with the health department. This usually enables the department to quickly attend people who are not able to take themselves to health facilities. She said people have to learn to meet the government half-way. She mentioned that the government can provide some medications, condoms and few food parcels.  In turn people should adhere to medical prescription and safe sex. 

Mathuluzi further explained that schools are an important area of HIV/AIDS education. She said that schools offer training on peer counselling and youth sexuality education. She also explained how women that are HIV positive should handle breastfeeding. She said there are many considerations that determine whether a women should breastfeed or formula milk. Lastly, Mathuluzi Mthembu explained the need for training of the Community Health Workers and volunteers. This is necessary especially so that they can help and work effectively with patients at their homes.  They should also be trained so that they can effectively adhere to the rules of their assigned duties as health workers. The impact of confidentiality transgressions and discipline need to be taught to community health workers.

Mathuluzi then explained how the HI virus is transmitted and how it affects the immune system, particularly the CD4 immune system cells. She explained in simple terms all the processes that take place in one’s body of how the transmission occurs.  She explained further what happens in the body and immune system after transmission. She explained that the number of these cells present in the body determines how the doctor decides to best treat the infection.    If the CD4 cell count falls below 200 cells then doctors usually recommend that patients take antiretroviral drugs.  Antiretrovirals are however very expensive and many people cannot afford them.

She explained further that even antiretroviral drugs cannot stop people from dying eventually, they can just assist people infighting the symptoms of the virus in their bodies and so prolong life.  This means that people with HIV need to plan for the future of their families. They should contact their social worker when they are still well for advice on how to plan to provide for their children.

Participant introductions

This session was followed by a self introductory session where every participant introduced him or herself. The participants were encouraged to write down their contact details. The facilitator explained that this list would be circulated to everyone present to assist them in collaborating with one another in future. 

Lloyd Lots (Centre for Socio-Legal Studies, University of Natal)

After lunch, Lloyd Lots spoke on legal issues, especially the rights of individuals infected and affected by HIV/AIDS. Lloyd spoke about how people could protect themselves and use their rights to help themselves when they are affected by HIV/AIDS. He said that all people, whether workers, students or community members, should know their rights, for example when they attend a hospital or a clinic. In such an instance, these would be the right to privacy, confidentiality, and to refuse testing / treatment or disclosure. Lloyd went through a long list of right that people have and are not always aware of.  Lloyd also spoke about workplace rights, noting that people should know that they have a right to employment without being discriminated against because of their HIV status. He mentioned that getting employed should not be based on the HIV status of an individual. Moreover people should know that they have right to health and support from their employer to be able to take care of themselves as, and when, they are infected and affected by HIV/AIDS.

Lloyd finished his presentation by referring to the Charter that had been drawn by a number of organisations and government.  It is designed to ensure that rights are protected, and forms the main guideline on how people should treat and be treated.  He said that this is a useful guideline for health workers in helping people in communities. In turn, the Charter is also a statement by Government that they are aware of and will do everything to protect against violations of people’s rights.

Nonhlanhla Mchunu 

(Outer West Community Services Department)

Nonhlanhla represented the Community Services Department. She spoke on services programmes that were planned for the communities, for example income generation and agriculture for economic gain projects. Project that pertained to community development were also being planned to try to decrease unemployment in the area. She added that there are already people who were engaged in business ventures and various other economic projects that were aimed at alleviating people’s plight. She said that these projects needed support of both the community at large and Government as they were helping people overcome poverty. She indicated that the Department would soon meet with community stakeholders and other departments to finalize an action plan. 

She encouraged infected people to help themselves by eating well, exercising, adhering to medication regimes and getting involved with community projects that seek to help the community at large. 

Thabo Cele (Treatment Action Campaign - TAC)

Thabo Cele represented both TAC and the National Association of People Living With HIV/AIDS (NAPWA). He presented on stigma and fighting for treatment.

He told people of the struggle that both TAC and other community organisation have been engaged in with Government on the issue of treatment. This included taking the Government to court to release antiretroviral drugs to all hospitals so that infected people could be helped. He also explained the need for people to participate in such actions as these are intended to get these drugs accessible to all. He added that most people because of poverty could not afford necessary medicines, especially those that help with reducing the viral load (antiretrovirals). He said that they were also putting pressure on international drug companies to reduce their drug prices and wave their patent rights so that ordinary people can access cheaper generic medicines. He told stories of people who would be alive today if they had a chance to take these drugs.  He said that most people with AIDS die from one or other “opportunistic infections”. There are many such infections. He stressed that these infections can be treated if they are dealt with immediately, therefore infected people with such symptoms should immediately contact their clinic or nearest hospital to provided antibiotics and other medication needed to treat these illnesses.

Thabo said that poverty is one of the contributing factors in this HIV epidemic. Poor socio-economic conditions result in many people losing hope for help that may well be available to them. This situation has even caused people to avoid being tested and knowing their HIV status because they fear that the knowledge is of little use to them. Knowing your status is important because it allows you to plan for your future. Eating correctly is one of the essentials of staying healthy – but being poor often prevents this. Many people are currently lobbying Government to provide a Basic Income Grant (BIG) to ensure that everyone can access some money for essentials.

Lastly he talked about types of medication available for people to treat their HIV viral load. He listed some of the drugs that have been effectively used to reduce viral load.  The drugs differs in terms of their effectiveness, the cellular reactions they cause and their side effects. Prescribing such drugs is complex and appropriate medication differs from patient to patient. As a result, such drugs have to be prescribed by doctors. 

ELECTION OF AN HIV/AIDS STAKEHOLDER FORUM FOR WARD 7

Following from the presentations and discussions, it was decided to finalize the days programme by having elections for a broadly representative HIV/AIDS Forum for Ward 7. The Forum would be expected to draft a constitution and proposal plan of action for HIV/AIDS that would take cognisance of Government programmes. Programmes would also include liasing with Government and the private sector to come up with support mechanisms that would help the community programmes materialize.  The Councillor and Workshop Facilitators helped in the election process.

The Councillor emphasized that this was the opportunity of those present at the Workshop to act rather than just listening to talk and new ideas on how to deal with HIV/AIDS.  He noted that there is often a tendency to discuss and not do anything, and this makes people disillusioned.

Councillor Moyo outlined that criteria for election to the Forum: hard workers, dedicated to community work, and people who will skilfully drive the process or integrating HIV/AIDS into all community programmes. 

Those present agreed to elect at least 15 people with Councillor Moyo as Chairperson. 

Government would be asked to play an advisory role in the Forum. Therefore the departments such as health, agriculture, land affairs, education, social development (welfare) and community services would all be invited to advise the Forum as needed. HIVAN was also requested to continue to help in this regard, though it was made clear to every participant that HIVAN is an externally funded NGO with limited resources and could therefore not promise to host similar meetings in future. HIVAN would however endeavour to play an advisory role in the Forum.

People elected to the Ward 7 HIV/AIDS Forum:

Name:




Portfolio:

Councillor Mr. Fani Moyo:

Chairperson

Mr. S Luthuli:



Deputy Chairperson 

Mrs. Kweyama:



Treasurer

Miss Thandeka Ismael:


General Secretary

Miss N. Mchunu:



Deputy General Secretary              

Lungi Khoza

Sphiwe Moyo

Linda Mlotshwa

Sizani Nkosi 

Nkosi Mhlongo 

Bongiwe Mdladla 

Sister N. Mthembu

Sphiwe Ngcongo

Angel Mbeje 

PAGE  
14

