Aspects of Nursing Care and Support in HIV/ AIDS with an insight into Counselling Support

Introduction

HIV/ AIDS continue to spread at an alarming rate in South Africa despite the prevention efforts. Many people continue to die, even though the advent of antiretrovirals has transformed AIDS from a terminal disease into a manageable chronic condition in developed countries such as the USA. This is further compounded by the fact that many patients are unaware of their HIV status, and as a result cannot access HIV/ AIDS treatment, care and support in the early stages of their disease. 

By the end of 2003, an estimated 5.3 million South Africans were infected with HIV, the largest number of individuals living with the virus in a single country. The infection rate is estimated at 21.5% of adults between the ages of 15-49 years, depicting that this age group is the worst affected. The following table shows the statistics of HIV/ AIDS in South Africa (UNAIDS, 2004).

	Adult (15-49)

HIV prevalence rate
	21.5%

(range: 18.5%-24.9%)

	Adults (15-49)

living with HIV
	5 100 000 

(range: 4 300 000-5 900 000)

	Adults and children (0-49)

living with HIV
	5 300 000

(range: 4 500 000-6 200 000)

	Women (15-49)

living with HIV
	2 900 000 

(range: 2 500 000-3 300 000)

	AIDS deaths

(adults and children)

in 2003
	370 000

(range: 270 000-520 000)


(UNAIDS, 2004)

Nursing has been the backbone of primary health care in South Africa for many years. A number of challenges have faced nurses in recent years, such as nurses leaving the profession, going to work overseas and the HIV/ AIDS epidemic has been one such challenge.

The response of the nursing profession to the HIV/ AIDS challenges has been influenced by the turn of events in the country as a whole. HIV/ AIDS was first identified in the United States of America (USA) in the early eighties among gay men in San Fransisco and the HIV was isolated. In South Africa, the first cases of HIV/ AIDS were identified in the early eighties.

The appearance of HIV/ AIDS evoked a number of responses in the public and the health care professionals. These include finger pointing and stigmatisation along the lines of existing prejudices, with blame for epidemics being labelled against promiscuity, homosexuality, apartheid government conspiracy, etc. 

During this period fear of contracting HIV/ AIDS among nurses became evident and stigmatisation against nurses working with HIV/ AIDS patients became evident. Witchcraft was also cited as one of the reasons with people’s houses sometimes being burnt down and people perceived as witches being killed. A number of traditional healers, homeopaths, quacks and faith healers also made claims that they could cure AIDS. 

Other issues cited for the spread were corruption of modernity, desertion of ancestral ways by women and youth, blamed to poverty. The eighties also saw violence during the demise of the apartheid regime causing displacement of people, mainly to shacks in urban settings. A number of myths also came into the fore, such as that having sex with a virgin cures someone of HIV/ AIDS.

Basically the epidemic has been shaped by a number of factors which are biological forces, behavioural, social, and cultural factors (Brandt, 1998). These are some of the events and responses to the HIV/ AIDS epidermic in South Africa. According to Aventis (2004), the following events have taken place.

In 1982- First cases of HIV/ AIDS mainly among white gay men and Malawian migrant workers.

In 1985 an AIDS Advisory Group was appointed.

In 1990 the first antenatal surveys to test for HIV were carried out. 0.8%4 of women were found to be HIV positive. It was estimated that there were between 74000 and 120000 people in South Africa then living with HIV.

In 1991-1992: Heterosexual=homosexual transmission. Several AIDS information, training and counselling centres were established. This is when the nurses’ role in voluntary counselling and testing started to emerge.

In 1991 the number of heterosexually contracted infections equalled the number homosexually contracted. Since that point, the number of heterosexually acquired infections has dominated the face of the epidemic. The prevalence rate was 1.4% based on antenatal testing. Several AIDS information, training and counselling centres were established.

In 1992 the prevalence rate was 2.4% based on antenatal testing. The first governmental response to AIDS came when Nelson Mandela addressed the newly-formed National AIDS Convention of South Africa (NACOSA), although there was little action from the government in the following few years. The purpose of NACOSA was to begin developing a national strategy to cope with AIDS. The free National AIDS helpline was started.

In 1993 the prevalence rate was 4.3% based on antenatal testing. The National Health Department reported that the number of recorded HIV infections had increased 60% in the previous two years and the number was expected to double in 1993. A survey of women attending health clinics indicated that nationally some 322,000 people were infected.

In 1994 the prevalence rate was 7.6% based on antenatal testing. The Minister for health accepted the basis of the NACOSA strategy as the foundation of the governments AIDS plan. There was criticism, that the plan, however well intended, was poorly thought-out and disorganised. The South African organisation Soul City was formed, developing media productions with the intention of educating people about health issues, including HIV/AIDS. During this period the budget for HIV/ AIDS was doubled, sex education started in schools, mass condom distribution, expansion of STI clinics., a human rights approach emerged with the State abolishing routine HIV testing of all applicants for the Police, Correctional and Defence Force and stopped segregation of HIV positive inmates and distributed condoms to all prisoners.

In 1995 the prevalence rate was 10.4% based on antenatal testing. Much of the collection of AIDS data stopped in South Africa.

In 1996 the prevalence rate was 14.2% based on antenatal testing. The International Conference for People Living with HIV and AIDS was held in South Africa, the first time that the annual conference had been held in Africa. The then-deputy President, Thabo Mbeki, acknowledged the seriousness of the epidemic, and the South African Ministry of Health announced that some 850,000 people, 2.1% of the total population were believed to be HIV positive and that in some groups, such as pregnant women, the figure had reached 8% and was rising.6
In 1997 the prevalence rate was 17.0% based on antenatal testing. A national review of South Africa's AIDS response to the epidemic found that there was a need for political leadership. In 1997 Virodene, an AIDS drug was developed by two Pretoria researchers as a cure for HIV/ AIDS which was later found to be toxic.

In 1998 the prevalence rate was 22.8% based on antenatal testing. The pressure group Treatment Action Campaign (TAC) was started to advocate for the rights of people living with HIV / AIDS and to demand a national treatment plan for those who were infected. The then Deputy President Thabo Mbeki launched the Partnership Against Aids, admitting that 1500 infections were occurring every day.

In this year alone, 49,280 incidences of rape and sexual assault were reported, indicating that sexual violence is likely to be an important factor involved in the transmission of HIV. Sexual assaults in South Africa are thought to go largely unreported, so the true figure is undoubtedly much higher.

Gugu Dlamini, a health worker and AIDS activist, made her HIV status public on World AIDS day, and was stoned to death by a mob which included her own neighbours.

50% of adult medical admissions in hospitals in Gauteng province were AIDS related.

In 1999 the prevalence rate was 22.4% based on antenatal testing. Over 160 million free condoms were distributed. An educational campaign called 'Lovelife' was launched, a national programme targeting 12- to 17-year-old South Africans.

In 2000 the prevalence rate was 24.5% based on antenatal testing. At the International AIDS conference in Durban, the South African president Thabo Mbeki said that AIDS was a disease caused by poverty, not by HIV. While poverty can be more harmful to people who are HIV+ and lack adequate nutrition, this comment is untrue. It was also extremely unhelpful in promoting the adequate provision of HIV education in South Africa.

President Mbeki set up a group charged with solving the country's AIDS problems and has included HIV 'dissidents' such as Peter Duesberg, who believe that anti-AIDS drugs such as AZT actually cause AIDS, and that lifestyle choices such as homosexuality or drug addiction can cause AIDS.

In 2001 the prevalence rate was 24.8% based on antenatal testing. South Africa's High Court ordered the government to make Nevirapine available to pregnant women to help prevent the transmission of the virus to their babies. Despite international drug companies offering free or cheap AIDS drugs, the Health Ministry still refused to provide these drugs on a large scale.

In 2002 the prevalence rate was 26.5% based on antenatal testing.

In 2003, data showed that the HIV prevalence rate amongst pregnant women was 27.9%. TAC campaigners embarked on a strategy of civil disobedience and demonstrations to try to embarrass the government into acting. In March 2003 TAC laid culpable homicide charges against the Health Minister and her trade and industry colleague. TAC claims the pair are responsible for the deaths of 600 HIV-positive people a day in South Africa who have no access to antiretroviral drugs.
2004 was the first year of the implementation of the national "Comprehensive HIV/AIDS Care, Management and Treatment Plan" adopted in August 2003. It targeted to place 53 000 people on treatment in the public sector by March 2005 (Abdool Karim, 2004). By end 2004, 20 000 people were on antiretroviral treatment at 50 public sector facilities and an estimated 45 000 in the private sector. Voluntary counselling and testing uptake more than doubled since the launch of the programme

Key strategies to improve care and provide treatment for those infected and affected with HIV andAIDS include: expanding the number of home and community based care service points, including hospices; training of community carers and health providers; provision of home-based care kits to community carers; treatment of opportunistic infections including TB; assessment, prescription and monitoring of patients on anti-retrovirals.

Voluntary Counselling and Testing (VCT)

Counselling is an interactive process characterised by a unique relationship between the counsellor and the client that leads to change in the client in behaviour, personal constructs, ability to cope with life situations and decision making skills. 

“Counselling is not giving advice”
The task of counselling is to give the client an opportunity to explore, discover, and clarify ways of living, therefore, the role of the counsellor is that of a facilitator.

This is a concept that has been used extensively in Uganda. What then is voluntary counselling and testing?

Voluntary Counselling and Testing (VCT) was also identified as one of the key prevention strategies used to slowdown the spread of HIV and AIDS and mitigate the impact of HIV and AIDS in South Africa. The number of service points available to provide VCT services countrywide was 3 072 by the end of September 2004 with service points recording an estimated 100% increase in uptake since the launch of the Plan. The total number of people tested during 2003/04 was 511 843 as compared to 247 287 in the previous financial year. All public health facilities and a growing number of private health facilities are providing syndromic management of STIs. In addition, greater effort is being placed on partner notification – which is critical to prevention of transmission of STIs. Thus far the total number of STI cases treated is over 685 000 out of which slips for partner notification were issued in 595 000 cases (87%). Most STI clinics providing syndromic management of STIs have been nurse run and most STI treatment has been offered within the primary health care settings.

VCT has been identified as a gateway for prevention, early access to HIV/AIDS treatment, care and support. However, voluntary counselling emphasises the autonomy of the individual to decide to test. Although UNAIDS (2005) states that number of VCT sites has increased from 400 to about 1600 from 2002 to 2005, respectively and the number of people accessing VCT has risen from around 250 to 250000 individuals, the latest reports of VCT has shown limited growth of VCT uptake and this number is a far cry from a country where 5.3 million people are estimated to be HIV positive.

Major barriers identified for the low uptake of VCT are stigma and discrimination, economic as well as cultural issues. Different types of HIV testing strategies have been proposed in response to this low uptake of VCT, such as mandatory testing and routine testing. However, human rights activists have questioned some of these strategies as infringement on clients rights to autonomy and the absence of pretest-counselling before an HIV test as denying the client his right.

A number of terms and models have been discussed for HIV testing and these include the following (UNAIDS, 2004):

· Routine Testing

· Mandatory testing

· Voluntary Counselling and testing: Opt-in 

· Voluntary Counselling and testing: Opt-out

· Couple Testing

· Diagnostic Testing

· Community testing either by door to door visits or through mobile VCT vans 

· Home-based testing for family members of those who test positive

· Testing for prevention of mother to child transmission

Dhai and Noble (2005) group all these models into basically:

· Voluntary testing and counselling and informed consent (an opt-in approach)

· Testing with patient notification and right of refusal (an opt-out approach)

· Mandatory testing with no rights of refusal

HIV testing can also be grouped based on whether the client or provider initiated it although different models utilised and for different reasons, models and for different reasons, and these are:

· Client initiated 

· Provider-Initiated

Provider-initiated testing incorporated into health care services is one of the strategies that have been recommended to improve the uptake of VCT, especially in TB clinics, STI clinic, ante-natal clinics, family planning clinics and adolescent friendly services. 

Opt-in approach meaning the client is provided with information, counselling and informed consent or 

· Opt-out approach meaning testing with patient notification and right of refusal.

HIV testing without pretest counselling has been proposed in some settings such as the STI clinic, with the option to refuse since pretest counselling has been seen as a time-consuming. Another alternative proposed has been that of offering group education and pretest-counselling with an option for individual counselling if required, either with opt-in VCT or opt-out VCT. However, the constitution of the country states that everybody has a right to informed consent and human rights activists have questioned this view. Group HIV IEC with shortened pretest can be valuable in settings such as the STI clinics and ante-natal settings where it has been shown that HIV infection is at times up to 66%. However quality is still necessary. Therefore questions need to be answered on what is quality in HIV counselling and testing, and how can this be achieved whilst increasing access to HIV testing especially in high risk settings where we know that people can benefit from knowing their HIV status since HAART is now available.

Presently, the South African guidelines recommend individual pretest-counselling, HIV testing followed by individual post-test counselling for voluntary counselling and testing. Provider initiated counselling and testing has not been mandated nor explored in detail. Its contribution to prevention as well as access of treatment, care and support has not been described and evaluated. If the 3 X 5 WHO strategy is to be realised other forms of increasing VCT uptake should be explored, and provider initiated VCT is one such strategy.

UNAIDS (2004) has offered guidelines which emphasise the following: 

· Confidentiality 

· Counselling

· Informed consent

However, within African Countries confidentiality has been sometimes equated to secrecy and this secrecy or rather confidentiality could be the cause of the stigma and discrimination because there is no open talk about HIV/ AIDS. Informed consent needs to be explored further, is verbal consent adequate or should the services insist on a written signed consent. Individualised pretest-counselling is time consuming, should the services explore information, education and group pretest-couselling followed by individualised post-test counselling? These questions needs to be researched and solutions based on best practices.

RAPID TESTING VERSUS ELISA

Rapid tests have become increasingly available and they have decreased the time between testing and availability of results to less than an hour and this allows clients to receive their results on the same day.  Rapid tests have shown sensitivities and specificities approaching 100% and are proven to be simple, accurate and affordable in low-income countries (Aghokeng 2004 and Ménard 2005).  

Critics of provider-initiated counselling have claimed that it takes away the autonomy of the individual, breaches confidentiality and exposes clients to stigma and discrimination. Critics have also claimed that clients may not be emotionally ready to deal with the consequences of a positive HIV diagnosis and disclosure issues might expose clients to further social and economic problems.

The ELISA (Enzyme-Linked Immunosorbent Assay) has been the main screening test since HIV antibody testing became available in 1985.  It can be performed quickly and easily.  If there is a reactive result (so-called "positive"), the test is repeated to check it.  If an ELISA produces two reactive results, a second test such as the Western blot is used to confirm the results.  The Western blot is more specific and takes longer to perform than the ELISA.  Together the two tests are 99.9 percent accurate.

Rapid" tests rely on agglutination/absorption methods and color change, which is visible to the naked eye. The wide availability of high-quality rapid HIV tests have helped VCT programs overcome one of their main problems — a failure of patients to return to obtain test results. Using ELISA-based technology, VCT clients had to wait at least 72 hours for their results. Experience in most VCT centers suggests that 20 percent to 40 percent of clients tested for HIV do not return for their test results. In settings where service utilization has been low, introducing rapid tests have increased access to VCT services significantly. Serial or parallel testing is done.

· Serial testing: In serial testing, all persons are tested with a rapid HIV test. If the test is positive, a second, different rapid HIV test is performed. Discordant test results are further tested with a third type of rapid HIV test. The tests are performed in series.

· Parallel testing: In parallel testing, all persons are tested using two tests simultaneously (in parallel). If the tests are discordant — which is estimated to occur less than one percent of the time — a third type of rapid test is used as "tiebreaker."

Because antibodies to HIV develop weeks after the initial infection, antibody tests will be negative in the "window period" between infection and an antibody response. more direct diagnostic methods are available to detect the virus and not the immune response. Three common tests for direct viral detection are P24 antigen detection (P24 is a protein on the HIV virus); isolation of the virus by culture; and amplification of the HIV genetic information (polymerase chain reaction or PCR).

Common Content covered by HIV Counselling Courses. It is mainly overview of the following:

· Information on HIV/ AIDS:

-    The statistics on HIV/ AIDS

-    The HIV subtypes

-    The transmission and prevention

-    The course of the infection

-    Symptom management and prophylaxis

-    HAART

-    Research on vaccines and microbicides

-    Perinatal transmission and PMTCT

-    STIs and HIV/ AIDS

- 
Behavioural change interventions and overview of theories

· Counselling Skills

-
Psychological reactions

· Personality types

· Coping mechanisms

· Support systems for patients

· Stigma and discrimination

Another area in which nursing contribution has been significant is the initiation and maintenance of support groups for people living with HIV/ AIDS and those affected by HIV/ AIDS.

Pretest-Counselling: What is actually covered? A TASO model

A review of the different pretest-counselling materials has shown that most sessions follow a TASO model which comprise the following process:

Stage 1: Helping a person tell their story

· A warm welcome and a quick assessment of the client’s emotional and physical status

· Assuring confidentiality

· Finding out his knowledge about HIV/ AIDS and why he has come for the test

Stage 2: Helping the person consider options

· Showing of empathy, caring, acceptance and a non-judgemental attitude

· Listening carefully and answering questions that the person might have and probing and defining problems

· Helping the client to consider all the implications and possible outcomes of each option, such as not testing and testing effects

Stage 3: Helping a person make a plan

· Emphasises confidentiality, caring and accepting the person’s plan

· Helping them decide exactly how they are going to act, eg. Whether they will take the HIV test or not and if they do whether they will accept a positive diagnosis and exploring issues of disclosure.

POST TEST COUNSELLING

Influenced by the outcome of the test

Negative: Relief, Happiness, Continued worry, disbelief may be present

Stressing that a negative result does not mean immunity to infection and the window period issue and therefore the need to retest.

Emphasising prevention is also important.

Positive Result: Observing emotional reaction to the results and dealing with them appropriately, such as shock, disbelief, anger, guilt, anxiety, depression and obsessive disorders.

Identifying the person’s immediate concern such as disclosure issues, support available, difficulties the client might be facing such as financial, etc.

Information on lifestyle changes necessary such as nutrition, safe sex, infection control. The importance of medical follow-up, health monitoring and prompt identification and treatment of symptoms. Offering follow-up counselling and and other support structures available in the community and directing or referring the person to sources of help within easy reach such as ARV clinics closest to her area, AIDS line, etc. Discussing future strategies is important.

Other issues in VCT

The creation of the new cadre of workers known as lay AIDS counsellors has sometimes created conflict between what nurses should be doing for patients requiring VCT, and have often shifted the burden to lay AIDS counsellors, whereas as they see patients either at hospitals and clinics they should be advising and encouraging patients to go for voluntary counselling and testing and not just leaving it to the counsellors.

Sometimes counsellors have more information about HIV/ AIDS as compared to the nurses. Nurses need to prepare themselves with knowledge related to HIV/ AIDS and keep abreast with new knowledge to be able to give the appropriate care to the PLWHAs.

Initiation and maintenance of Support Groups

Another area in which nursing contribution has been significant is the initiation and maintenance of support groups for people living with HIV/ AIDS and those affected by HIV/ AIDS.

Nursing Support in Treatment especially Antiretrovirals

Nursing support at primary care level has been evident in the provision of prophylactic treatment to the infected such as Bactrim. The clinical staging of patients and referral to the ARV centres has been important, now that there are ARV clinics available. The trend in future may be to manage these patients once they have been initiated on HAART at primary care clinics, just like other chronic conditions such as Diabetes and Hypertension. The important issue is for nurses to stay abreast of information relating to HIV/ AIDS as there are new changes all the time in the field of HIV/ AIDS care. They must be able to recognise side effects, treatment failures, etc that require referral.

Challenges in ARVs

· The legislation does not allow nurses to prescribe antiretroviral medications. 

· We still do not have the cadre of HIV nurse specialists which countries like US have which can manage HIV/ AIDS patients.

· The education of nurses in ARVs has recently taken shape with the Medical School offering a clinical HIV/ AIDS diploma for management of patients with HIV/ AIDS. This diploma can be taken further to a masters degree and subsequently to a PHD. The statistics of the HIV/ AIDS diploma show that two thirds of candidates that have taken the HIV/ AIDS course are nurses. Hoewever, unless the scope of nursing changes to accommodate these nurses who can become HIV clinical nurse specialists, their education would not be fully utilised.

· As it can be argued that HIV/ AIDS has reached epidemic proportions in the country, it seems a reasonable thing to do to allow nurses to manage these clients successfully with referral mechanisms put in place.

· The mutations of the virus

Other Issues relating to education

Besides the HIV/ AIDS counselling courses and the clinical nurse specialists courses the HIV/ AIDS education should become part of all nursing education courses. The School of Nursing at UKZN has started incorporating HIV/ AIDS into all nursing curricula.

The counselling aspect should be covered also in mental health nursing courses. Recently, the advent of private nursing colleges have created a pool of one year and two year trained nurses, who as a result have not had comprehensive training that includes mental health nursing, community health nursing and midwifery. As a result their scope has been limited in settings where generalists are required such as primary health care settings.

Nursing Support in Community/ Home based care and palliative care

In South Africa, many CHBC programs were started by church organisations or concerned individuals, particularly retired nurses (Cullinan, 2000). However, accessing financial and human resources, especially government resources, has been extremely difficult for these organisations. In most parts of Africa the contribution to community home-based HIV/AIDS care by nursing is enormous. But this has remained mainly in the form of setting up such programs, often at great personal costs, training and supervising volunteers, and assisting family caregivers directly. Nurse researchers have not made an equal contribution by describing and evaluating this practice. Some of the models that have been developed to deliver community home-based care include the following:

Home visiting

Volunteers visit patients in their homes and spend time talking and educating patients and their family about basic care needs. They also provide support with cooking, cleaning and helping with errands, including accompanying patients to health facilities. They may also arrange access to food parcels and other material support (Russell and Schneider, 2000:330). 

Comprehensive home-based care

Comprehensive home-based care programs provide, in addition to the above, varying degrees of palliative care (Russell and Schneider, 2000). These programs tend to be run by more established NGOs (such as Hospice, Red Cross Society and church linked groupings). A number of such relatively large projects (catering for hundreds as opposed to tens of clients) have been identified. Training of caregivers includes supportive counselling, cleaning and dressing of wounds, oral hygiene, supervision of medication taking and in certain instances, necrotic wound care, pain management and diagnosis of opportunistic infections. The package of services also often includes DOTS (Directly Observed Treatment Short-course) for tuberculosis. All projects have invested considerable energy in creating partnerships and referral networks. Relationships are formed with the local welfare department, schools, businesses, hospitals, respite care facilities and clinics. Building these partnerships is time consuming. However, once created, the package of services that can be offered to clients is more comprehensive. 

Some comprehensive home-based care programs have stretched further to incorporate orphan care, social support and income generation activities. An example of such a model is the Malawi model of community/ home-based care for people living with HIV/AIDS. In the Malawi model government ministries are working together in developing a model that will offer palliative care for HIV/AIDS and other illnesses, identify orphans and vulnerable children, offer counseling and initiate income generation activities for the households. Other services to be incorporated include voluntary counselling and testing services, health education, primary and secondary prevention activities and destigmatisation (Malawi Ministry of Health, 2003).

Nursing and HIV/ AIDS Research
Nurses have not participated in planning research projects. They have mainly worked as research nurses, research assistants and co-ordinating projects. Yet, they deal on daily basis with HIV/ AIDS patients, experience problems and questions keep coming up. More nurses need to team up with experienced researchers either in the medical field or social sciences and begin to collaborate with them in asking and trying to answer questions that arise of their clinical practice. This can also be done through fellowships and mentoring programmes. However, it seems that financial issues make it difficult to pursue this. Forming and joining a nurses network can also facilitate this.

Other problems experienced in AIDS care

- Staff shortages

- Burnout and fatigue

- Lack of resources

- Lack of education 

Recommendations

· Formation of an HIV/ AIDS nursing network

· Education and keeping abreast with changes

· Lobbying for clinical nurse specialist role

· Involvement in research activities

· Support of carer programmes
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