Care and support for people living with HIV in Timor Leste:
Briefing notes, September 2003

Background

HIV prevalence in Timor Leste remains low. Preliminary results of surveillance in 460 men occupational groups with high risk behaviour found no HIV infection in August/September 2003, although a handful of samples from female sex workers and men who have sex with men tested positive. It is clear that prevention programmes that meets the needs of those at highest risk are urgently needed to contain the epidemic at its current low levels.

The emergence of positive tests, together with seven previously identified cases of HIV nationwide, raises the issue of psycho-social support, treatment for opportunistic infections, palliative care and antiretroviral treatment for those living with HIV. In preliminary discussions, the Ministry of Health has expressed its commitment to developing a long-term care and support programme which balances the needs of those living with HIV with the many other public health and welfare needs of the nation.

These notes list some key issues and considerations in developing a care and support programme for HIV-affected East Timorese. It then proposes a two-track approach to meeting immediate needs while developing a rational long-term policy in accordance with the government’s plans.

Issues in setting up a care and support system

VCT: the entry point for care and support

To provide care and support to people with HIV, those people must be identified as HIV infected. To date, all seven cases of HIV in East Timor have been identified in diagnostic testing
. The government recently opened a voluntary counseling and HIV testing (VCT) service at the national hospital in Dili. In its first four months of operation, three people requested tests through the service and one came back for their results. The centre – situated next to the extremely busy polyclinic -- is frequently not staffed, and the capacity of two designated counselors is severely limited. Ministry of Health officials have expressed dissatisfaction with the quality of service, for which the director of the national hospital is ultimately responsible.

Any sustained effort to provide care and support for HIV-infected individuals in Timor Leste will require a significant investment in reducing barriers to use of this or other VCT service, and in increasing the quality of the services.

Diagnostic tests

Through surveillance performed in conjunction with FHI, the Central laboratory has recently developed sound skills in the diagnosis of HIV. However this skill was developed using tests which, because of USAID procurement restrictions, are greatly more expensive (though no more accurate) than those commonly used by the Ministry of Health. There is still no capacity to perform Western Blot confirmation in East Timor. Western Blot confirmation remains the gold standard for diagnostic purposes in low prevalence settings.

Psycho-social care

HIV remains extremely highly stigmatised in Timor Leste, and people identified as living with the infection will need on-going psycho-social care, including support in encouraging compliance with treatment regimes, and in safe sexual behaviours. In addition, people living with HIV and their families need advice and support on positive living, including services to promote good nutrition and patient care practices.

At the moment, no such care services exist. The country does, however, have a mental health programme supported by the Ministry of Health and AusAid which may, with training and investment, contribute to building psycho-social care services.

Treatment for opportunistic infections

People do not die from HIV infection, they die from a cluster of diseases which thrive on the body’s inability to maintain its immune system. Many of these diseases are treatable with medicines which are cheap and readily available in East Timor. Early, effective treatment of these opportunistic infections in HIV positive people, as well as prophylaxis against the most common of these diseases (such as TB) can add years of healthy life at little cost.

The first line of treatment for HIV-infected people in all settings should be prompt and effective treatment of opportunistic infections. This requires good access to health care and a strong referral system, as well as good diagnostic skills in the nurses and physicians serving populations likely to be at risk for HIV. In order to control the costs of providing opportunistic infections, commonly-required medicines should be included in the essential drugs list.

Provision of palliative care

Whatever treatment regimes are in place, AIDS remains incurable. People infected with HIV will die, and they will usually die a slow and painful death. Low-cost palliative care can very greatly reduce the suffering of people in the terminal stages of AIDS. Reducing a patient’s pain and suffering has the added benefit of reducing, to an extent, the trauma experienced by family members and friends as they provide care for their loved one.

Anti-retrovirals: building on a solid foundation

Anti-retroviral drugs are the “great leap forward” in the provision of care for people with HIV. Obviously, they can not be used in a vacuum, and should be introduced once the issues discussed above have been resolved and the requisite services are in place and functioning.

Preventing mother-to-child infection

The most effective way of preventing HIV infection in a new-born is to prevent infection first in his or her mother. Prevention failures do occur, however, (some 60 million of them around the world to date) and it is therefore necessary to provide services to prevent the transmission of HIV from infected, pregnant women to their infants.

Relatively simple, low-cost anti-retroviral regimes are now available to prevent HIV transmission from mother to infants. The effective use of these regimes require that HIV positive women are identified before their third trimester of pregnancy, that systems are in place to ensure compliance, and that costly breast-milk substitutes are provided and used.

In Timor Leste, where HIV prevalence is very low, fertility very high, and competing health and development needs overwhelming, it is neither possible nor desirable to provide universal VCT for pregnant women. If prevention services are to be provided for pregnant women, they should be carefully targeted at the women likely to be at highest risk, such as current or former sex workers.

ARV regimes: what is affordable and sustainable?

Anti-retroviral treatment remains extremely expensive in most countries. Procuring drugs from low-cost producers such as India, Thailand and Brazil decreases the expense up to 20-fold compared with high cost producers such as the United States (effectively increasing by 20-fold the number of people that can receive treatment within a given budget line). WTO regulations—as well as those of many major donors such as the European Union or WHO -- now support low-cost procurement measures such as compulsory licensing. USAID regulations do not. If Timor Leste’s Ministry of Health, wishes to accept donor funding for HIV-related care and support programmes, it may wish to divide its sources of funding to provide the greatest “bang for buck”, requesting that donors who support low-cost procurement fund drug purchases while other donors support training, infrastructure development and the many other supporting activities which are necessary to sustain an HIV treatment programme.

Whoever finances drugs, it is clear that it is a long-term commitment. HIV is a chronic disease. Structured interruption of therapy is possible where monitoring systems exist, but a commitment to treat individuals with anti-retroviral drugs is likely to bind the donor morally and ethically for many years. Such commitments should not be made through programmes with a “shelf-life” of only a few years.

Reactions and resistance: the danger of a “half-way” treatment programme

Anti-retroviral regimes are constantly changing, but even the best can produce strong adverse reactions in about 10 percent of those who take them. Treatment regimes have to be monitored and adjusted to minimise adverse reactions, which lead to people abandoning treatment. This can in turn lead to antiretroviral resistance, with potentially disastrous consequences for the future ability to treat patients.

In addition, high quality care for people with HIV on antiretroviral treatment requires the monitoring of CD4 count and viral load. Monitoring facilities for CD4 counts are currently being tested in Indonesia and under routine use in Australia. Viral load monitoring exists in Australia and Thailand, but not in Indonesia. Neither of these sophisticated, expensive services exist in Timor Leste. Given the low prevalence and the small number of people likely to be on therapy, it would not be cost effective to build capacity to perform these tests in country. A system that involved the export of specimens and testing abroad would therefore be needed. In FHI East Timor’s experience the shipment of specimens is currently complex and expensive.

Practical considerations in providing care and support for HIV-infected East Timorese

Geography

Most of the services necessary to provide even the most basic care and support to HIV-infected people do not currently exist in Timor Leste. Almost all will have to be built up from scratch. The most realistic approach is probably to concentrate services in a single location, probably Dili. This means that no services will be provided to anyone living outside the city.

Training of service providers

Extensive training of service providers will be necessary to provide everything from diagnostic skills to psychosocial care. Experience in developing counseling and patient interaction skills in Timor Leste strongly suggests that this training is only effective when it is provided in a language the participants understand. Low patient volume means very frequent refresher training is likely to be needed. Since doctors and other health service providers are in short supply in Timor Leste, the competing demands of other priority health programmes must be considered.

Drug and reagent imports

Drug procurement issues were mentioned briefly above. An additional practical consideration concerns import of drugs. The Ministry of Health system functions quite well, and this would be the obvious channel to use for drug imports, if donor regulations allow direct support to Ministries. While NGOs have duty-free status in Timor Leste, recent experience suggests that the import of reagents and drugs through NGOs is a clumsy, time-consuming and inefficient process which sometimes results in the mishandling and loss of temperature sensitive products. As far as possible, donors should avoid importing drugs and reagents through NGOs.

Moving forward on HIV care and support: an action plan

Timor Leste is currently not well placed to provide the care and support needed by people with HIV. A small number of people living with HIV have been identified as being in urgent need of care. As long as the minimum conditions for the provision of this care can be met, this care should be provided in conjunction with a longer-term programme to build up care and support services appropriate to national needs.

Short term action plan 

· Support minimum conditions to provide care by sending two doctors (Dr. Dan Murphy and Dr. Augusto Junior Gusmao) to a WHO care and treatment training, October 2003. (Responsible: FHI)

· Procure Nevirapine and infant formula milk and provide to one pregnant woman identified as HIV-infected. (Responsible: TBD)

· Assess need for prophylaxis and treatment of opportunistic infections among individuals currently identified as needing care. Discuss with the Ministry of Health the procurement of necessary drugs. (Responsible: Doctors attending WHO training, FHI may facilitate discussions if requested).

· Discuss with the Ministry of Health the procurement of additional anti-retroviral drugs for individuals currently identified as needing care. Identify long-term source of funding for drugs for these individuals, and define adverse reaction and CD4 monitoring regime. (FHI will initiate discussions with the help of physicians who have been trained, procurement TBD)

· Form a working group to develop long-term action plan, led by the Ministry of Health including Doctors attending WHO training.

Long term action plan

· Establish a national policy on care and support and clinical guidelines on HIV/AIDS and opportunistic infections. (MoH. FHI can provide support)

· Strengthen quality of VCT provision (MoH and Health Net International. FHI is supporting immediate training of staff and will provide support in the future if requested)

· Develop psychosocial support services for people with HIV, including links with prevention and treatment programmes. (MoH with Mental Health Services)

· Establish national protocol for HIV diagnostic testing, decide on a current regime, procure reagents, institute QC at central laboratory. (MoH responsible for procurement decisions. WHO or FHI can provide technical support. WHO will support participation in laboratory QC course in November)

· Establish training programme and on-going training support for health staff providing services to sub-populations at high risk for HIV infection, including training in risk assessment and diagnostics of opportunistic infections and HIV-related illnesses. (FHI, WHO and other donors)

· Provide mentoring for local physicians in psycho-social support, treatment for opportunistic infections and other HIV related care. (FHI can help set this up)

· In relation to the essential drugs list, discuss drug procurement issues and develop procurement policy for HIV-related drugs. This should include the provision of drugs for prophylaxis and care of opportunistic infections, and palliative care. Consider implications of funding by various donors for antiretrovirals and other drugs. Identify competing health needs, and costs associated with monitoring drug reactions, resistance, compliance and effectiveness. (MoH & WHO responsible.)

· Develop protocols for the monitoring of adverse reactions CD4 count and viral load including contracts with testing institutions abroad and a specimen handling procedure. (WHO or FHI can help establish)

� The specimens that tested positive in 2003 surveillance are anonymous and not linked to individuals.





