IMPROVING ACCESS TO TREATMENT FOR PEOPLE LIVING WITH HIV/AIDS INCLUDING TREATMENT INFORMATION, EDUCATION AND PREPAREDNESS FOR ARVS AND OPPORTUNISTIC INFECTIONS

-----------------------------------------------------------

By Access to Treatment we mean full and equal access to the existing optimal standards of care and treatment for people leaving with HIV/AIDS (Highly Active Antiretroviral Treatment, treatment and prevention of opportunistic infections, palliative care and prevention of mother-to-child transmission among others) as well as access to all services that are needed for the effective support of adherence and education of people on treatment.

Defining Treatment Preparedness 

Treatment preparedness is a term that refers to the community's readiness to begin treatment. Being prepared for treatment includes the following components:

1. Treatment literacy: The possession of knowledge, skills and attitudes based on sound scientific evidence to actively participate in one's own treatment decisions and to contribute to the training of all HIV+ people and their advocates. 

Treatment literacy is crucial to:

·  Understand both physical implications of treatment and the effects of HIV on the body, as well as, emotional and spiritual impact of illness

·  Make informed choices about treatment modalities, such as ART

·  Ensure effective adherence through community and family support

·  Understand the links between treatment, prevention and care as necessary components of a continuum of care

·  Combat stigma and discrimination by dispelling myths about HIV/AIDS around treatment Encourage proactive/ voluntary HIV antibody testing and assessment of risk

·  Counter false claims by under-trained healthcare workers

2. Organising civil society: People living with HIV/AIDS (PLWHA) and their advocates must build structures to enable them to meaningfully participate in decisions regarding the distribution of resources for HIV programmes. 

Successful civil society organizations use scientific evidence and human rights principles to:

·  Advocate for treatment locally for themselves and others living with HIV

·  Support advocacy to ensure treatment accessibility and long-term commitment to sustaining it

·  Ensure PLWHA representation in all aspects of HIV programme and policy development at local, regional and country levels

·  Insist on treatment access that particularly attract women and other marginalized members of society in numbers reflecting the actual demographic of those needing treatment

·  Secure adequate funding for HIV treatment programmes to ensure affordability of treatment

·  Hold governments accountable for budgetary allocation and other resources to ensure comprehensive treatment access, which draws away resources from treatment

·  Combat stigma and discrimination through advocacy activities

Additional Background

Education is essential

Treatment preparedness holds that PLWHA are educated with essential access to needed information and have reasonable expertise to become effective adherents to and advocates for treatment. Additionally, treatment preparedness also means cultivating the community of PLWHA to be supportive of the psychosocial needs and those advocates who will work to sustain treatment and prevention over the long-term.

To do this, information that is culturally and linguistically appropriate must be disseminated widely. Skills developments as well as tasks and role definitions are needed at the community-level to ensure that adequate preparedness and long-term support make treatment possible and helpful.

Building a body of evidence

A critical outcome of this approach is to build a body of evidence to document and assess the efficacy of PLWHA involvement in treatment activities. There is growing anecdotal confirmation of the contribution of community-based organizations' work in treatment. There is an indication that, either through formal or informal systems, community organizations and individuals are positively playing a part in the health outcomes of PLWHA.

Unfortunately, the lack of scientific substantiation of the positive involvement of PLWHA and those affected has hindered the acceptance of these activities as valid components in the process of scaling up treatment. For this reason, quantitative and qualitative data need to be introduced into the monitoring and evaluation component of community-based treatment interventions.

Some qualitative data includes measurements of:

- quality of life;

- number of new enrolees into treatment; and

- number of persons adhering to treatment

Qualitative descriptions are necessary to describe parameters that are not measurable and are required to systematize and standardize the collection of evidence that is not based on data collection. Community assessment strategies would include collection and analysis of experiential data with regard to community receptivity to treatment preparedness, integration of PLWHA into community health care systems (where they exist) or into clinics and health care centres, and experiences of PLWHA and those who care for them of their acceptance of and adherence to treatment.

Together, quantitative and qualitative documentation of community-based treatment interventions is necessary to:

- document best practices

- ensure replicability of treatment interventions

- learn from mistakes

- gather defensible evidence to demonstrate the role of PLWHA and the affected in scaling up treatment to donors and governments

The role of trained community health workers
Another possible outgrowth of community-based treatment preparedness and the expansion of treatment literacy among PLWHA could be the development of a cadre of persons who would become certified community health workers.

It is increasingly clear that training of community health workers is key to the scale up of treatment. People living with HIV/AIDS have many opportunities to contribute to this effort in a variety of roles such as: one-to-one treatment supporters, caregivers and members of the clinical team in health care facilitates. 

In order to contribute to the response to HIV in a particular community and take on these roles, it is important that such persons are adequately trained in the necessary scientific knowledge and skills.

Many of the principles mentioned above were initially outlined at the first International Treatment Preparedness Summit held in Cape Town, South Africa, in March 2003 and are now enunciated by the WHO as fundamental principles needed for effective mobilization of affected communities in scaling up to treatment and readiness to receive it.

Summary

Without a well-informed literate community, treatment may not be as successful as it could be, even where it is accessible. 

Some Useful resources

PATAM website: www.patam.org
Treatment Action Campaign www.tac.org 

HIV i-Base website www.i-base.org.uk
