“The Forgotten Tribe”: Persons with Disabilities and HIV/AIDS

HIV/AIDS is the greatest human challenge facing developing communities today. It devastates the development process, destroying and defying everything in its path. For developing countries like my own of Uganda, it has aggravated the poverty situation and has had a frustrating impact on the poor (World Vision Strategy 2002/4). Its effects are felt in almost all households and in every part of the country and across all sectors of Uganda’s economy. 

Uganda has been at the forefront of the fight against the HIV/AIDS pandemic and, as a result, significant success in our ability to curb the scourge has been recognized. My country’s international image has been boosted due to its open and positive approaches to controlling and eventually rescinding the incidence of HIV/AIDS in Sub-Saharan Africa. It has proved that transparency, political will and full participation of all concerned can help reverse the impact of HIV/AIDS and its calamitous effects on society.

There is a tribe of Ugandans however whose issues and needs have not been given their due and appropriate attention in the fight. By all indications, persons with disabilities have been forgotten, consciously and unconsciously. They represent “the forgotten tribe” (Mwesigwa Martin Bbu) which consists of the deaf, blind, physically disabled, mentally disabled, epileptic, the deaf-blind, and a host of many other affiliate clans. 

Why the gap?

Policy makers, implementers and major actors on HIV/AIDS have failed to appreciate disabled people as a unique community with distinctive issues and specific needs that require special or specific interventions. As a consequence, society is not well informed of the fatal implications of this deadly disease and the remarkable number of disabled people who have died in silence (NUDIPU, 2003). We need commitments to affirmative action with a view of addressing imbalances that exist against marginalized groups on the basis of disability, gender and all other considerations.

To date, Uganda’s planning and implementation of government programs geared towards empowering vulnerable groups and mainstreaming their participation into all sectors of government projects remains mostly on paper without exhaustive implementation. For instance, these very same vulnerable groups are also the least provided for by our national HIV/AIDS intervention mechanisms to stop the spread of the disease (NYT, 2004). And a 2003 NUDIPU Commissioned Study on Reproductive Health and HIV/AIDS found that “The exclusion of women with disabilities from the reproductive health sensitization and awareness raising programmes has created a bottleneck in the national programs on HIV/AIDS (NUDIPU, 2003b).

A growing amount of evidence now shows that the people most severely affected by HIV/AIDS are the poverty stricken masses, among whom are the disabled, and women and youths (NUDIPU, 2004). In a 2004 joint study undertaken by the World Bank and Yale University findings reveal that a cycle of disability and poverty exists where the poor are more likely to become disabled due to poor nutrition, lack of medial care, dangerous housing, injuries on the job and violence, while disabled people are resigned to being the poorest among the poor. Additionally, the study finds that disabled people are at increased risk of acquiring HIV/AIDS due to their susceptibility to physical abuse and the lack of intervention and appropriate preventive outreach (World Bank and Yale, 2004).

A triple burden: Disability, poverty, HIV/AIDS

Many disabled people are subject to what is known as the “Triple Burden” of disability, poverty and HIV/AIDS. The most prevalent causes are a lack of access to service provision, a lack of awareness of the disease, and the stigma that first goes along with being disabled, and additionally by having contracted HIV/AIDS.

The fact that disabled people are generally geographically scattered in urban and rural areas, creates accessibility problems in terms of mobilizing and sensitizing them in groups and for purposes of service provision. Those who live deep in the rural areas where health care is more of a luxury than a right, cannot, for example, access educational, health and other social services and facilities. This greatly predisposes them and affects their level of awareness in matters pertaining to HIV/AIDS, thus making them prone to the vagaries of the scourge. 

Gross levels of illiteracy and a general lack of access to formal education (NUDIPU, 2004) also vastly reduce the ability and likelihood of persons with disabilities to access HIV/AIDS information and programs. There has been no effort made to repackage and adapt the Ugandan Health System and AIDS communication approaches into languages and mobility services that improve access by the disabled community. Failure to address such anomalies puts disabled people at very great risk. How, for instance, can a hearing impaired persons hear an HIV/AIDS public service announcement on the radio? Likewise, how can a visually impaired person read a pamphlet on HIV/AIDS, or distinguished between a damaged and a safe condom? 

The lack of access to service provision and information is further compounded by the alarming levels of discrimination and stigma associated with being disabled and having HIV/AIDS. Disempowering cultural beliefs and practices, age-long stereotypes and stigmatization all serve to deny disabled people the opportunity to be properly treated for their aliments and to speak out. 

Even when disabled people are able to access services, problems arise. First, attempts to collect data on the disabled and HIV/AIDS are insufficient. A close examination of the cards given to VCT clients clearly shows that attempts are not made at gathering and recording statistics on disability and disabled persons in relation to HIV/AIDS, thereby creating a void on informed approaches and designs about dealing with them. Second, there is an unintended consequence of VCT counseling ethics rules. Due to the principle of privacy, the deaf are often excluded from counseling. Although it is well known that counselors rarely know sign language, the assistance of an interpreter is still considered a breach of privacy. 

The glaring gaps in our understanding of the general health challenges disabled people face in many countries is exasperated by HIV/AIDS. We disabled people in Uganda are aware of the enormous commitment the country and various stakeholders have made in the struggle against HIV/AIDS and are aware of the enormous financial constraints faced in alleviating the pandemic. But, in the area of our national health policy and services delivery, we believe there has been a tremendous oversight of the needs of disabled people and the impact that HIV/AIDS has on them. This article serves as a call for the inclusion of disabled persons in national HIV/AIDS processes at all levels, and to ensure that we are included in the HIV/AIDS information age as equitable partners and in the overall crusade to improve health service delivery to the disabled. 
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