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ABSTRACT 
Throughout this paper, it is argued that the situation regarding disability and HIV/AIDS in sub-Saharan Africa is in need of more attention - people of various disabilities are more exposed to contracting HIV/AIDS: firstly, because they are deprived of their right to HIV/AIDS IEC; secondly, because disabled women in particular are sexually exploited due to society’s paralleling of disability with worthlessness. Fundamentally, people with disabilities are further exposed to HIV/AIDS because they are socially excluded.

Overall, the paper uses the social exclusion framework to argue that there is a need to view social exclusion, disability and HIV/AIDS as part of a relationship. To do so, the debate over definitions of disability is reviewed. Furthermore, various scenarios present the overlap between poverty and disability, the inaccessibility of HIV/AIDS IEC and attitudinal discrimination towards disabled people. The response of some key donors, governments and NGOs to the situation regarding disability and HIV/AIDS is also reviewed. It is concluded that the social exclusion framework is a useful one to understand the conceptualisation of disability and that this conceptualisation must be adapted to the social model which removes the onus of disability from the person to society. 
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Chapter One 
Understanding disability and HIV/AIDS in sub-Saharan Africa 

 “You simply cannot reach the targets of the Millennium Development Goals without clear strategies to address the exclusion of over 450 million people with disabilities living in developing countries” (Richler, cited in Inclusion International, 2004: 1) 

1.1 Introduction

The HIV/AIDS pandemic is impacting on Africa as a whole. By 2002, it had already reduced average national economic growth rates by 2-4% a year across Africa (Dixon et al, 2002). Moreover, an estimated 25 million people are HIV positive in sub-Saharan Africa today (UNAIDS, 2004b). However, as this situation continues, disabled people remain marginalised from the HIV information, education and communication (IEC) to which their non-disabled peers are exposed.  Yet disabled people make up 15 to 20 per cent of the poor in the South (Elwan, 1999) and there is an estimated 80 million people living with a disability in Africa (UN, cited in World Bank, 2002), large numbers of whom reportedly live in isolated rural areas (UN, 1983). There is a need to more about disabled people’s exposure to the HIV virus.

This research therefore aims to explore the relationship between disability and HIV/AIDS in sub-Saharan Africa. More specifically, the research aims, first, to understand disability as a form of social exclusion on the continent; secondly, to examine through case study material how the social exclusion of disabled people increases their vulnerability to HIV/AIDS in sub-Saharan Africa and third, to consider the extent of the international response to disability and HIV. Analysis of both case study material and the international response to situations portrayed therein will allow conclusions to be drawn on the relationship between HIV/AIDS and the social exclusion of people with disabilities. The research ends by suggesting ways in which disability and HIV/AIDS might be tackled so that the exposure of disabled people to HIV/AIDS is reduced. First, it is important to understand why research into this area is necessary.   

There is an urgent need to understand more fully the links between disability and HIV/AIDS in order to contribute to policy and programmes for this target group (Groce, 2003a). However, the lack of international attention to these factors means that questions remain. Moreover, the gap in development theory on disability and HIV/AIDS suggests that there is a less than coherent approach to the topic in development practice today. Therefore this paper poses the following question: what is the relationship between HIV/AIDS and the social exclusion of people with disabilities in sub-Saharan Africa? In order to address this, the research focuses on the following subsidiary questions: why has there been so little attention on disability and HIV/AIDS in sub-Saharan Africa? What are the consequences of this for people with disabilities? Is the contribution of key actors to disability and HIV/AIDS adequate? What more needs to be done? 

Overall, the research aims to validate two views: first, that the social exclusion framework is a useful one for describing the relationship between how people with disabilities are dealt with regarding HIV/AIDS; second, that the social model of disability is essential in order to counter this relationship and underline that disability is an issue to be overcome by improved societal attitudes, not a burden to be carried by a person with a disability. In order to look at this more closely, the relationship between social exclusion and disability is described.

1.2 Disability and social exclusion 
Social exclusion is defined as “the process through which individuals or groups are wholly or partially excluded from full participation in the society within which they live” (European Foundation 1995, cited in Francis, 2002: 74). The concept emerged in the North and there has been debate around the extent to which it is applicable in the context of the South. Indeed, one of the key reasons for researching social exclusion in this paper is to find out how much it assists understanding of deprivation in the South. 

De Haan (1998) argues that social exclusion is useful as a concept because it emphasises two factors: first, that exclusion can be the consequence of many factors, such as disability, gender or ill health; secondly, that different societies have different ways of excluding people so that “the poor of different times and places differ between themselves in virtually every aspect of their condition” (Bauman, cited in Thomas, 2002: 15). Whilst both are valuable, this paper places emphasis on the first social exclusion factor as defined by De Haan because the stigma attached to having a disability means that disabled people are often refused participation in (and are therefore socially excluded from) social, religious and political affairs of their community (World Bank, 2003). 

The view of De Haan (1999) that an understanding of the social relations of deprivation is necessary can be applied to understanding social exclusion of people with disabilities in particular. Coleridge (1993) argues that people with disabilities need to play an active and fundamental role in the development process to overcome social exclusion whilst Helander (1992) believes that “many of the reasons behind the problems facing disabled people can be found in deep-rooted prejudices” (Helander, 1992: 7). This is a view found commonly when discussing the role of disability in development, an area of study highly pertinent to this research.

1.3 Disability and development

Disability is a crucial issue in development. This has recently been highlighted by, amongst others, Healthlink Worldwide who state that the Millennium Development Goal of halving poverty cannot be addressed without responding to the needs of people with disabilities across sub-Saharan Africa (Healthlink Worldwide, 2004). Indeed, disability and poverty are two sides of the same coin (DFID, 2000; McConkey and O’Toole, 1995). For example, the mean consumption of Tanzanian households in which there is one person with a disability is 60% lower than the average household (White, 1999). The relationship between poverty and disability has led to various ideas on how to alleviate the situation for disabled people. Since the 1990s, one way has been to increase the participation of disabled people in community-based rehabilitation. (McConkey and O’Toole, 1995; Helander, 1992). This remains a mainstream approach within contemporary development, particularly as it underlines the rights of people with disabilities to be an integral part of their own development. 

Indeed, the human rights of the disabled form another key area of discussion within development. As will be discussed, disability is often interpreted as a social and cultural issue instead of a medical one. In this situation, “the issue of interpretation of disability moves from one of health to one of human rights” (Groce, 1999:354). Thus, the emphasis is on breaking down stigma and discrimination of people with disabilities so that they have equal opportunities (Quinn and Degener, 2002). This is necessary because in many cases, people with disabilities in sub-Saharan Africa do not have equal opportunities. This is exemplified by the fact that literacy rates of people with disabilities in sub-Saharan Africa are lower than the rest of a given population (DFID, 2000) and the global adult literacy rate of disabled people is 3% (Groce, 2003a). Such a low rate means that communication of HIV/AIDS IEC is difficult (Groce, 2003a). Since, often, no other means is found to inform and educate people with disabilities in other ways, the right of all people to be educated and informed, as stated in Article 19 of the Universal Declaration of Human Rights, is frequently denied them. Whilst current efforts to establish a Global Partnership on Disability and Development (World Bank, 2004a) and a new international human rights convention for disabled people highlight a degree of willing by the international community to raise the profile of disability within development, both initiatives are in their infancy, as are statistics on disability and HIV/AIDS.
1.4 Disability and HIV/AIDS in sub-Saharan Africa

“A key group that is being largely ignored in efforts to stop the spread of AIDS is the global population of some 600 million people who live with a physical, sensory, intellectual, or mental health disability” (World Bank, 2003:1).

Given the lack of precision on disability statistics, it is unsurprising that statistics do not exist on how many people with disabilities are currently living with the virus or have died of AIDS-related diseases. Thus the relationship between disability and HIV/AIDS in development has been given minimal attention, particularly in sub-Saharan Africa (Banda, 2003).

Research which has been completed on disability and HIV/AIDS points to a common belief that people with disabilities are not sexually active, that having a disability is synonymous with being asexual (DFID, 2000) and that disabled people are therefore in little need of HIV/AIDS education (World Bank, 2004a). Research also suggests that programmes to change behaviour and promote condoms can be effective in preventing the spread of HIV (Lamptey, 2002). Yet people with disabilities are often denied access to these initiatives. 

In particular, little attention has been paid to HIV/AIDS and the sexual abuse of women with disabilities in sub-Saharan Africa. However, there is increasing evidence to suggest that women with disabilities are more susceptible to the HIV virus as a result not only of the lack of access to HIV/AIDS information, education and communication (IEC) but also because of sexual exploitation (Groce et al, 2004). This implies the extent to which people with disabilities are socially excluded from their society.

1.5 Methodology 

The research has been conducted using mainly secondary sources. Key texts on the subject of disability have been central to the study, as have been texts on social exclusion. Additionally, documentation from donors, governments and NGOs has formed a crucial part of the research. Primary research is qualitative rather than quantitative, via email communication with organisations. This has provided unpublished material concerning project documentation of various NGOs. Additionally, it has contributed to case study material, examples for which span various parts of sub-Saharan Africa in order to give an overview of the social exclusion of people with disabilities regarding HIV/AIDS in this part of the continent.  

Whilst acknowledging the debate around terminology for particular disabilities, this paper is consistent in using the term ‘deaf’ rather than ‘aurally impaired’ and ‘blind’ rather than ‘visually impaired’. Additionally, the paper interchanges the term ‘people with disabilities’ and ‘disabled people’, taking each as synonyms of the other. 

1.6 Chapter Outline

This first chapter provides an overview of disability and development and justifies why research on HIV/AIDS and the social exclusion of disabled people in sub-Saharan Africa is required. 

The second chapter reviews the debates and perspectives around the relationship between social exclusion, disability and HIV/AIDS and posits current views on disability and HIV/AIDS in sub-Saharan Africa. 

The third chapter provides case studies of the social exclusion of people with disabilities in sub-Saharan Africa. The chapter describes scenarios in which the social exclusion of people with disabilities leads to a lack of HIV IEC. It also describes how social exclusion of disabled women in particular augments the likelihood of their being sexually exploited. Both, in turn, lead to increased exposure to the virus. 

The fourth chapter considers what governments of sub-Saharan Africa, international donors and NGOs are doing about disability and HIV. 

The fifth chapter presents an analysis of chapters three and four. The chapter analyses the relationship between social exclusion, disability and HIV/AIDS. It also suggests how disability and HIV/AIDS might be tackled so that the exposure of people with disabilities to HIV/AIDS is decreased. The chapter ends by drawing conclusions on the original research question. 

1.7 Conclusion 

This chapter has summarised the reasons why research is required on the relationship between social exclusion of people with disabilities and HIV/AIDS. It has also provided an overview of the main areas of this research. One essential area of the research is an understanding of current literature in this area. This is reviewed in chapter two.  

Chapter Two
Disability and HIV/AIDS: a development issue

 “If we could all act in a spirit of solidarity, recognising the principles of human equality, if we could bring services to all in need, if we could contribute to a better quality of life, reduce their dependency and transfer power to them, then we would restore to disabled people their right to a life in dignity” (Helander, 1992:7).

2.1 Introduction

This chapter aims to review the literature that exists on the relationship between HIV/AIDS and the social exclusion of people with disabilities. In order to do this, the chapter first reviews definitions. The arguments on disability and development are then outlined before considering disability as a dimension of social exclusion. Finally, the chapter considers how the apparently separate areas of disability, social exclusion and HIV/AIDS merge to form a meaningful relationship worthy of study. In this way, the chapter should be able to highlight the importance of regarding disability and HIV/AIDS as a development issue.

2.2 Definitions pertaining to disability 

“Disability is when your life is not in your hands – when your physical or mental state is such that other people have to decide for you what to do, where to go, what to eat and who to associate with. You are just an object of pity, and whatever opinion that you give can never be taken seriously. Some people will treat you as if you were a child, even when you are well over 30 years” Disabled cobbler, Kampala, Uganda (cited in Lwanga-Ntale, 2003: 6).

The above quotation encapsulates from a first person perspective the depth of exclusion experienced as a result of having a disability in Uganda. However, the formal defining of disability is problematic. This is because the concept is understood differently depending on the status of the person (professional/non-professional), where they are from in the world (North/South) and from what position they are writing (able-bodied or not). Added to the imprecise figures of people with disabilities who have the HIV virus is the reminder that “all disability statistics need very careful interpretation because the term ‘disability’ is by definition culturally and contextually dependent” (Miles, 1999: 6). The most extreme example comes from Helander who describes a situation in Mali where “the most ‘disabling condition’ for a woman is to be ugly” (Helander, 1992: 11). Equally, in other countries those people who have an extra finger or who are missing an eye “may have no functional limitations and yet be labelled disabled” (Helander, 1992:11). This has implications for the prevalence of disability, exact figures for which depends on the way it has been defined and measured (Lonsdale, 1990).  What is clear, however, is that every society has a view on the concept: “There has yet to be found a human society that does not have a complex system of beliefs and practices concerning disability” (Groce, 1999: 756).

Another issue regarding formal definitions of disability is that they have traditionally been defined by non-disabled professionals from the North. Whilst more recent inputs have come from disabled people in the South (Ingstad, 1999), many still come from a Northern perspective (Stone, 1999). One particular debate has been over the term ‘impairment’ versus ‘disability’. As shown in Helander’s example above, what some might term ‘disability’, others regard as ‘impairment’: “An individual’s condition – physical, sensory, intellectual or behavioural” (Yeo, 2001: 3). Having impairment (e.g. short sight, missing finger) does not automatically mean that the person is disabled (EENET, 2004). Rather, disability is defined as “A complex system of social restrictions imposed on people with impairments resulting in a denial of rights and opportunities” (Yeo, 2001: 3, emphasis added).  Similarly, Yeo and Moore regard it as a socially constructed problem created by those who are non-disabled (Yeo and Moore, 2003). Miles, too, regards it as “a social construct which varies across culture and through time in the same way as gender or ethnicity” (Miles, 1999: 9). This is supported by Nganwa et al who state how “many decisions and therefore the outcomes of disabled peoples’ lives are a result of the social environment in which their disability was born and bred” (Nganwa et al, 2002: 188). These views on the different definitions of disability form the basis of the three main models of disability, as will now be shown.

Broadly, there are three models of disability: the charitable model of disability regards people with disabilities as objects of charity rather than subjects in control of their own lives (Enfield, 2001); the medical model regards disabled people as patients who need to be looked after or cured and the social model regards disabled people as whole beings whose ‘problem’ is constructed by society (Miles, 1999; Coleridge, 1993). Whilst the charitable model has given way to the prevailing medical model, the social model has gained much ground with its emphasis on the social inclusion of people with disabilities (DFID, 2000). Therefore this research focuses on the social model of disability as the way forward: how society must change its attitudes and reduce its barriers. Only in this way will people with disabilities be provided with the human right of access to society: all disabled people have an active role to play, generally, and a crucial one specifically, in learning about and leading HIV/AIDS initiatives. Given this viewpoint, there is no emphasis on prevention or eradication of disability in this paper. 

Another concept which is accepted as integral to the disability debate is that of rehabilitation. Coleridge broadly outlines three types of rehabilitation services in the developing world: institutions, community-based rehabilitation (CBR) and an approach using neighbourhood centres (Coleridge, 1993). Most common of these is CBR. Originated by the World Health Organisation (WHO) in 1979, CBR promotes awareness and responsibility for rehabilitation in the community. Members of the community ranging from the disabled person, family and community members actively participate in the rehabilitation of the person with the disability (O’Toole, cited in Coleridge, 1993). The concept has its critics as much as its supporters; nevertheless, it is a firm player in the disability and development debate, a debate that carries much weight in development in general and one which is now examined. 

2.3 Disability and Development

“The needs and rights of disabled people in the South cannot be fully addressed unless the underlying causes of poverty are tackled” (Miles, 1999: 3).

This statement underlines the common view that disability and development are interlinked by the common ground of poverty: Yeo (2001) represents this diagrammatically in a disability and chronic poverty cycle; it is significant in its use of exclusion as a key factor contributing to the poverty levels of disabled people. Indeed, the link between poverty and disability is reinforced by the fact that more than 80% of people with disabilities are unemployed (Inclusion International, 2004) and “The most common form of employment for individuals with disability worldwide is begging” (Groce, 1999: 756). What is more, it is not only disabled people who are affected: “the stigma attached to people who are disabled…robs society of potentially useful contributors – many people who cannot enjoy conventional employment have talents that languish un-nurtured and ignored” (The Lancet, 1999: 693).

Another aspect of the disability and development debate is that of discrimination. Coleridge (1993) focuses on the importance of attitudes and approaches towards people with disabilities. This is a crucial factor in the debate; it is supported by Yeo and Moore who talk of “attitudinal discrimination”, described as “the process by which disabled people are systematically marginalised by established laws, customs or practices” (Yeo and Moore, 2003: 572). Accordingly, attitudes towards disabled people have led to their virtual invisibility in sub-Saharan Africa, a consequence of discrimination (deliberate or not) at varying levels: government, international NGOs, the family and the community. 

Governments have traditionally given disability very low priority. Consequently, the call for action from the top is not prominent (Coleridge 1993). This is exemplified by Bonnel’s recent research on poverty reduction strategy papers (PRSPs) and disability: only 29% of all PRSPs have consulted organisations that represent disabled people; moreover, these organisations are rarely part of policy discussions of PRSPs (Bonnel, 2004). The point is emphasised by the condom policy of one government in particular: the Kenyan National Condom Policy and Strategy clearly states its target groups to be youths aged 15-24, sex workers, people living with HIV/AIDS and “people who frequent bars and other drinking places” (Ministry of Health, 2001: 5). In this way, people with disabilities, also a sexually active group (and therefore as much at risk of contracting HIV/AIDS) are again invisible. Whilst one might argue that people with disabilities are an inherent part of any of the aforementioned groupings, “disability should be mentioned as an issue of discrimination in its own right” (Miles, 1999: 3).

Miles’ view would presumably be supported by those in favour of mainstreaming disability into development programmes of international development agencies. This might also help the fight against HIV/AIDS given that “traditional coping mechanisms to combat (HIV/AIDS-related) disasters have been stretched to breaking point” (Nganwa et al, 2002:186, emphasis added). However, many international development agencies have tended to treat disability as a ‘specialist’ issue, perhaps because of the ongoing marginalising of disability that portrays disability as such. Yeo (2003) posits that this is an excuse used by organisations to explain why they do not integrate disability into their everyday work: many NGOs leave disability to organisations who work on it full-time; meanwhile ‘specialist’ NGOs try to mainstream disability as an integral aspect of development but are not assisted in this by their mainstream development counterparts. Consequently, people with disabilities remain barely visible. For Yeo, such an approach is merely entrenching marginalisation throughout the levels of actors involved, including the family and the community. 

Families and communities may also be held to account for the invisibility of people with disabilities. The stigma attached to giving birth to a disabled child in many societies makes a family want to hide that child (Rapuro, 1998; Narib, 2003); the child therefore becomes invisible and less valued as a person. Unsurprisingly, those disabled children who are not exposed to or welcomed by their community grow up unrecognised by their non-disabled peers; this in turn leads to lack of recognition of their rights as human beings which in turn leads to low self-esteem (Yeo and Moore, 2003). 

Accordingly, people with disabilities have traditionally been viewed as a single entity: ‘the’ disabled (Enfield, 2001). This is inaccurate and attempts must be made to break down this perception of people with disabilities as a homogeneous group: “…it is all too easy to categorise disabled people together, as if their disability creates a social identity that transcend all other identities they have” (Kelly et al, 2002: 31). Specifically, women with disabilities have entirely different needs from men with disabilities: the term “double jeopardy” (Chenoweth, 1996: 394), originally used in reference to women with disabilities in the North, is increasingly being paraphrased to refer to the predicament of women with a disability in sub-Saharan Africa: these women, within themselves clearly not a homogeneous group of people, suffer on grounds of both gender and impairment. Their invisibility is reinforced by the fact that, often, they do not receive visitors at all (Elwan, 1999: 30). 

One example of how women with disabilities are subjected to situations as a result of their disability is displayed in a study of the low status of girls and women in Zimbabwe (Nganzi and Matonhodze, 2003). The study found that there was a higher incidence of abuse due to the myth that sex with a disabled female cleanses the male of the virus. Supporting this, Yousafzai et al’s study (Yousafzai et al 2004, forthcoming) found that only women with disabilities talked of “abuse, sexual exploitation and lack of power to determine their own sexual well-being”. To this extent they are “additionally marginalised” (Yousafzai et al, 2004 forthcoming: 4) and, once more, invisible. Indeed, it is the invisibility arising from lack of self-esteem and rights-awareness which may partly explain why women with disabilities are two to three times more likely to be sexually abused (DFID, 2000) and their risk of contracting HIV/AIDS therefore increased. Whilst it may partly explain why, subsequently, little is done by/for them when abuse happens, it is pertinent to bear in mind that in some countries, disabled people are not allowed to hand in police reports, take oaths or testify in court. Furthermore, buildings are inaccessible, have no interpreter for deaf people and no ramps for wheelchair users. Therefore the reporting of sexual abuse by disabled people is rare; thus “perpetrators can expect to go unpunished” (Groce and Trasi, 2004:1664). Nevertheless, one way in which women with disabilities and people with disabilities more generally, may become more visible in the community is through CBR. 

While not a panacea, CBR as defined above does have advantages. Helander (1992) holds the view that CBR is essential: community members must understand their responsibility to inform people with disabilities of their rights and opportunities. Similarly, Nganwa et al describe CBR as “the most appropriate means to facilitate the inclusion of people with disabilities in the community and within national development” (Nganwa et al, 2002:187). Alternatively, Coleridge (1993) views CBR as only one method amongst many and this is supported by Stone (1999). Indeed, Coleridge may be right to point out one disadvantage of CBR: that a CBR worker who visits homes in the community ‘doing rehabilitation’ means that CBR becomes a modified version of ‘out of sight, out of mind’ and once more reinforces invisibility (Coleridge, 1993: 89). Instead, Coleridge would prefer to see CBR as part of a co-ordinated strategy that encompasses other aspects of disability such as integration within education, equal opportunities and general awareness-raising. Such a strategy is not yet widespread, perhaps indicating the extent to which people with disabilities are excluded from their respective societies.

2.4 Disability as a form of social exclusion

Social exclusion is described by De Haan as a framework for analysis, a “lens through which people see reality and not reality itself” (De Haan, 1999: 5) rather than as a form of research that concentrates on categorical groups (Jackson, 1999). Thus we ought to be studying the processes of deprivation in order to understand why certain groups (in this case people with disabilities) are deprived, rather than simply describing their characteristics (Jackson, 1999). In particular, it is the emphasis on being deprived of one’s rights that is important in terms of the social exclusion of disabled people. Yeo is in accordance with this and opts for a social model, rights-based approach to disability and development (Yeo, 2003). 

In pointing to the need to understand the social processes that include some groups but exclude others, De Haan (1999) states that social exclusion research is useful in order to highlight which dimensions of deprivation overlap. This is pertinent to this paper in its concentration on how useful the social exclusion framework is for studying the relationship between HIV/AIDS and the social exclusion of people with disabilities. Indeed, the case study material in chapter three presents opportunities to understand those processes that lead to the exclusion of disabled people, to the extent that they are either deprived of HIV/AIDS education or sexually exploited – or, in some cases, both. It is situations like these - unprotected sex partly due to lack of HIV/AIDS education or sexual abuse - that lead to the increased vulnerability of people with disabilities to the HIV virus. Once this is acknowledged, it must be tackled through effective policy.

Regarding policy-making, Hickey (2002) states how the problem is more one of how to integrate groups than of how to address the fundamental causes of their original exclusion. Silver makes the point that “exclusion arises from the interplay of class, status and political power” meaning that the excluded are both “outsiders and dominated” (Silver, 1994:543, emphasis added). Hickey draws on this point and agrees with Kabeer’s example of lowest castes in India who are inflicted by both economic disadvantage and “forms of symbolic devaluation that are reproduced in everyday social practice” (Hickey, 2002: 8). Within this study, one might replace those of the lowest caste in India with those who are poor and disabled in sub-Saharan Africa since it is this group that is both economically disadvantaged and devalued, as exemplified through their invisibility and levels of poverty.  This paper promotes the view that, while it is crucial that excluded groups are integrated, the root causes must also be understood before more immediate symptoms can be dealt with. The process of understanding how people with disabilities are excluded in reference to HIV/AIDS is considered more fully in the following section.

2.5 Disability, social exclusion and HIV/AIDS 

People with disabilities in sub-Saharan Africa are acutely aware of their marginalisation from the process of being informed and educated about HIV/AIDS (Yousafzai et al, 2004 forthcoming). Indeed, this form of social exclusion is all the more disconcerting when it spawns myths such as in South Africa - disabled people’s marginalisation is so deeply-ingrained that it has led to disabled people themselves believing they are immune to the virus as a result of what they have been told by their society (Serenata, 2001). Consequently, their exposure to the virus is increased where they continue to have unprotected sex, ‘secure’ in the belief that they are in no need of information on the virus and its prevention. Yet very little has so far been written on, and even less has been done about, this form of social exclusion. Additionally, empirical evidence to suggest that this relationship does exist is only starting to emerge. Some of this is reviewed below.

Imrie’s use of the term “apartheid by design” (Imrie, 1996, cited in Yeo and Moore, 2003: 572) sums up the physical manifestation of disabled people’s social exclusion in terms of their general access: steps (rather than ramps) and narrow (rather than wheelchair-width) entrances into buildings. Also relevant is the fact that facilities from which rural-based people with disabilities might otherwise benefit are located mainly in towns; transport costs to such places are often prohibitive for those who live in villages. This highlights how people with disabilities are marginalised in terms of their general access to facilities; it becomes all the more urgent when the facility to which they are denied access is HIV/AIDS education. 

Imrie’s view is supported by the study carried out in Bulawayo, Zimbabwe by the Zimbabwe Parents of Handicapped Children Association (ZPHCA) on the barriers which prevent people with disabilities from learning about HIV/AIDS (Nganzi & Matonhodze 2003; Banda, 2003). Examples of these barriers are inaccessibility of buildings where HIV/AIDS education is being carried out and a lack of availability of accessible information, education and communication (IEC) for those who are blind or deaf. Furthermore, resources are scarce: little, if any, information translated into Braille for blind people, and no sign language translation for those who are deaf. 

The view of Nganzi & Matonhodze (2003) on the exclusion of people with disabilities from mainstream HIV/AIDS services is that this clearly exacerbates the situation. Adding to the predicament is the view that many disabled people in the developing world are not aware of their reproductive health rights (DFID, 2004a), another factor that puts them at risk of infection and sexual exploitation. Also apparent is the dependency of people with disabilities on carers to accompany them and tell them their HIV status. There is a frequent lack of confidentiality of a person’s status as a result, a blatant rejection of Article 17 of the International Covenant on Civil and Political Rights (UNHCR, 1976). 

The relationship between the exclusion of people with disabilities and HIV/AIDS is given prominence by Nganwa et al (2002) in their discussion of HIV/AIDS and CBR. Nganwa et al argue that it is social issues that lead to discrimination of people with disabilities and it is this which leads to their vulnerability in terms of HIV/AIDS. In support of inclusion of people with disabilities, Nganwa et al posit that it is the very practice of excluding them, in their being prevented from associating with their non-disabled peers (arguably a more nuanced form of ‘apartheid by design’), that increases their vulnerability to HIV/AIDS. 

Furthermore, in stating that the factors – poverty, low self-esteem, lack of information, family up-bringing and negative attitudes – are “inter-related and exacerbate each other“ (Nganwa et al, 2002:185), the authors reiterate in practice what De Haan’s theoretical point claims: that social exclusion research is necessary in order to indicate which elements of deprivation overlap (De Haan,1999). Nganwa et al explain the barriers that people with disabilities face in terms of HIV/AIDS and recommend a CBR approach to educating people with disabilities on the subject. Though writing more broadly for support and empowerment of people with disabilities, the fundamental point here would seem to agree with the position of Helander (1992): people with disabilities need to be empowered; CBR is one main way of doing this. 

Whilst literature on disability generally focuses on the place of disability in development more broadly, very recent research has indicated that the relationship between HIV/AIDS and the social exclusion of disabled people does exist and is worthy of further study.  This is exemplified in a comparative study of disabled and non-disabled youths in Uganda and Rwanda (Yousafzai and Edwards, 2004). The study focused on the difference in knowledge concerning HIV/AIDS between the two groups. Its conclusions – that disabled youths in these countries are in need of much more HIV/AIDS IEC – is supported by research in Swaziland (Yousafzai et al, 2004 forthcoming) of disabled people’s perceptions regarding HIV/AIDS. Examples from both studies will be illustrated in chapter three. 

2.6 Conclusion
This chapter has looked at the various approaches to and dimensions of a study concerning disability, social exclusion and HIV/AIDS in sub-Saharan Africa. Whilst one could hypothesise on each of these as apparently separate strands belonging to various development issues, there is a more urgent need to regard them as part of a relationship that is harmful to the key stakeholders - disabled people themselves. Empirical evidence is now required to confirm that the relationship exists and that it therefore requires analysis.  The chapter that follows presents such evidence. 

Chapter Three 

Bad friends, no entry and the need for in-house sharing: disability and HIV/AIDS in sub-Saharan Africa 

“The roughly 600 million individuals who live with a disability are among the poorest, least educated, and most marginalised of all the world’s peoples. They are at serious risk of HIV/AIDS and attention needs to be focused on them” (Groce, 2003a: 1402)

3.1 Introduction

In chapter two, the literature on disability, HIV/AIDS and social exclusion was reviewed. In this chapter, empirical evidence is used to highlight two situations: how people with disabilities are deprived of HIV/AIDS IEC and how women with disabilities in particular are exposed to sexual abuse. Both result from being socially excluded and both lead to increased exposure to the HIV virus. The evidence will allow, in the final chapter, conclusions to be drawn on the relationship between HIV/AIDS and the social exclusion of people with disabilities. Discussion of this relationship starts with reversing the traditional view that people with disabilities are not sexually active. 

3.2 Sexual activity of people with disabilities

People with disabilities have sexual desires in the same way as their non-disabled peers (Groce, 2003). However, they lack privacy to express this. One reason is society’s view that they have no sexual desire, combined with another falsehood, that all disabled people need constant supervision. Consequently, people with disabilities often meet their sexual needs by having sex with each other on occasions when they can secure time alone. For example, a sizeable amount of blind people in sub-Saharan Africa live in some form of institutionalized environment in which people with a disability are sexually active with each other (AFUB Secretariat, 2004): “We stick to ourselves and mess ourselves more“, stated Angela Balaba, a disabled woman from Uganda (Nganwa et al, 2002: 189). The HIV/AIDS virus could therefore be contracted as a result of this “in house sharing of partners” (ibid). This is further highlighted in the following case study (Box 3.1):

Box 3.1 

In Dagoretti, an area near to Nairobi, Kenya, a survey carried out on the sexual activity of youths with disabilities revealed that young people of the Dagoretti Children’s Home look for sexual partners beyond the confines of the Home; it was reported that disabled male and female youths go to nearby neighbourhoods and engage in sex. The Home is situated next to a bus stop, making the girls more vulnerable to matatu (taxi) touts and other men who attract the girls into sex, leading to unwanted pregnancies, STDs and HIV infection. In addition, many of the older boys and girls seek permission to go to a nearby venue to watch television; this is apparently used as an excuse to go and have sex. These young people with disabilities allegedly have sex in order to prove they are as worthy as those with no disability. Those who engage the disabled youths in sex see them as easy and willing prey that is probably free of HIV/AIDS. So far very little has been done in AIDS awareness education among the residents of the Home. This is because staff have either not valued it or are not comfortable talking about it as it involves sexuality (Source: adapted from Mai, 1997). 
This case study shatters the assumption that male and female disabled youths do not engage in sex. It also portrays the attitudes of people who have no disability towards those who do. This is a recurring theme, as will be evident in further case studies.

3.3 Sexual exploitation of women with disabilities

As explained in chapter two, women with disabilities are more exposed to being sexually exploited than their non-disabled peers and will rarely report the attack. In addition to the legal barriers (Groce and Trasi, 2004), making the incident public would further stigmatise a family that is already regarded as inferior due to having a disabled and ‘worthless’ family member (Rapuro, 1998). The following example (Box 3.2) is a case in point: 

Box 3.2 
In the village of Kisayani, south-east Kenya, a local disabled woman was raped and the family did not press charges but merely asked for ‘compensation’ of some goats from the offender. When interviewed, the father of the family stated that they are poor and there is little else that can be done. Further, as head of the house, it was his decision to ask for such compensation as the daughter is unable in any other way to make up for her disability and ever since she was a child he has had to put money into caring for her whilst she cannot do anything productive for the family (Source: adapted from Betts, 2004). 

Here, the apparent worth of the daughter is made clear from the ‘penalty’ asked of the offender. This reveals a tacit acceptance of how disabled women in this part of sub-Saharan Africa are devalued. The following case study (Box 3.3) develops this theme further: 

Box 3.3 

In Malawi, a woman attending a local CBR centre to have her wheelchair repaired said that some men in her village thought that they were helping her by having sex with her. Although at first she did not realise what was happening, she tried to say no but was ignored and now tries to avoid this group of men. The other village women resent her because of this apparent sexual attention which she receives from the men in the village; as a result, they are not supporting her against the men. The village chief chooses to ignore the abuse because his son is one of the offending group. No man will consider her as a marriage partner because of what has happened. 

Another woman, who has a learning difficulty, came to the CBR centre with her mother. The mother has been worried about her daughter because her daughter had recently given birth to a premature baby in a pit latrine. The daughter did not understand what was happening and the baby did not survive. She would not talk about what happened but her mother suspects rape and feels powerless to protect her daughter (Source: adapted from AIDS Action, 1997).  

Equally in Uganda, “When someone is disabled, for example, the blind or the deaf, if you are blind mostly girls have suffered this. Somebody will come knowing that you can’t see him and he has a chance of raping you because you will never know him.” (Yousafzai & Edwards, 2004: 47).

A similar situation is explained by one disabled female in Swaziland: “We are prone to rape. As I might decide to go for a walk in a secluded place, a man can appear from the bush. First the man might try to propose love and if I refuse, he will then use force and rape me. The fact that I don’t have the same energy to fight back, he can rape me as much as he wants and at the same time leaving me with the infection” (cited in Yousafzai et al, forthcoming 2004). 

Furthermore, women with disabilities experience multiple sex partners. Whilst in some cultures this may be interpreted as being sexually attractive, in this instance it is the result of entirely negative motivation: low self-esteem from being regarded as worthless results in disabled women allowing non-disabled men to have sex with them in order to prove they are attractive and ‘normal’ (Narib, 2003). Furthermore, the “social sanctions” applied to someone who marries a disabled person increases the likelihood of various short-term relationships (Groce, 2003: 1401). Where this happens in Uganda, the men involved have wanted to “explore” the sexuality of the disabled person with no intention of engaging in a serious relationship (Lwanga-Ntale, 2003). Additionally, many situations of exploitation have occurred based on the myth that disabled women are free of infection. Examples are highlighted in Box 3.4:

Box 3.4 

 “Using us and infecting us with AIDS, many people think that a disabled person is safe from HIV/AIDS maybe if she is just forced and raped. That’s how some people talk. So, it’s very easy for a disabled person to get HIV/AIDS in that way”.

“One time, I went to a workshop, someone had AIDS, the man was sick and when he went for the witchcraft, he was advised to rape a disabled girl, the disabled girl was raped.”

(Source: Yousafzai and Edwards, 2004: 46-47)

These examples are significant because they are premised on the belief that disabled women are not sexually active (Yousafzai and Edwards, 2004). Indeed, even those women who decide they do not want to be sexually active may be forced into it as a livelihood because of poverty. This is illustrated below.

3.4 Poverty, disability and HIV/AIDS 

In Uganda,  “you might get a bad friend who may advise you that if you know you don’t have money, you can go and love the other boy so that he can give you money and if you follow that bad advice, you can easily be attacked by AIDS” (Yousafzai and Edwards, 2004: 35). This is further highlighted where disabled street women in Kampala have multiple partners but do not use a condom. One lady outside the main market said “I have been involved with several men on the street, but I have never used a condom. The men who have sex with me do not want to use a condom” (cited in Nganwa et al, 2002: 191).  

The reality of unprotected sex can result in a person with a disability wishing to have a test but being unable to afford it. For example, another disabled female from Uganda stated that “Sometimes even the disabled people wish to go for HIV/AIDS testing but because they don’t have money for transport” (cited in Yousafzai and Edwards, 2004: 43).  Similarly in Kenya, deaf people reportedly resist going to hospital because they would need an interpreter, who may charge up to 1,000 Kenyan shillings (approximately £8) per hour (Ombara, 2004). If the queue is long and they wait, the price of the interpreter is increased. Consequently, many people either diagnose themselves or use some form of medication (Ombara, 2004). This suggests that access to HIV/AIDS resources for people with disabilities is inadequate, a view that is further explored in the next section.
3.5 Lack of access to HIV/AIDS IEC 

The following case study (Box 3.5) illustrates the success of a Disabled People’s Organisation (DPO) in south-east Kenya. 

Box 3.5 

Agnes Musembi lives in the village of Kisayani, Kibwezi in Makueni district, where disability surveys show a disability prevalence of 6.5%. Agnes, a well-respected representative of people with disabilities in Kisayani, was bitten by a puff adder as a child; her leg was amputated and she learnt to walk again with a prosthetic limb. Agnes’s resulting limp inspired her to oversee the setting up of the Kikumbulyu DPO. Today’s 420 DPO members have various disabilities, ranging from a child with a cleft lip to a man who lost his left arm and leg after being run over by a train on the Mombassa-Nairobi railway. This man now farms his own land and is a member of the local church choir.  Furthermore, the DPO runs a tailoring shop at a local market and, since 1998, disabled people have been on the board of the Divisional Development Committee and the region of Kibwezi celebrates the International Day of the Disabled annually.

(Source: adapted from Betts, 2004; Rapuro, 1998)

However, even this DPO and the surrounding area lacks access to HIV/AIDS IEC, as conveyed in Box 3.6:

Box 3.6

A deaf woman in the village went to a local clinic for contraception and gesticulated that she did not want to have a baby. She was provided with a pile of condoms but was given no instruction about how to use them and there was no reading material provided with them. Each individual condom wrapping had no information on how it should be used.  Several days later the woman had to be treated at the same clinic for severe stomach pains as a result of swallowing an untold number of condoms.

(Source: adapted from Betts, 2004)

This case study highlights one consequence of limited access to HIV/AIDS resources for disabled people, even in areas where there are dynamic disability advocates such as Agnes. The case study that follows (Box 3.7) further emphasises how the individual can be affected by such inaccessibility.

Box 3.7

Mutiso was unsure on whether to see his doctor. He had painful sores in the mouth and seeing a doctor was laborious. They had to communicate through writing because he has a hearing impairment. After three bouts of what was diagnosed as oral thrush, his doctor decided to do an antibody test for HIV/AIDS. Mutiso consented though he was not quite sure of the implications. The test was positive. He received no counselling before or after taking the test so he could not understand the meaning of it turning positive. After several sheets of paper the message sank. The doctor was unwilling to discuss these issues further and crammed Mutiso’s hands with booklets and pamphlets and another prescription for oral thrush. He tried his best to comprehend the information in the materials but raised further queries…there is no trained counsellor speaking sign language (Source: adapted from Mai, 1997). 

This is another clear example of one barrier to crucial information concerning HIV/AIDS for disabled people. Indeed, it is a common view that deaf people in particular face more barriers specific to their impairment (Stevens, 1998). Deafness, sometimes viewed as an invisible disability often provokes even less attention (Stevens, 1998). Yet, these case studies highlight just how acute the need is for appropriate HIV/AIDS information, education and, crucially, communication: “Physical and blind persons get more information about AIDS whereas the deaf are always left out” (cited in Yousafzai et al, 2004 forthcoming: 2). 

Moreover, when access is available, it is not always confidential: “We met a deaf lady in Katakwi and she told us that … going for a test is not bad but you know the testing has to be secret. But by the time you go with the interpreter, then you are three people now (you, counsellor and interpreter). I think those who are working on testing at least should be trained in sign language” (cited in Yousafzai and Edwards, 2004: 43). Furthermore, disabled people themselves exhibit elements of self-stigmatisation: the experience of Mwikali’s time as a counsellor in Kenya reveals the possibility that the interpreter of a deaf person may not tell that person directly if he/she is HIV positive; instead, that person may only find out from his/her peers in the deaf community (Ombara, 2004): "Even among deaf people, AIDS carries a stigma” (Mwikali, cited in Ombara, 2004:2).

This is not to say that people with other disabilities are not marginalised: physical access to HIV/AIDS information venues is clearly a problem. In Uganda “Your movement may be difficult, some of the paths are also difficult to locate. You cannot pass there without a guide. So this has made it to be difficult to get to the centres” (Yousafzai and Edwards, 2004: 43). What is evident here is a difference in how people with specific disabilities are able to access information.  This is further exemplified by the situation in Rwanda, where radios are the most common means of information; not only does this exclude deaf people from a key means of information on HIV/AIDS but many people with disabilities in rural areas cannot afford this means of communication and “The majority of participants felt that people with disabilities had less information than their non-disabled peers” (Yousafzai and Edwards, 2004: 53). 

This lack of information can lead, in places other than Rwanda, to people with disabilities’ having more misconceptions concerning HIV/AIDS than their non-disabled peers. For example in Swaziland, people with a disability stated that one can acquire the virus from “toilets, inhaling in dirty places, kissing (and) sharing bowls and utensils“ (Yousafzai et al, 2004 forthcoming: 3). Similarly, only three out of 36 participants in the same research stated that testing was necessary to find out if one were HIV positive (ibid: 2). 

Indeed, in terms of access to communication, even the sign for AIDS in some places has not been fully-developed or used, notably in Kenyan sign language, where signs for sexuality were only developed in 2003: "I have seen many deaf and mute people perish from AIDS-related illnesses yet a number of them had no idea what hit them. The AIDS message has yet to reach the deaf community. Even the word AIDS does not exist in Kenya's sign language yet” states 23 year old Susan Mwikali who is deaf (cited in Ombara, 2004: 1). This is apparently common in places throughout sub-Saharan Africa, as illustrated by the communication barrier in Swahili, Africa’s first language - words referring to disability use the prefix ‘ki’, which is normally used to refer to non-living or very small things (Rapuro, 1998). Also, in Uganda, it is reported that there is no word in many local dialects for disability (Lwanga-Ntale, 2003). These cases exemplify the gap in the conceptualisation of disability, a point that will be amplified in chapter five. 
Importantly, underlying all of the above examples appears to be a decision by society that people with disabilities do not need certain information, in these cases that concerning HIV/AIDS. Therefore they have not been provided with it. This reinforces the idea of people with disabilities as passive recipients. Society’s attitudes towards people with disabilities are now explored in more detail.

3.6 Attitudes towards people with disabilities 

Kenyan society’s deep-rooted assumptions about disability is evident in the following case study (Box 3.8):

Box 3.8

Gitonga Kiraithe works for the Blind and Low Vision Network Kenya. He explains that “The majority of our members know very little about the modes of transmission and the various facts related to this disease. Many have not touched a condom. A few have confessed to having sex indiscriminately and using no precautionary measures. We have not yet come across any member who has visited the VCT centre. Many blind persons complained of it as not being ‘blind-friendly’. The personnel at these centres are not trained in the skills required to handle (blind people). They have been accused of asking offending questions and wonder loudly whether blind persons can engage in sexual intercourse…The sighted members of society have always thought that blind persons do not engage in sexual activities” 

(Source: adapted from Kiraithe, 2004).

This example stresses how attitudinal discrimination is a significant factor in preventing disabled people from accessing facilities they need in order to inform themselves about prevention of HIV and/or their own HIV status. This is further emphasised by the case of one deaf man in Swaziland (Box 3.9):

Box 3.9

In Swaziland, a deaf man was interviewed and stated that he had been refused an HIV test at his local clinic because the nurse said that deaf people cannot become HIV positive. He had had five sexual partners in the past twelve months. When asked if he was concerned about how he had been dealt with by the nurse, he responded “I’m scared to death” 

(Source: allAfrica.com, 2003).

People with disabilities are very much aware of these attitudes, as highlighted by one disabled male in Kampala, Uganda: “They do not know that our penises are working and they may call us that our body is all disabled whereas our penises may be working” (cited in Yousafzai and Edwards, 2004: 45, emphasis added). Yet another attitude is summed up in the following retort to the suggestion that a disabled person seek methods of prevention: “A disabled person going to buy condoms (in Rwanda)! Yes, it is right and understandable but in the society, it cannot look good” (cited in Yousafzai and Edwards, 2004: Yousafzai and Edwards, 2004:57). Further attitudinal discrimination is demonstrated in Box 3.10:

Box 3.10

 “One day I heard that there was testing of blood in the village. Then the lame person went to test her blood. Then the nurse said that I am not going to test your blood because you are a lame person, you cannot have sex with a boy”.

“In the community, there is a negative mentality towards people with disabilities. When they go for blood test or buying condoms, they take it to be strange. They take it for granted that issues concerning protection, prevention are for non-disabled and yet people with disabilities are also human beings”.

(Source: Yousafzai and Edwards 2004, 42-57)

Some disabled people therefore feel that their only choice is to depend on general information, despite it being inappropriate to their needs. 

3.7 Conclusion
In this chapter, examples have been given related to HIV/AIDS and the social exclusion of people with disabilities. Examples were highlighted from Kenya, Uganda, Rwanda, Malawi and Swaziland. The examples highlight the main themes of the research, namely: sexual activity of people with disabilities; sexual exploitation of women with disabilities; poverty, disability and HIV/AIDS; lack of access to HIV/AIDS educational materials and, finally, attitudes towards people with disabilities. Isolated in many ways, people with disabilities have the right to demand more action by their own governments and the international community more broadly: what are these key actors doing about the situation? This will be explored in the following chapter.

Chapter Four  
International responses to HIV/AIDS and disability: donors, governments and NGOs

“Disability needs to be brought into the development mainstream through a dynamic alliance of the UN system, governments, agencies such as the World Bank, nongovernmental organisations, the private sector and other groups worldwide”  (Wolfensohn, 2002: 1)

4.1 Introduction

Chapter three presented scenarios to highlight how people with disabilities in sub-Saharan Africa are socially excluded and their exposure to HIV/AIDS increased.  In this chapter, the action taken by some key members of the international community in order to “enable people with disabilities to develop their full potential” (OAU, 2000: 7) is reviewed. As in chapter three, examples from various countries in sub-Saharan Africa illustrate the case. The response of donors is explored by first looking at their response to disability as a development issue.    

4.2 Donors’ response to disability and HIV/AIDS 

The United Nations Decade of Disabled Persons (1983-1992) initiated some of the first steps in raising wide-scale awareness of disability but gained little, save to introduce the 22 Standard Rules on the Equalisation of Opportunities for Persons with Disabilities, created in 1993 (UN, 1993). These provided a framework for states to follow up their pledge to equal rights for disabled people. Since the rules are not, however, legally binding, they need to be “delivered with more energy and commitment” (DFID, 2000: 6). 

Putting disability in the context of the UN’s fight against HIV/AIDS, the Declaration of Commitment on HIV/AIDS stated it would “enact, strengthen or enforce…measures to eliminate all forms of discrimination against…members of vulnerable groups, in particular to ensure their access to…social and health services…while respecting their privacy and confidentiality” (UNAIDS, 2003b:34). This covert reference to disabled people as one of the vulnerable groups exposed to HIV/AIDS will hopefully be strengthened by UN efforts to establish a disability and human rights convention: “The most important argument for a convention is perhaps that of ‘visibility’….it has proven extremely difficult to keep people with disabilities in focus in the proceedings of the (other Human Rights) treaty monitoring bodies” (Quinn and Degener, 2002: 2). This view is supported by Disabled People’s International and is reminiscent of Miles’ view that people with disabilities must have their own forums and should not be assumed to be part of a broader category of ‘vulnerable groups’ (Miles, 1999). 

The World Bank, too, is increasingly focusing on disability and development with its Global Partnership for Disability and Development (GPDD), referred to in chapter one. Still at the conceptual stage, the GPDD advocates a disability dimension to all economic programmes. To this end, a Regional Working Group for sub-Saharan Africa on Disability is now active (Heumann et al, 2004). This approach reinforces the point made in chapter one, that people with disabilities are vital to the economy of countries (Yeo, 2001). Furthermore, the Washington Group on Disability Statistics (World Bank, 2004b) is in the process of developing general disability measures in order to create consistent data on disability globally. By September 2004, it will have drafted appropriate census questions that highlight equalisation of disability (World Bank, 2004b).

More specifically, a Global Survey on HIV/AIDS and Disability (Groce, 2003b) has been conducted. Its conclusions corroborate what had until recently only been recorded anecdotally:  people with disabilities are not included in HIV/AIDS IEC; moreover, people with disabilities are sexually active and are victims of sexual abuse. Therefore, it underlines the point that HIV/AIDS is of concern to people with disabilities. The survey is vital to the international response to disability and HIV/AIDS: it highlights, to the Bank’s global audience, how those risks linked to HIV/AIDS such as stigma, poverty, lack of education and rape (of women in particular) are increased for people with disabilities; they must therefore be understood and dealt with appropriately. Crucially, the survey confirms the gaps in existing knowledge: an understanding of what works and why in terms of disability and HIV/AIDS IEC and formal monitoring and evaluation of those projects already in existence (Groce et al, 2004).

Overall, the Bank’s approach is to mainstream disability into economic development (World Bank, 2004c) by “understanding that an Inclusive Development approach is as important as disability-specific interventions” (Heumann et al, 2004: 6). This is also being applied to the Bank’s approach to disability and HIV/AIDS specifically (Groce, 2003b). The approach bears resemblance to that advocated by the UK Department for International Development in its 2000 issues paper on poverty and disability (DFID, 2000). 

‘Poverty, Disability and Development’ was the first of its kind by a bilateral donor; DFID seemed to be striding ahead on formalising the relationship between disability and poverty (DFID, 2000). Its twin-track approach consists of “Addressing inequalities between disabled and non-disabled persons in all strategic areas” whilst “Supporting specific initiatives to enhance the empowerment of people with disabilities” (DFID, 2000: 11). The paper also advocates inclusive education, aiming to provide minority groups with their right to education as a means of fighting social exclusion. At the time, it set a standard for others to follow and was well-received.  

Enveloping the above initiatives is the African Decade for Disabled Persons. It was launched by the Organisation of African Unity (now the African Union) in November 1999 and depends on governments to join in its aim of “developing measures that enhance the quality and full participation … as well as the empowerment of disabled people” (OAU, 2000: 5). Five years into the decade, what have governments done to respond to this aim? The following section opens with the efforts of governments to widen the scope of disability and development in general before moving on to initiatives focusing on disability and HIV/AIDS where these are occurring.

4.3 Governments’ response to disability and HIV/AIDS 

As in the North, governments in the South may spout rhetoric about the importance of every citizen in their country. Yet people with disabilities have traditionally not been a priority for Southern leaders (Thomas, 2004), many of whom still appear to deny that AIDS is ravaging their societies (UNAIDS, 2004b). Equally, there is a difference between rhetoric and reality. For example, the government of Zimbabwe passed a Disabled Persons Act in 1992; yet it gives disabled people a grant of less than US$3 a month on which to live (IRIN, 2004), a fact that does not conform to the commitment of the Act to tackle disability and poverty (Government of Zimbabwe, 1993). Furthermore, “Only 40% of countries globally have legal measures that prohibit discrimination against populations vulnerable to HIV” (UNAIDS, 2004b: 17, emphasis added).

This is not to imply that governments across sub-Saharan Africa are ignoring disability issues altogether. For example, disability as a development issue has been recognised by the Government of Namibia who have established a disability advisory unit in the office of the prime minister “to further strengthen our efforts in how to deal with issues of disability” (PM Gurirab of Namibia, cited in Narib, 2003: 9). According to the Prime Minister, the National Policy on Disability promotes “a more conducive environment for disabled people in order for them to realise their full potential”, words reminiscent of the aim of the African Decade for Disabled Persons cited earlier in this chapter. One of the National Policy aims is to integrate disabled people into society through CBR, hence the establishment of Disability Resource Centres in Namibia. Moreover, a National Bill on Disability was due to be tabled in parliament in by the Ministry of Lands, Resettlement and Rehabilitation in late 2003 (Narib, 2003) in order to monitor and evaluate the effectiveness of the National Policy on Disability. 

Similarly, the South African government has established The Office on the Status of Disabled Persons in the Deputy President’s Office. In addition, a White Paper supporting an Integrated National Disability Strategy was published in 2000 (Narib, 2003). The paper states that both government departments and state bodies must provide, as far as possible, access to rights for people with disabilities in the same way as they would for those who have no disability (Narib, 2003).

In addition, the government of Uganda is also notable for its apparent commitment to people with disabilities. In particular, “people with disabilities have achieved a greater level of political representation than in any other country” (DFID, 2000: 9). For example, the constitution of the country has been designed so that the disability movement is represented at all administrative levels. Additionally, there are five seats in parliament for people with disabilities. This has been designed to accommodate one person with a disability from each of the four regions of Uganda and one woman with a disability. Furthermore, a space is reserved in every election to allow one person with a disability to canvass (DFID, 2000). In education, too, the government advocates inclusive education. It is now compulsory for families to send disabled children to school as part of the project which funds four children, two of whom must be girls, from every family. In so doing, this strategy acknowledges the tendency of many families to otherwise send only non-disabled sons to school, thereby maintaining the invisibility of their disabled children (DFID, 2000).

Clearly linking disability and HIV/AIDS, the Kenyan government, having declared HIV/AIDS a national disaster, has been raising the profile of disability in various ways. Having made official the Kenya ‘Persons with Disabilities Act’ in 2003, the government has also been developing its ‘National Plan for implementing the Continental Plan of Action for the Decade of Persons with Disabilities’ (East African Standard, 2004) following its collaboration with VSO and AMREF to launch the ‘Kenya National Conference on the African Decade of Persons with Disabilities’ in January, 2004 (VSO, 2004). Moreover, the linking of disability and HIV/AIDS was apparent in the allocation of funding by the Kenyan National AIDS Control Council, which exists under the office of the president, for a recent joint venture with the media. Here,  the runner-up in the recent Miss Disability Kenya, Susan Mwikali, joined with the president’s wife to make an HIV/AIDS commercial for deaf people using sign language. The commercial involved the Miss Disability Kenya Secretariat, the Nairobi VCT Centre for the Deaf, the Kenya National Deaf HIV/Education Programme and the Nairobi Association for the Deaf (Ombara, 2004). 

Whilst the advert is an admirable attempt to merge disability and HIV/AIDS, it has not been seen by many of its target group; although Kenya TV Network accompanies some programmes with sign language, TV stations are demanding $1,000 to air it and refuse to broadcast it as a public service announcement” (Lacey, 2004). This is a situation in which the commitment of the government to bringing disability and HIV/AIDS into the fore has therefore been challenged.

In any case, governments cannot act in a vacuum: a stronger national effort to combat HIV/AIDS and disability in any country must be complimented by NGOs - international, national and community-based - all of whom must work towards the same goal as the respective government, One example of this is the collaboration between the government of Kenya, VSO and AMREF referred to above. Further examples of what some NGOs in sub-Saharan Africa are doing concerning disability and HIV/AIDS is explored in the following section. 

4.4 NGOs’ response to disability and HIV/AIDS 
The biggest disability NGO in the UK, Action on Disability and Development (ADD) follows the social model of disability, focusing on the empowerment of people with disabilities rather than on service delivery for them.  Whilst they advocate access for disabled people to health services in general, their work is more extensive in some places (for example, Uganda) than in others and, with reference to HIV/AIDS and disability, “While ADD has a policy to encourage DPOs to discuss and address this issue, it is not something we can force” (Long, 2004). Furthermore, the move away from project funding to overall work in a given country has meant that no specific funding is currently allocated to tackle HIV and disability specifically (Long, 2004). 
Another disability NGO, Leonard Cheshire International (LCI), operates in over 57 countries globally. In particular, the East and North African regional office is in the process of researching the level of access to HIV/AIDS education for people with disabilities in Kenya, Uganda and Ethiopia. The aim of this is to develop HIV/AIDS resources for this target group (Asindua, 2004). 

Some international NGOs are also making strides in mainstreaming disability as a key issue. One case in point is VSO, who has published a position paper on disability and poverty (Enfield, 2001), and states disability as one of its six goals. The volunteering organisation worked with the British Council and the British High Commission (Ghana) to produce a rap video Protect Yourself on HIV/AIDS (Phillips, 2004). The video is designed for deaf youths through a rapper vocalist who is accompanied by a signer using Ghanaian sign language. It features English subtitles for deaf people who may not be familiar with the sign language used. It is particularly noteworthy in having been initiated by a deaf VSO volunteer; moreover, it was produced in partnership with young deaf people, thereby reinforcing the view of disabled people in general: ‘nothing about us, without us’ (Yeo and Moore, 2003:571). 

Furthermore, VSO has developed a regional focus on disability through its Regional Aids Initiative for Southern Africa (RAISA). Of particular relevance is the 2003 conference on disability and HIV/AIDS (Narib, 2003) attended by the Namibian Prime Minister and people with disabilities from national and community-based NGOs. Here, people with varying disabilities expressed how they are excluded from HIV/AIDS IEC. The conference also formally reported to a wide audience the sexual abuse of women with disabilities in particular and the report was therefore able to document, for official follow-up, the needs of people with disabilities regarding their exposure to HIV/AIDS. Its key findings were the difficulties caused by lack of access and societal attitudes. This reinforces what appears to be the case in various countries across sub-Saharan Africa. 

The African Union for the Blind, a pan-African NGO, is currently spearheading an ambitious Africa-wide initiative for HIV/AIDS education for blind people (AFUB, 2004; Friend, 2004). Interestingly, the work is being done in collaboration with Sightsavers International, a disability NGO that traditionally works by the preventative model of disability.

Sightsavers also work with the Blind and Low Vision Network Kenya (BLK), an NGO based in Nairobi whose aim is to build the capacity of communities where blind people live. The organisation has recently submitted a proposal to the Kenyan National AIDS Control Council to fund an HIV/AIDS Awareness project (BLK, 2004). Unsurprisingly, Nairobi, with a population of 2.5 million, appears to have various initiatives for people with disabilities. For example, the Kenya Union for the Blind (BLK, 2004) carried out a one year HIV/AIDS awareness programme in Nairobi Province. Also, the Nairobi-based Kenya Programmes of Disabled Persons (KPDP) advocates access of people with disabilities to quality health care and conducts HIV/AIDS programmes for people with disabilities (KPDP, 2003). Regionally, one example is the Kikumbulyu DPO, documented in chapter three, who completed a funding application to the Kenyan government in 2003 for a project on HIV/AIDS awareness for people with disabilities (KPD, 2004). They have also forged a partnership with the UK-based charity Advantage Africa (Advantage Africa, 2004) to set up HIV/AIDS education resources for people with disabilities in the area. 

Resources are also being developed by the Zimbabwe National Association of Societies for the Care of the Handicapped, in line with their campaign to help people with disabilities access HIV/AIDS information. So far, a video tape on sexual activity, sexual abuse and HIV/AIDS for people with disabilities and one audio tape of 69 terms related to HIV/AIDS in sign language have been produced (IRIN, 2004). A project is also being pursued in Zimbabwe for blind people to access information on gender, HIV/AIDS IEC and relationship skills (Welbourn, 2004). The resource, entitled Stepping Stones, has been used in many countries across sub-Saharan Africa and the Southern Africa regional office is now seeking funds to translate the manual into Braille. So far, the manual has been adapted by the National Association of Disabled People in Uganda. It has also been used in Zambia for HIV/AIDS education and life skills training of deaf people where the programme used a signer as well as the usual facilitator (Welbourn, 2004). In this way, standard HIV aids resources were made accessible. 

4.5 Conclusion

This chapter has painted a picture of the extent of international efforts to ameliorate the situation of disability and HIV/AIDS in sub-Saharan Africa. The chapter is important as a response to the stark portrayal of disability and HIV/AIDS detailed in chapter three. It is the aim of the final chapter to provide a fuller understanding of both the reality and the response in terms of the overall question of this study: what, then, is the relationship between HIV/AIDS and the social exclusion of people with disabilities? This is addressed in chapter five. 

Chapter Five

Disability, social exclusion and HIV/AIDS in sub-Saharan Africa

 “Instead of proving that we are 10% of any given population and 20% of the world’s poorest, we must convince society that we are an irreplaceable part of 100%” (Phiri, cited in Kyriacou, 2004:11)

“Let me ask you (people with disabilities) to please double your action in sensitising the ignorant, those of us who have no experience of living with a disability to be able to respond to your needs appropriately” (Katali, cited in Narib, 2003: 23).

5.1 Introduction: 

Throughout this paper, it has been argued that the situation regarding disability and HIV/AIDS in sub-Saharan Africa is in need of more attention. Chapter one justified why this is the case. Chapter two presented an overview of the literature on social exclusion, disability and HIV/AIDS. It drew attention to the debate over definitions of disability and reviewed the link between poverty and disability in development. It underlined how people with disabilities, particularly disabled women, are more exposed to HIV/AIDS as a result of sexual exploitation. The chapter concluded on the need to view social exclusion, disability and HIV/AIDS as part of a relationship. Chapter three offered examples to highlight that people with disabilities are sexually active. Situations were depicted in which disabled women are sexually abused, thereby adding to the argument that disabled people are more exposed to HIV/AIDS than their non-disabled peers (Groce, 2004). Various scenarios presented the overlap between poverty and disability, the inaccessibility of HIV/AIDS IEC and attitudinal discrimination towards disabled people. Chapter four presented the response of some key donors, governments and NGOs to the situation regarding disability, generally, and disability and HIV/AIDS where this is taking place. 

In this chapter, it is intended that the overall research question with which this study began is addressed: what is the relationship between HIV/AIDS and the social exclusion of people with disabilities in sub-Saharan Africa? To do so, the invisibility of disability and HIV/AIDS is explored through analysis of case study material as it relates to the debates presented in chapter two. This will allow scrutiny of the aforementioned relationship. The chapter then explores ways forward: first, through a critique of the international response thus far; second, by considering what more needs to be done in order that the situation regarding disability and HIV/AIDS in sub-Saharan Africa is improved. The chapter ends by concluding on the research as a whole.

5.2 The invisibility of disability and HIV/AIDS
As stated in chapter two, one reason for the invisibility of disability and HIV/AIDS is the common view that disabled people do not need HIV/AIDS IEC because they are not sexually active. Evidence presented in chapter three is a resounding rejection of this belief. 

Indeed, the view inherent in believing that disabled people are not sexually active – that they are sexless, unattractive and therefore cannot ‘secure’ a partner – encapsulates how they remain highly stigmatised in many sub-Saharan countries. In this way, the link between disability and HIV/AIDS remains invisible. Thus the attitude of society towards people with disabilities in believing, amongst other things, that disabled people cannot be sexually active is a form of social exclusion: they do not fit into those able-bodied norms established by a society and are therefore ousted. 

The rejection of women with disabilities is particularly evident in this study - whilst people with disabilities may be described as doubly exposed, there is a triple jeopardy in the case of being female, disabled and financially poor, a situation reminiscent of the Kenyan woman’s predicament as described in Box 3.2, Chapter 3. In asking for goats as compensation for his daughter’s rape, her father allows her rights as a human being to be violated. In this way, disability is clearly a rights issue and not simply a medical issue, as stated by Groce (1999). There is no official recompense for the rape because of those barriers erected by legal systems (Groce and Trasi, 2004) and being disabled and a woman, the daughter is perceived to be an unreliable witness (Groce, 2003). Consequently, the traditional giving of cows is probably the only ‘gain’ that can be made from the situation. However, the father’s action reinforces how little society caters for someone who is perceived as being unable to contribute economically. This exemplifies De Haan’s argument (De Haan, 1999) that the elements of deprivation - in this case poverty, disability and gender - overlap.  The consequence is that the daughter is further exposed to HIV/AIDS.

A similar situation that reinforces the invisibility of disability and HIV/AIDS is where women with disabilities who are sexually abused are socially excluded, particularly by other women, and resented instead of supported. This level of exclusion is blatant in the case of the disabled woman in Malawi (Box 3.3, chapter 3): the intransigence of the village chief in ignoring the gang rape inflicted on her because his son is involved and the misguided jealousy of women in the village exemplifies those “forms of symbolic devaluation that are reproduced in everyday social practice” (Hickey, 2002: 8). The women in particular are satisfied with the assumptions they have made about the situation and do not probe it to find out what might actually have happened. This experience of devaluation is felt all too often by disabled people. Had this woman been supported, her exposure to HIV/AIDS might then be acknowledged and something done about it, if not in that actual case then at a point in the future if or when it happens again. This does not, however, happen because she forms part of the out-group created by social exclusion. This suggests that, in Malawian society, as in others, the link between disability and HIV/AIDS remains invisible.

The social exclusion contributing to the invisibility of HIV/AIDS and disability is further exemplified in the situation of disabled female youths (Box 3.1 chapter 3) who are enticed by male non-disabled taxi touts. Social exclusion involves a cluster of interlocking disadvantages (De Haan, 1998) and the combination of factors at play in this particular example is illuminating: the girls’ embedded lack of self-esteem, most likely from being kept hidden from a young age (Rapuro, 1998), and their desire to be sexually attractive in the same way as their non-disabled peers is combined with the attitude of the taxi drivers that the girls, disabled and most likely poor, are worth little and can be used for sex. The girls, invisible their whole lives because of their disability, are made visible by the men’s transient attention. The sex (most likely unprotected) that results from this flattery exposes them to HIV/AIDS. This link between disability and HIV/AIDS, however, is rarely uncovered as these girls are seen as of little worth to their society because of their disability. The chances of this happening in a society where they were included and supported, where disability is not regarded as a reason to oust an entire group of people, would be reduced.

It is commonly accepted that disability and HIV/AIDS is rendered invisible because many of those who are affected by disability are poor (DFID, 2000). This leads to double discrimination: evidence from chapter three supports the argument that people who are both poor and disabled are not a priority for society. This is exemplified in chapter three by those disabled women in Uganda who prostitute themselves without using protection - having a disability and experiencing poverty renders one powerless. Thus disabled people are marginalised in the fight against AIDS, as they are in other areas of their lives. What is more, the examples in chapter three of people who cannot afford a radio (Rwanda) or who have no money to pay a signer (Kenya) bring into sharp focus the lack of energy put into creating accessible and appropriate HIV/AIDS IEC for people with disabilities living in poverty in sub-Saharan Africa. This is equally a problem of access, as discussed below.

Access remains a problem as a result of the invisibility of disability and HIV/AIDS. This is in the form of both “apartheid by design” (Imrie, 1996, cited in Yeo and Moore, 2003: 572) and access to a confidential service, as in the examples cited in chapter three from Uganda (Yousafzai and Edwards, 2004). Moreover, in each, the lack of access to HIV/AIDS IEC is the result of this group being socially excluded – if a given society’s standard is that one must be able-bodied, then anyone who falls outside of this standard is deviant and therefore less important. 

Access, however, often depends on the attitude of those able-bodied people who regard people with disabilities as somehow deficient. Box 3.6 in chapter three illustrates the needless pain experienced by someone in swallowing condoms because she was not given the right advice. Box 3.7 in chapter 3 develops this theme further, where the non-disabled doctor is unwilling to confront the issue of disability and HIV/AIDS. Consequently, Mutiso is deprived of his right to access adequate IEC and counselling, despite being HIV positive. There are parallels between this situation and that shown in Box 3.9 of chapter 3 where the nurse in Swaziland claims that deaf people cannot become HIV positive. Furthermore, the exclusion felt by disabled people from derogatory comments made about their sexuality (Box 3.9, chapter three) is made much worse when it prevents them from accessing vital information such as HIV/AIDS testing or IEC. 

What is interesting in all examples referred to from chapter three is the process involved here - none of those in a position to help wishes to confront the issue of disability and HIV/AIDS, based on the perception that people with disabilities, male and female, are not sexually active; this, in turn, is based on the attitude that they are of little value to society. Furthermore, the concept of power underlies many of the situations involving a disabled person (a member of the out-group) and a non-disabled person (a member of the in-group). The examples from chapter three reflect just how multi-dimensional social exclusion is - those disabled people in the examples are excluded as a result of a disability and this is exacerbated by any number of factors, of which gender is only one. Moreover, they highlight the consequences of the invisibility of HIV/AIDS and disability. This has a bearing on the relationship between HIV/AIDS and the social exclusion of people with disabilities in sub-Saharan Africa, as is now discussed. 
5.3 The relationship between HIV/AIDS and the social exclusion of people with disabilities in sub-Saharan Africa

The previous section explains the invisible nature of disability and HIV/AIDS. Moreover, it confirms that there is, indeed, a relationship between HIV/AIDS and the social exclusion of people with disabilities in sub-Saharan Africa. 

Disability, as it applies to people with disabilities in sub-Saharan Africa, has been misconceptualised. As shown in the case study material, disability is still deemed a physiological rather than a social issue: society continues to blame people with disabilities rather than introspecting on how its own attitudes need to change. Moreover, people with disabilities are categorised as a homogeneous group and are therefore cast out via social exclusion which sets standards, apparent only by the failure of certain groups to live up to them (Bauman, cited in Thomas, 2002). Thus social exclusion means that HIV/AIDS IEC for disabled people is not prioritised. Additionally, it means that women with disabilities are being sexually exploited, their perpetrators confident that no action that will be taken against them. Both scenarios increase the exposure of people with disabilities to HIV/AIDS. It is now important to consider the extent to which the international community have taken action to alleviate this situation.

5.4 Ways forward:

5.4.1 A critique of the response so far

 “Prevention programmes are not reaching the people who need them…AIDS education is still far from universal” (UNAIDS, 2004a: 11) 

Gradually, the realisation is dawning on key actors that people with disabilities have been socially excluded and therefore further exposed to the HIV/AIDS virus. Access for all, regardless of disability or geographical location, is a human right, hence the UN DPI convention to come up with a treaty specific to disability and development (DPI, 2004). Yet even the most recent UNAIDS document does not mention people with disabilities as a target group in its executive summary (UNAIDS, 2004b).

The World Bank’s overall strategy of working on disability and development through the GPDD running in tandem with the Global Survey on disability and HIV/AIDS is, though long overdue, worthwhile.  In addition, it is promising that the Washington group (chapter 4) are spearheading progress on disability statistics. These are urgently required to further formalise the knowledge base. However, as usual, it is time that will tell if research and resultant policy is transformed into implementation.

DFID’s inputs into disability and development appear not to have been sustained. Four years after the paper on poverty and disability, the expectations created by the paper have not been fulfilled (Thomas, 2004). Whilst work on the mainstreaming of disability is ongoing, there is a distinct lack of implementation by DFID. This is all the more striking given its reputation as a donor that addresses issues of social exclusion. Furthermore, similarly to UNAIDS (2004b), the most recent DFID paper on HIV/AIDS (DFID, 2004b) appears to refer to people with disabilities only in its reference to ‘vulnerable people’ (DFID, 2004b: 7), adding a further question mark to its commitment to confronting issues surrounding disability and poverty (one of which is disability and HIV/AIDS) as promised in the 2000 paper. Consequently, this donor, along with others, is reinforcing the invisibility of HIV/AIDS and disability.

On the other hand, DFID recently carried out a mapping exercise (Thomas, 2004) to examine the extent to which disability is being mainstreamed in its department; this is perhaps an acknowledgement that the agency must improve on current practice, first and foremost from within its own organisation. Moreover, DFID aims to work with governments to reflect government priorities rather than impose donor ideas; where governments do not place disability at the top of their list, DFID cannot impose their view (Thomas, 2004). The following section presents further discussion of government action on disability and HIV/AIDS as presented in chapter four.

The Government of Uganda’s action on disability more broadly is reminiscent of Coleridge’s recommendation of a three-pronged strategy to have CBR alongside the integration of disability within education, equal opportunities and awareness-raising of disability. Similar will is being shown by the government of Namibia - whilst there was no outright government initiative at the time of writing on disability and HIV/AIDS, the fact that the Prime Minister, rather than a junior minister, attended the VSO 2003 conference on disability and HIV/AIDS signals the government’s acknowledgement of the escalating importance of the issue in the country. Indeed, all governments referred to exemplify elements of willingness to produce policy documents apparently written through a social model lens. However, while there may be elements of change such as National AIDS Control Councils and Disability Acts, the two must be brought together; moreover, any policy that is formulated must be implemented. One government whose effort to clarify the link between disability and HIV/AIDS is that of Kenya.

In funding the HIV/AIDS advert for deaf people as detailed in chapter four, the Kenyan government has shown willingness to negotiate issues surrounding disability and HIV/AIDS. Conceptually, the advert is shocking in its juxtaposition of a vision (a physically beautiful woman, an invisible disability) with the reality of many disabled women in sub-Saharan Africa (sexual exploitation and increased exposure to HIV/AIDS). If able to eventually reach a wider audience, it could be very effective in serving a dual purpose: first, challenging aesthetics, that someone who is disabled can also be attractive; secondly, by challenging attitudes that people with disabilities are not sexually active. Its implication is that people with disabilities are sexually active and therefore they are exposed as much as non-disabled people to the HIV virus. Overall, it could be part of an effective awareness-raising campaign, again as suggested by Coleridge’s strategy of awareness-raising, integration of education and equal opportunities (Coleridge, 1993).

Moreover, the very core of social exclusion is embodied by the advert’s star, a beautiful woman who is now welcomed into a society that excludes her less beautiful (and presumably less wealthy) but equally disabled peers. They are excluded by those very social constructs that now welcome her as conforming to the standards of the ‘in-group’ of elite society. The challenge is whether she continues to exploit this and remain a disability advocate to break down these socially constructed barriers or, in contrast, whether she joins the in-group that originally excluded her. Silver’s point that exclusion results from “class, status and political power” is pertinent here.  
Returning more generally to responses by governments, it is suggested here that government action may be more effective if matched with that of national and community-based NGOs. This particular study has found scant evidence of this. Furthermore, governments pledging to work with NGOs on HIV/AIDS programming often only do so until funding is secured, after which they fail to collaborate (UNAIDS, 2004b). Nevertheless, various NGOs have started to bring the issue of disability and HIV/AIDS into the fore with varying approaches to tackling disability and HIV/AIDS. At one end of the spectrum is the ‘hands-off’ approach of ADD as an NGO working specifically with disabled people. At the other end is VSO’s strategic decision as a mainstream development organisation to integrate disability, amongst other areas, into its five-year plan and target disability and HIV/AIDS in particular. 

From the perspective that disability still has to be mainstreamed within development before its constituent parts, one of which is HIV/AIDS amongst people with disabilities, can be tackled specifically, VSO’s action appears to be bridging the gap between specialist agencies and ‘non-disability’ agencies, reminiscent of Yeo’s point on this topic (Yeo, 2003). Furthermore, it might be interpreted as taking the form intended by donor agencies such as DFID and the World Bank in so doing. 

Despite the approach taken by one organisation, however, the response overall to disability and HIV/AIDS in sub-Saharan Africa is sporadic. Whilst some government, donor and NGO action as described in chapter four appears to acknowledge the beginning of an inclusive approach concerning people with disabilities, it is nevertheless under-developed and ad hoc, with policies more integrated in some places than in others. Once more, it is important to reflect on the extent to which the promises remain as rhetoric: “Having an Action Plan is one thing, but its implementation is a different issue altogether” (Phiri, 2004: 1). 

5.4.2 What more needs to be done? 

The perception of disability as a problem of the person with a disability continues to pervade societies because the alternative commands much effort and a real shift in understanding - “Disability is a matter that many people would rather not consider: it is uncomfortable, and calls into question many of our assumptions about what a ‘normal’ life is” (The Lancet, 1999). Furthermore, discussion of HIV/AIDS in sub-Saharan Africa is still taboo in many areas. Thus two subjects with which society is generally uncomfortable have to be reconciled and brought to the fore – not an easy task. However, it is only through discussion of each that these concepts can be understood more precisely. 

One way of countering the consequences of social exclusion and reconceptualising disability is through promotion of the social model: “Rather than people with disabilities having to change to fit society, society must make room for them and uphold their rights” (DFID, 2000: 7). It is up to society to invest disabled people with the power to act. There is, therefore, a need for an inclusive and participatory approach to disability and HIV/AIDS: ‘nothing about us without us’. As shown in the example of the Kikumbulyu DPO (Box 3.5, chapter three), many people with disabilities run initiatives that are “disability-specific and user-friendly” (Serenata, 2001: 1). This must be extended to deal more effectively with HIV/AIDS through peer support and counselling (Serenata, 2001). The adaptation of the Stepping Stones approach, as detailed in chapter four, highlights that resources definitely can be adapted to the needs of people with varying disabilities. All stakeholders, therefore, should be “actively incorporating disability dimensions in their programmes” (Narib, 2003: 9). 

One way of addressing the issue of disability definitions is to continue to formalise the language of disability. For example, in chapter three various points were made about the lack of formal language concerning disability: for the Kenyan advert, a sign had to be made for HIV/AIDS. Furthermore, the case of Swahili and of Uganda suggest that the concept and, by extension, the person with a disability is not acknowledged. This reinforces the invisibility of people with disabilities in sub-Saharan Africa and is an indictment of societal apathy that needs to be reviewed. 

Fundamentally, the fact that people with disabilities are sexually active needs to be taken much more seriously. The alternative means that a significant number of the population in sub-Saharan Africa continue to be exposed to the HIV virus. The consequences of such social exclusion militate against the visibility of HIV/AIDS and disability: being subjected to humiliation in trying to access information about HIV/AIDS leads to disillusionment. Thus the logical resort is to stop trying to access it whilst continuing to be sexually active. In this way, the HIV/AIDS virus continues to weave its way through a population that need not be exposed. This, in turn, has implications for the economic and social development of sub-Saharan African countries.

In addition, it would be advisable for mainstream development agencies to take on disability. Simultaneously, disability agencies must target disability and HIV/AIDS specifically. Notably, initiatives to promote the needs of women with disabilities are lacking. Moreover, there remains a distinct lack of rural-based initiatives given the amount of disabled people reported to live outside of towns. Also, there is a lack of social marketing focused on disability and HIV/AIDS (Narib, 2003: 9). This, along with formal monitoring and evaluation for disability and HIV/AIDS activities and projects, as stated by (Groce et al, 2004) is essential.

Another necessary step is referred to in the quote with which this chapter opened: awareness-raising to the non-disabled public is necessary to enable society to re-think the concept of disability and the myths around sexuality of people with disabilities; again, this is done through the social model. Adoption of the social model would mean that Imrie’s ‘apartheid by design’ would belong in the past and physical solutions such as ramps would be automatically constructed; this is not impossible given Wolfensohn’s estimate of only a 3% increase on the cost of constructing buildings to accommodate this (Wolfensohn, 2002). 

What is more, emphasis needs to be placed on the concept of social inclusion rather than social exclusion; the duality of inclusion and exclusion should not, of course, be over-simplified (Francis, 2002) and is a case to be debated beyond the remit of this paper. Nevertheless, people with disabilities have a right to participate in their societies at all levels: social, religious and political. One way to do this is to integrate the social model of disability throughout disability debates. 

5.5 Conclusion 

This study has shown how people of various disabilities are more exposed to contracting HIV/AIDS: firstly, because they are deprived of their right to HIV/AIDS IEC; secondly, because disabled women in particular are sexually exploited due to society’s paralleling of disability with worthlessness. Fundamentally, people with disabilities are further exposed to HIV/AIDS because they are socially excluded.

It is a recommendation of this paper that more research is carried out into the area of disability and HIV/AIDS “to understand the issue of HIV/AIDS in disabled people in global terms” (Groce, 2003: 1401). Furthermore, the lack of findings on initiatives responding to HIV/AIDS and women with disabilities suggests that this is an area also in need of greater study.

On the whole, the two main views posed at the beginning of this study have been validated. Having seen copious evidence of the factors of social exclusion in the material presented, this paper therefore concludes that the social exclusion framework is a useful one for conceptualising disability and for the analysis of disability and HIV/AIDS. It has been shown that the social exclusion of people with disabilities is a key cause of their inaccessibility to appropriate HIV/AIDS education and a contributing factor to their sexual exploitation. To counter this, the paper recommends a re-conceptualisation of disability via the social model. This model provides us with a rigorous and over-arching classification for the concept of disability; its integration into the attitudes and the environment of sub-Saharan African societies regarding disability and HIV/AIDS more generally is imperative. Combined with a socially inclusive approach the model could provide a real departure from the discrimination endured by people with disabilities for so long.  
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