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Abstract
Social exclusion is an alien concept in Tanzania’s development discourse. This hasn’t stopped its manifestation upon a group of the population who have endured exceptionally extreme challenges. Albinism in Tanzania for most has been misconstrued as a condition of mythical origin leading to the separation of people with albinism (PWA) from society, exclusion from fundamental rights and sadly death by witchcraft. Always living at the edge of society, PWA have borne the brunt of social discrimination, marginalisation and human rights abuses.

This study documents the situation of PWA in Tanzania. It assesses whether PWA enjoy the same rights as other citizens in Tanzania and whether there are mechanisms in place to ensure the realisation of those rights. The researcher explored the processes of social exclusion that PWA experience on a daily basis through interviewing PWA themselves; the role witchcraft plays in perpetuating the disadvantaging position of PWA and whether the judicial machinery is to their benefit or detriment. All of this supports an overall assessment of the question whether the state of Tanzania is living up to its human rights obligations vis-à-vis PWA. The research reveals that most PWA live in hardships and exclusion despite a series of human rights instruments that Tanzania has ratified but not all live this way, for those, the quest for justices continues. Some refuse to associate themselves with the ‘victimhood’ of having albinism and live their lives as ordinarily as possible. 

Relevance to Development Studies

Securing Human rights and ensuring development go hand in hand since human rights are embedded in development and are the platform for claiming and realising rights. Protection of the rights of vulnerable groups is essential for development. Development can be viewed through the framework of human rights as the progression of rights provided for under International norms. If permitted these groups can have a say on issues affecting their wellbeing. Being able to voice one’s concerns one contributes towards the development and fight for social justice.
Keywords

Albinism, Disability, Human Rights, Social Exclusion, Tanzania.

Chapter 1 
People with Albinism in Tanzania Mainland
: Introduction

This study explores the social exclusion and struggle towards the realisation of the rights of people with albinism (PWA) in Tanzania. So far, little research has been done into this subject. Most of what is known about albinism has been socially constructed or has derived from ancient beliefs. This study aims to examine the role of the government in realising these rights, shed some light on the condition of albinism as well as taking a closer look at the lives of those who live with the condition and the hardships, discrimination and exclusion that they face in poverty-stricken Tanzania. The researcher chose to use the term PWA as opposed to albinos because they are people first who then have albinism. 

The World Health Organisation (WHO) estimates that globally approximately 650 million people live with disabilities (WHO 2009a). Of these 650 million, a startling 80% is in developing countries. Their number is on the rise due to injuries, chronic diseases, ageing etc. Most people with disabilities (PWD) are poor and have limited or no access to basic services (WHO 2009b).PWD have generally been overlooked and left to strive and struggle for their most basic rights, primarily those of health, education and employment which are routinely violated in many countries. 

80% to 90% of PWD of working age in developing countries are unemployed (UN Enable n.d). Approximately 90% of children with disabilities (CWD) in developing countries do not attend school. The quality of education for them is inadequate and there is a high risk of illiteracy amongst PWD which leads to lack of opportunities in higher education, employment and eventually income generation (UNESCO n.d:2). Only approximately 25% of PWD in developing countries have access to rehabilitation and appropriate basic services (Despouy 1993: 29-30).These figures demonstrate the severity of the problems for PWD in developing countries and impress the need for urgent improvement of their situation.

1.1 Problem Statement

In Tanzania the situation is not different from the general picture sketched above. According to a June 2009 press release by the Minister of Health and Social Welfare Professor David Mwakyusa, regarding the 2008 Tanzania Disability Survey
, in Tanzania 2.4 million people or 8% of the population have a disability (Tanzania National Bureau of Statistics 2008: 1). The table below reproduced from the Survey (Ibid) shows the prevalence of disability by type.

Figure 1:
 Prevalence of Disabilities in Tanzania 
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According to the Disability Survey, the prevalence of disability in Tanzania was 7.8 %, higher in rural areas than in urban areas (with 8.3% and 6.3% respectively) and almost equally divided between males and females. 50% of CWD were born with physical limitations or had them before their first birthday, while 30% encountered difficulties prior to their fifth birthday. 6% still believed that superstitions mainly caused the disabilities (Ibid: 1). The Survey revealed that PWD struggle to fully participate in family and social activities, possibly due to the negative attitude of the public towards PWD. It also identified that access to health care information is low among PWD as opposed to the general public. The number of children below the age of 15 using assistive devices was very low with a mere 2.2% using assistive devices such as glasses and walking sticks(Ibid: 2). 

The number of CWD attending school in Tanzania is very low: only 4 out of 10 children aged 7 to 13 attend school. Fewer than 2% of them reported attend special schools while 16% were refused entry into schools. More than 50% of those over the age of 15 had attended primary schools but 44 % had not attended school at all. Only 5% had attended secondary school and less than 1% had finished tertiary education. At all levels, attendance of males is higher than that of females (Ibid: 2). Most PWD face difficulties in securing employment, 30% of adults with disabilities are unemployed. Only 5% of reported to be working were paid. Males were more likely to be paid workers (9%) than females (3%). 

Issues concerning PWD are only now being taken seriously. As a result, efforts to ensure full realisation of the rights of PWD including PWA in Tanzania have been stymied. PWA consistently face challenges and hardships in realising their rights. Tanzania requires an effective rights-based disability policy, supported by law, to ensure full inclusiveness for PWA, at home, work, school and everywhere else. 

1.2 Albinism as a Condition in Tanzania

The word ‘albinism refers to a group of inherited conditions. Oculocutaneous albinism (OCA) is a genetically inherited condition and is the most prevalent type throughout Africa. PWA have inherited altered genes that do not make the usual amounts of the pigment melanin. Consequently, PWA have little or no pigment in their eyes, skin or hair and they are more susceptible to the harmful effects of ultraviolet radiation exposure. Especially in developing countries like Tanzania, a tropical country where the sun shines down ruthlessly most of the year, this problem is exacerbated by reduced access to adequate health care, mainly in rural areas (Taylor and Lund 2008). Albinism also leads to lifelong physical health problems, especially visual impairment (Summers 1996). Abadi and Pascal (1989) state that there is no cure for albinism. Nevertheless a reasonable quality of life can be attained with careful management of the condition.

The prevalence of albinism is 1:20,000 in most populations in the world (Witkop et al. 1989), but it is significantly higher in Africans (Lotti and Simona 2004). The prevalence of OCA2 is as follows: Tanzania 1:1,429; South Africa 1:3,900; Zimbabwe 1:4,728; Cameroon 1:7,900 (Lotti and Simona 2004: 619). Skin without melanin cannot protect itself against the rays of the sun. As a result, cancer rates are higher in PWA. With blond hair, lashes, eye brows and milky delicate skin, the appearance of PWA is quite dramatic. In Tanzania they provide a stark contrast to the people around them who possess a much darker complexion, inevitably attracting unwanted attention.

The life of a child with albinism is usually guarded with newborn babies typically staying indoors for the first 3 months and then going outdoors and spending the whole day playing under the sun. Due to tropical temperatures their clothing is light. PWA manifest solar keratosis
 from the age of 8 upwards and by the age of 20 all suffer from sun damage. Cancer may disfigure, disable or cause death. At one point the life expectancy of PWA was between 20 and 30 years. Today however, with preventive measures, they live longer (Lotti and Simona 2004). One preventative measure is the use of sun lotions. 

PWA also have a reduction of melanin in the iris which cannot be corrected. Consequently CWA experience difficulties in reading and seeing the blackboard in school (Lotti and Simona 2004). Whilst at school, they cannot participate in sports because their skin burns under the sun as generally school uniforms consist of shorts or short skirts and short sleeved shirts. They struggle to gain a much needed education due to inadequate facilities such as a lack of large print books and teachers trained to teach these children. 

All the above cause PWA to consider themselves disabled within the ambit of Article 1 of the Convention of the Rights of Persons with Disabilities (CRPD) which states that “Persons with disabilities include those who have long-term physical, mental, intellectual or sensory impairments which in interaction with various barriers may hinder their full and effective participation in society on an equal basis with others”. This undoubtedly includes PWA. 

The 2008 Tanzania Disability Survey estimated 8,193 PWA in the country (Tanzania National Bureau of Statistics 2008: 1). This number is higher than the data from Regional Administrative Secretaries Offices which shows 4,875 PWA in the country (Ibid: 1). However it is much lower than the number estimated by the chairman of the Tanzania Albino Society (TAS), Mr. Ernest Kimaya, of more than 370,000 (Smith 2008). The accuracy of the number of PWA in the country estimated by the Survey has to be challenged given the current climate where most PWA are in hiding for fear of being killed. Consequently the state does not have an accurate picture of the number of PWA within its territory. If the state is unaware of the presence of PWA, then they risk falling further victim to social discrimination and exclusion and may not be protected against the killings. PWA will remain invisible and hence their sufferings and neglect will be disregarded when important policy decisions are made. 

All the problems faced by PWD in general are worse PWA. The main issue has always been that of equality and specifically, the right to equal access to resources and facilities. They live in the margins of society, often excluded because of their condition. They continually face discrimination and unequal access to education, employment and health care. 

In the last 3 years, PWA have been living in fear of their lives due to a disturbing emergence in killings of PWA due to witchcraft beliefs. According to a blog by BBC journalist Vicky Ntetema, so far between 27 to 52 PWA have been killed. The great lakes region of Mwanza, Mara, Shinyanga and neighbouring regions of Tabora and Kagera are most prone to these killings of PWA for their body parts. Mainly legs, hair and blood are believed to bring luck and financial prosperity in fishing and mining (Ntetema 2009). 

Map 1: Map of Tanzania
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Those being targeted and killed range in age from a seven month old baby to a 50 year old man (BBC 2008b). Gender does not seem to feature in these killings: just as many men and women were killed. In October 2008, a nine-year old girl was killed in Mwanza and her legs were removed after being lured to watch a film (BBC 2008a). Those involved don’t see, to stop at anything. A child, a mother, a father, no one is safe. 

1.3 Background

Tanzania is the largest East African country with 40 million inhabitants (National Statistics Website 2006) who occupy 945,087 sq km (CIA World Factbook 2009). Despite being a geographical giant, with abundant resources including diamonds and gold, Tanzania is one of the poorest countries in the world, with an average national income per person of US$400 according to the World Bank’s World Development Indicators (DFID 2009). According to the Household Budget Survey and the Tanzania National Bureau of Statistics (2008), in 2007, 33.4% of Tanzanians lived below the national poverty line of $1.1 international purchasing power parity dollar a day (Ibid).  

In such a vast and poor nation, inevitably hardships, insecurities, inefficient social services and lack of resources persist. In general, Tanzania has satisfactorily fulfilled its human rights obligations compared to some of its African neighbours. However, this has been a challenge and its performance has sometimes been poor. Tanzania is a state party to numerous human rights treaties and it has taken steps to ensure that it adheres to its human rights obligations both nationally and internationally. 

Positive developments that were visible in 2008 in the promotion and protection of human rights were the number of strategies devised by the government to tackle issues like unemployment, over-congestion in prisons, the enrolment of primary school pupils also improved therefore keeping up with the right to education for all. However, there have also been negative developments in 2008, notably the violence related to witchcraft beliefs, in particular, the killing of rural elderly women accused of being witches and a sudden eruption of killings of PWA (Legal Human Rights Centre (LHRC) 2008). 

Corruption and wide-spread poverty continue to play a crucial role in impeding the realisation of human rights in Tanzania. The above-sketched state of affairs hinders Tanzania’s ability to reach its Millennium Development Goals targets and the National Strategy for Growth and Reduction of Poverty (NSGRP). The persistence of these issues denotes Tanzania’s failure to provide not only adequate but necessary health care services, education and employment opportunities to all particularly vulnerable groups in society (Legal Human Rights Centre (LHRC) 2008). 

1.4 Justification and Objectives

The protection and promotion of the rights of PWA is largely uncharted territory. This study provides a critical analysis of the current situation of PWA in Tanzania and seeks to add to the little literature available on this subject. The key purpose is to consider the problems of PWA in their everyday lives and how those are dealt with and by whom. The particular relevance of this study is its human rights perspective.

In looking into albinism, the researcher hopes to sharpen the understanding of the condition and explore the reasons behind the negative beliefs that surround albinism. There is a need to protect the fundamental rights of PWA and specific mechanisms need to be put in place. This paper sheds light on the situation of PWA, which has been overlooked for a long time, and urges the government to react and protect the rights of PWA.

Objectives

This paper seeks to:

· Examine the processes of social exclusion of PWA in Tanzania, as well as the level of realisation of their human rights; 

· Analyse the effectiveness of government policies/legislation in realising rights; 

· Examine the possibility of invoking the judicial machinery to protect PWA; 

· Recommend appropriate interventions to government. 

Research Questions

The central research questions are:

· What is the situation of PWA in Tanzania, do PWA enjoy the same rights as everyone else? 

· Do existing laws protect the rights of PWA or discriminate against them? 

The sub–questions are:

· What are the rights of PWA?

· What barriers do PWA face in realising their rights in Tanzania? 

· What are the processes of social exclusion for those with albinism?

· What is the role of the government in realising the rights of PWA?

1.5 Methodology: The Data Collection Process

This is a qualitative study utilising both primary and secondary data. The research involved both desk and field research. The main data collection methods utilised in this research study were semi-structured, In-depth interviews and analysis of relevant data.

1.6 Primary Data

The field research was undertaken in Dar es Salaam because that is where the organisations crucial to the study are located such as Tanzania Albino Society (TAS), the Legal Human Rights Centre (LHRC) and Under The Same Sun (UTSS), a Canadian NGO working towards the promotion of the well-being of PWD  especially PWA. 

Interviews

Semi-structured and in-depth interviews were conducted with PWA. This method was used to capture their experiences and views about their lives. In-depth interviews were conducted with those who had time to be interviewed and who were willing to go into details about their lives. I used the above NGOs as a forum to meet the respondents. Due to difficulties in organising interviews with PWA, the researcher interviewed those who were available and willing to tell their story and who were well-placed to explain intricately their everyday lives and challenges, but also the lives of others. (see Appendix 1). There was a risk of subjectivity in the information gathered from these interviews. To overcome this, attempts were made to present an account from different perspectives.  

The researcher also interviewed academics from the University of Dar es Salaam as well as a human rights advocate (Appendix 1). The interviews with sociologists and anthropologists were chosen in order to provide the researcher with knowledge on reasons behind the killings of PWA and why many Tanzanians have their beliefs rooted in superstition and witchcraft which may have led to these recent killings.

The tool used to select interviewees was purposive sampling, specifically snow ball sampling because it is a useful technique when a population is difficult to locate or hidden (David and Sutton 2004). This was the best method because it allowed the researcher to pick the respondents that would add the most value to the research.  The researcher is aware of the difficulty with this technique in terms of it resulting in a biased sample. Measures were taken to ensure diversity of views. The Snow ball sampling provided an avenue upon which the researcher could contact PWA because it removed to an extent the fear of the unknown because the researcher was able to be referred to the respondents by someone who was familiar to them and therefore they were more willing to speak to her.

1.7 Secondary Data

A pool of information available on the web in the form of online databases and publications was used as well as resources found at the University of Dar es Salaam library and the Tanzania Human Rights Reports from the Legal Human Rights Centre. Documentation gathered included the petition filed against the government by the LHRC and TAS, government publications, legislation, Bill of Rights, government policies and statistics from the ministry of education.

1.8 Challenges of the Research

The major obstacle appeared in searching for data, the researcher encountered that not a large body of literature exists on this issue in Tanzania. 

Due to the current climate; PWA are not necessarily willing to speak to a stranger about their lives because they are not sure of their intentions. The waves of killings have made them more vigilant as they no longer feel safe. However, the situation is a lot worse in other regions especially in Mwanza and Shinyanga where the killings are actually taking place. Challenges were encountered in trying to secure interviews with PWA as most made clear that they had done numerous interviews with other researchers, without them bearing any fruit. They saw no point in doing any more interviews. Some potential interviewees declined to be interviewed for reasons that were not disclosed to the researcher but were willing to receive the questions via email. The researcher was grateful that at least the questions would be answered in one way or another, however these have their limitations in that one can simply provide one sentence to generally answer a question whilst an actual interview would have ensured more in depth answers.

1.9 Organization of this Paper

This paper consists of five chapters, the first discusses the problem and background to the situation of PWD in general and specifically,PWA in Tanzania. The second provides the reader with the theoretical framework used to analyse this situation in Tanzania. The third explores the process of social exclusion. The paper then examines the role of the state in realising rights of PWA. The final section provides the conclusion and recommendations to the government. 

Chapter 2  
Theorizing disability, social exclusion and rights 

2.1 Introduction

As a prelude to analysing the situation of PWA in Tanzania, this chapter considers theoretical perspectives that explain the dynamics of the process of social exclusion and disability and how the vicious cycle of disability, lack of knowledge about albinism and poverty create an environment conducive to social exclusion and discrimination of PWA. The importance of employing a human rights-based approach in addressing social exclusion and relevant current international and national legal frameworks will be examined.

Disability

“Disability [is] a Human Rights issue. So long as people with disabilities are denied the opportunity to participate fully in society, no one can claim that the objectives of the Universal Declaration of Human Rights have been achieved’ ~ Bengt Lindqvist” (in World Disability Report 1999:5)

The definition of disability is controversial and complex (Dfid 2000a). There is no universal consensus on what the concept of disability actually means and there are multiple dimensions to it encompassing culture, gender etc. Tanzania signed the Convention of the Rights of Persons with Disabilities (CRPD) on 30 March 2007 and its optional protocol on 29 September 2008. Its ratification is underway. The Convention focuses on viewing PWD as active members of society and subjects with their own rights as opposed to objects in need of help and protection (UN Enable n.d). 

According to Tanzania’s National Disability Policy 2004 a disabled person is “an individual whose prospects of obtaining and retaining employment are greatly reduced due to known physical, mental or social factors”.  This definition is short–sighted, incomplete and not in line with the CRPD definition of disability. Disability does not only greatly reduce an individual’s employment prospects but also minimizes other opportunities including access to education and health care (see also (Dfid 2000a: 2). Tanzania should therefore reconsider this definition. This paper will apply the CRPD definition of disability. 

2.2 Medical and Social Models of Disability

There are two main contrasting views on disability. The traditional approach to disability based on the ‘medical’ model viewed people with physical or mental impairments as prevented from participating in ‘normal’ society. Here, disability is seen as a problem that resides within the individual. Unless the individual can be cured or somehow adapt, she/he will not be able to participate in everyday life. It is the disabled who must change or be changed in order to fit within a society designed for non-disabled people (Lawson 2005). 

This medical model results in isolation of PWD. If they cannot be made ‘normal’ then they must remain ‘abnormal’ outsiders and not integrate with the rest of the world. (Lawson 2005). This traditional approach has been criticised for reinforcing the marginalisation and exclusion of PWD through labelling them as ‘special’ or ‘different’ from the society at large and for perpetuating the belief that PWD are dependent and require assistance to adapt to society’s demands (Dfid 2000a). 

By contrast, CRPD Article 3(c) represents the social model of disability, following a rights-based approach. The inability of disabled people to participate fully in community life is not caused solely by their impairment. Societal factors, including hostile or misinformed attitudes of individuals towards them, also operate to exclude them. The social model of disability in fact reserves the term ‘disability’ specifically for exclusion resulting from societal barriers. Here, the disabling, exclusionary barriers lie outside the individual and should be tackled by laws and policies (Lawson 2005). For example, it is because materials are not provided in large print that a child with albinism is unable to read her/his school books.

2.3 The Human Rights-Based Approach (RBA)

Human rights are the fundamental, universal, indivisible, interdependent, inalienable principles by which every human being can claim justice and have equality (Albert and Hurst n.d). Article 1 of the Universal Declaration of Human Rights (UDHR) states that: “All human beings are born free and equal in dignity and rights.” Other principles that emanate from this human rights perspective are non-discrimination, participation, equality, empowerment and accountability.

Universality encompasses people’s birth rights to economic, social, cultural, civil and political rights. While all people have equal rights, the situation on the ground often means certain groups cannot claim their rights. Policies and practices in various institutions can be culprits in discriminating on the basis of disability, race, class, gender, age, ethnicity etc. Thus, inequities persist in health, education, employment, income and political representation which perpetuate the powerlessness of the excluded (DFID 2005). Rights are also interdependent and interrelated. One right is a gateway to others, therefore the violation of one right will often affect the respect for other rights e.g. access to education affects employment opportunities (Ibid). 

Equality and non-discrimination are key in RBA. Whilst development decisions and policies seek to empower locals, attention must be paid to avoid the reinforcement of power imbalances. Everyone has the right to fully participate and be included in society. Empowerment expands one’s capabilities to demand and exercise human rights: “The goal is to give people the power and capabilities to change their own lives, improve their own communities and influence their own destinies” (UNESCO and UNICEF 2007: 11). This approach aims to ensure that every person has an equal right to dignity, freedom and protection from the state against abuse of these rights, as well as access to economic, cultural and social rights (Albert and Hurst n.d).

Dfid cites participation, inclusion and fulfilling obligations as being fundamental to the realisation of all human rights. Participation enables people to realise their rights through participating in vital issues that affect their lives and direct involvement in important decision-making processes. Inclusion promotes inclusive societies that value principles of equality and non-discrimination through development which promotes all human rights for all people and fulfils obligations (DFID 2000b).

RBA introduces the important element of accountability. People are recognised as rights holders and can claim their rights from duty bearers, who are required to fulfil their obligations to protect, promote and respect human rights. Duty bearers are usually states but other key actors include international institutions, donors, local organisations, individuals etc. RBA advocates the establishment of laws, administrative measures and practices necessary for guaranteeing the fulfilment of entitlements, in addition to opportunities to address violations and denials. It also links with socio-legal approaches of translating universal standards into specific local settings so that locals can relate to international norms in their everyday lives (UNESCO and UNICEF 2007). 

2.4 Social Exclusion

Rene Lenoir pioneered in developing the concept of ‘social exclusion’ in relation to Europe in the early 70s. He bluntly described a tenth of the French population as being excluded, in the following terms: 

mentally and physically handicapped, suicidal people, aged invalids, abused children, substance abusers, delinquents, single parents, multi-problem households, marginal, asocial persons, and other social ‘misfits’ (Sen 2000: 12). 

A rather harsh but fitting definition of who is excluded in a society. Other contributions to conceptualising social exclusion have been made by Silver (1995 in (Sen 2000)), who notes a list of things that people may be excluded from “a livelihood; secure, permanent employment; earnings; property,...land; housing... education, skills, and cultural capital; the welfare state; citizenship and legal equality; democratic participation; public goods; the nation or the dominant race; family and sociability; humanity, respect, fulfilment and understanding” (Sen 2000: 1).Social exclusion is a process by which certain groups are systematically discriminated against amongst other things because of their ethnicity,   caste, gender, age, disability, and migrant status. Discrimination occurs in institutions such as the legal or education system, health services and household (emphasis added, (DFID 2005). 
This definition, coupled with the above, provides a more complete picture of who can be excluded and how. PWA fit in this definition because of their disability, specifically their ‘disability of the skin’ as recently coined by Tanzanian media. 

Aristotle views social exclusion as living an impoverished life “one without the freedom to undertake important activities that a person has reason to choose” (Sen 2000: 4). This too can be said to be the exact life of a PWA in Tanzania. Such important activities include being involved in community life, being able to access health care, seizing employment opportunities without irrational obstacles and getting an adequate education. Social exclusion can be used as a tool of analysis to examine the reasons behind the failure of some individuals and groups to access or benefit from the opportunities offered by society. Rodgers et al. stated that:

Social rights and material deprivations are linked to exclusion, not only lack of access to goods and services and basic needs satisfaction but also exclusion from security, justice, representation and citizenship. Economic, social, political, and cultural inequality is central in exclusion.(Rodgers et al. 1995: 50).

Rodgers et al. also stated that in developing countries, exclusion from land is a major problem. Tanzania being a largely agricultural country, land is at the heart of Tanzanian life having both financial as well as social benefits such as security of permanent residence, inheritance and respect in the community deriving from the ability to own land.

The Nexus between Social Exclusion and Poverty

According to Sen, social exclusion is conceptually linked to well-established notions in the literature on poverty and deprivation (Sen 2000). He uses a very old-fashioned definition of poverty: that of the shortage of income. People’s lives become impoverished because of lack of income which leads to poor living (Ibid). However income is not the only thing that influences one’s life. Sen describes poverty as capability deprivation or ‘a lack of the capability to live a minimally decent life’ (Ibid: 3). Sen takes Adam Smith’s view of deprivation: that of ‘not being able to appear in public without shame’, which is a good example of a capability deprivation that takes the form of social exclusion. The idea is that not being able to interact freely with others is actually a deprivation(Sen 2000).

Social Exclusion for a long time was a phantom phenomenon in Tanzanian discourse. Kaijage and Tibaijuka (1996: 188) stated that “social exclusion is so far not part of political language or of the conceptual baggage of social science discourse in Tanzania” Given its nascent state in the country it is a challenge to address social exclusion. However, related issues such as poverty and inequality have been an integral part of Tanzanian discourse. Therefore, as Kaijage and Tibaijuka (1996: 188) have also argued: “social exclusion as a concept is … relevant for the current political and scholarly concerns in Tanzania”. 

Dilemmas of social exclusion in Tanzania have roots in structural adjustment programmes introduced by the World Bank in the 1980s. These took away much of the government’s power to provide for social services in Tanzania. According to Kaijage et al. (1996: 189) “measures of ’inclusion’ were progressively eroded by the poor performance of the economy, characterised by a Balance of Payments crisis”. In addition:

Tanzania’s economic misfortunes not only impaired the existing social services but also led to a decline in rural and urban incomes and therefore a general fall in living standards...cuts in government budgetary allocations to the social sector have served to limit access to social services... (Kaijage et al. 1996: 189).  

Kaijage and Tibaijuka utilised Peter Townsend’s indices of material and social deprivation in order to show the processes of exclusion and showed features that characterise different marginalised groups. Education topped the league as a major factor in social exclusion. Their study revealed that lack of education restricted the likelihood of gaining employment and other important opportunities. Furthermore, the study found that the marginalised lived on extremely low incomes. Access to medical care was difficult, in particular the introduction of medical user fees in 1993. As a result of poor education, the respondents were unable to have access to well-paid jobs that would enable them to purchase assets such as land which would be a steady source of income (Kaijage et al. 1996: 191).

Poverty and social exclusion are normally discussed interchangeably because social exclusion causes poverty and vice versa. Poverty is a multifaceted phenomenon with many angles and one of those is social exclusion. PWD are among those who are poor and are predictably over-represented. Social, economic and cultural dynamics provide a thorough breeding ground for social exclusion among this group of people including PWA. 

2.5 Processes of Social Exclusion

Exclusion from Employment, Health Care, Education and Security

Human rights include civil and political rights such as the inherent right to life and the protection of that right by law Article 6 of the International Covenant of Civil and Political Rights (ICCPR) and, the right to liberty and security of person (Article 9 ICCPR). Human rights also include economic, social and cultural rights such as the right to education, health and work. Systematically rejecting marginalised groups from mainstream society perpetuates social discrimination and exclusion and violates essential human rights.  

Employment

According to (Sen 2000: 18): “The extraordinary prevalence of unemployment and worklessness is perhaps the single most important contributor to the persistence of social exclusion in a large and momentous scale”. This exclusion does not refer only to economic prospects, such as pension and medical entitlements, but also to social activities, such as participation in everyday community life, which may be difficult for unemployed people. 

According to Sen, “The rejection of the freedom to participate in the labour market is one of the ways of keeping people in bondage and captivity, and the battle against the “unfreedom” of tied labour is important in many developing countries today... The freedom to participate in labour markets has a basic role in social living and can have both constitutive relevance and instrumental importance” (Ibid: 41). 
Those born into an excluded group and set apart from mainstream society are at a higher risk of facing social exclusion through being denied access to essential services that would otherwise enhance their situation. The multidimensionality of social exclusion means that social exclusion is experienced from all angles of their lives: social, economic, political etc, and that there are few mechanisms that would allow them to escape this disadvantaged position.

According to Rodgers et al., in order to understand the numerous processes of social exclusion, one looks at the mechanisms at play in the labour market. Labour wages are a main source of income. Besides income, employment also gives social legitimacy. At the extreme end, unemployment and casual jobs lead to rejection from both ‘material and symbolic spheres of society’ (Rodgers et al. 1995: 46). Not having a constant source of income, one is socially ousted leading to further social exclusion.
Rodgers explains the dualisation process in labour market exclusion: On one hand, there are ‘bad’ jobs with easier access but where poverty prevails. On the other hand, there are ‘good’ jobs where access to these jobs is reserved for particular groups based on race, nationality and gender. These jobs are those that provide security and adequate working conditions. Different levels of exclusion exist; there is a possibility that one is in fact included in the labour market and at the same time excluded from the ‘good’ labour market (Rodgers et al. 1995). Most PWA work outdoors as there they can find work which does not require a strong educational background. However, often they participate on unequal terms.

People are excluded from Institutions through laws, policies or programmes. Kabeer uses North’s definition of institutions as the ‘rules of the game’:

Institutions distribute resources, both symbolic and material, so that institutional rules are, among other things, rules about membership and access. Institutions vary as do their rules as to who has access, on what terms and with what degree of certainty (Kabeer 2000: 87). 

This may close the door for those who do not meet the strict criteria governing the institutions and may almost legitimise social exclusion. The International Institute of Labour Studies (IILS) stated that: 

Institutions are important in processes of social exclusion as they structure the relationship between macro-economic change and the pattern of growth, on the other hand, and the changing life circumstances of individuals, households and groups on the other hand (Kabeer 2000: 84).

The concept has been criticised for being a western notion that cannot just be plucked from northern discourse and transplanted into the south. However, even with this criticism, Kabeer argues that it captures the experience of certain groups that are somehow ‘set apart’ or ‘locked out’ of participation in social life (Kabeer 2000: 84). Still, one has to be aware of the negative connotation that associates with it. Procacci argues that “The excluded do not have any positivity; they are simply outsiders and only signify a disruption” He continues that caution has to be paid because this concept marginalises the poor and runs the risk of simply supporting the isolation in which they are condemned to live (Rodgers et al. 1995: 11).  

Health Care

The 1948 WHO definition of health refers to “a state of complete physical, mental and social well-being and not merely the absence of disease or infirmity” (WHO 2009c: 1). The definition now includes the ability to lead a ‘socially and economically productive life’. Sen acknowledged health as “a key determinant of the ability of an individual or group to benefit from a broader set of rights and entitlements” (Tarantola et al. 2008). 

Lack of employment opportunities usually limits adequate access to health care services. A study conducted by Research on Poverty Alleviation (REPOA) shows that Tanzanians are quite happy with the government’s handling of the health service provision however there are high levels of corruption and greater problems with the quality of services provided. The study reveals that the health sector still requires major improvements. Urban-rural, regional and socio-economic differences still persist. Rural poor children are more likely to die from diseases than their urban counterparts (Research on Poverty Alleviation (REPOA) 2006). 

According to Smithson et al (2006), health care charges and other unofficial payments coupled with long distances, lack of adequate transportation and care, poor governance and accountability mechanisms; and poorly implemented waiver schemes to protect the most vulnerable and poor people, are prohibitive. Access to health care is an extensive national problem in Tanzania that leaves PWA more marginalised.   

Security

Security is a significant aspect in life; it represents protection from the unwanted: danger, threats, attacks or anything that instils reasonable fear. Rodgers argues that there are many different dimensions to security. One dimension is that of physical security of a person, in terms of safety and freedom from risk of physical violence. Secondly, there is security of livelihood and finally, protection against contingencies such as ill-health, accident and death (Rodgers et al. 1995). 

Social security systems are rare if not nonexistent in Tanzania for the ordinary citizen. The 1977 Tanzanian Constitution provides that “Every person has the right to live and to the protection of his life by the society”(Article 14). According to Article 16(1) :

Every person is entitled to respect and protection of his person...his family and...matrimonial life and respect and protection of his residence.... 

PWA are not provided with these constitutional guarantees by the State and the society in Tanzania. The intrinsic link between human rights and security means that with the violation of one, the down fall of the other is initiated.

Role of the Family in Social Exclusion or Inclusion

Families play a vital role in the life of PWA by providing support so that PWA live a ‘normal‘life. It is the role of the family to allow for participation not only within the family but also within the community. Families can either improve the situation for PWA or exacerbate it. The stories that parents tell their children need to reflect positively on PWA because these are the same stories that will be carried on for generations to come. Instead of being avoided and shunned they should be accepted by society. 

2.6 Social Aspects of Albinism: Attitudes and Beliefs 

Knowledge of albinism as a condition is poor not only within the society, but also amongst PWA themselves, with most believing that PWA were born with the condition because either a curse had been put on the family, the mother was cruel to the child during her pregnancy or that the devil appeared during the delivery and replaced a ‘black’ child with one with albinism (Lotti and Simona 2004). Superstition is rife in Tanzania and particularly surrounding albinism. This means that for a very long time PWA have consistently suffered socially and psychologically due to the stigma that surrounds their condition (Possi 2009). In the past, PWA in Tanzania were referred to as ‘zeru zeru’ meaning ghost. They are considered ghosts because of the colour of their skin but also because of their invisibility in society. Other terms used include ‘mzungu’ meaning white person and ‘nguruwe’ meaning pig.

Stigma plays a role in forming the public’s negative perception of albinism. Dr. Mesaki of the University of Dar es Salaam explained that:

in light of the traditional myths concerning albinism’s etiology PWA may be subjected to a great deal of stigma and psychological distress. Stigmatization stems from traditional explanations of albinism especially in the curiosity of their different skin colour (Mesaki 2008: 1).
According to Goffman, stigma-based myths typically involve someone or something with an obvious physical difference or special characteristic. Such individuals are frequently assumed to have a certain distinctiveness that may convey “a social identity devalued in particular social contexts” (Estrada-Hernandez and Harper 2007: 264).

A common myth that took hold in Tanzania was the ‘death myth’ where one believed that PWA do not die but simply vanish. The reason behind this myth is that for decades Tanzania harboured a dark secret of killing babies with albinism. Believed to bring bad luck into the family, these babies would be quickly killed before their presence was known and felt within the community (Mcbride and Leppard 2002). 

Due to the fragmented understanding of albinism, myths and questionable traditional beliefs still persist. Such beliefs which inescapably shape society are some of the reasons behind the misunderstanding of this condition and perpetuate stigma, social discrimination and exclusion of PWA. This negative stance on albinism is not unique to Tanzania. Other African as well as Central American countries also maintains such beliefs. In Zimbabwe, the common perception was that it was God’s will for PWA to be that way and that it was also a result of witchcraft. In sharp contrast, in Congo CWA were received positively and were believed to possess magical powers. They would be given to the king to be trained as sorcerers. This positive trend was also reflected in Sudan where PWA were usually respected by society and were not expected to work (Ibid).

  Attitudes that materialise within society are nurtured and allowed to grow and manifest themselves so deeply in a culture that eradication is nearly impossible. (Possi 2009) quoting Quesal, defined attitude as “a hypothetical construct that represents an individual’s likes or dislikes for an item”. Attitudes are constructed from what we see, what is around us and what we are told over time. If one is told not to associate with a PWA because this will bring bad omen into one’s family, time will inevitably perpetuate and solidify such a belief which then becomes cemented in our culture.  

Regrettably, rural communities have so far failed to accept albinism purely as an inherited condition. One must do away with superstitions that freeze us in the past and that lead us to ill-treat others. There are other culprits that have played a significant role in shaping and creating ideas about albinism. Literature is one such culprit and has been responsible for painting a morbid picture of PWA. In literature, film etc PWA are always portrayed as evil. Baker refers to “the situation of the African Albino is aggravated by … media portrayals of PWD that enforce stereotypes of dependency, incapacity and inhumanity” (in (Twohig and Kalitzkus: 116). Novels like Grainville’s  Le Tyran Eternel and  Destremau’s Negre Blanc give a picture of PWA as “damaged, lacking or flawed” (Twohig and Kalitzkus: 117). Furthermore, according to Baker: “Typically the qualities of albinism are exaggerated to identify such characteristics as deviant or strange and they become villains with pale skin, white hair and blood red eyes” (Twohig and Kalitzkus: 117). 

Witchcraft

Peter (2006) citing Mutungi, records that the term witchcraft "is notoriously devoid of precise definition”(Mutungi 1977: 1). Everyone understands witchcraft differently. This is a complex phenomenon that appears to have been embedded in Tanzanian society since colonial times, especially in rural areas. Abrahams (1994: 10) describes witchcraft as “only one of a number of conceptions of the human capacity for evil and for doing harm to others”. Miguel quoting Evans-Pritchard (1937) and Ashforth (2001) explained that “a belief in witchcraft allows people to make sense of the seemingly arbitrary misfortunes that affect them, and pin blame on a particular person rather than on chance” (Miguel 2005: 1154). 

Geschiere (1997) provides that African witches are believed to use occult powers to inflict harm on others, especially those they envy or against whom they hold grudges (in (Miguel 2005: 1154). It is also said that witches possess supernatural powers such as flying, invisibility, killing from a distance and healing by touch. Witches are also believed to be women, young people and poor men who are assisted by animals, birds and zombies (Peter 1997).

Due to this persistence, beliefs of witchcraft so far have been a challenge to eliminate. Some regions are more susceptible to these beliefs, especially Mwanza and Shinyanga (Sukumaland) areas. Many in this region follow traditional rather than ‘contemporary’ religions. Accordign to Mesaki (1994:49): 

Belief in witchcraft is rooted in the whole Sukuma system of knowledge and morality. . . . [When] misfortunes strike, such as the loss of livestock or a poor harvest, explanation may be found in strained relationships with living people or perhaps the spirits of the dead. . . . [W]itchcraft in Sukumaland may be held responsible for almost any calamity or misfortune such as...the sudden death of a healthy person, miscarriages and infertility... (Miguel 2005: 1154). 

Witchcraft can also be used to acquire prosperity. Peter gives examples of reasons for which one might visit a witchdoctor for example in order to get a promotion at work, win an election, or to avoid being dropped from the cabinet. He (Peter 1997: 130) quoted the following interesting observation made by the first Kenyan President Jomo Kenyatta: “If you see a witchdoctor, you will invariably find that he is poor. If he says he will make you rich, ask him why he is not rich himself”. 

2.7 Causes of the problem 

The Chairperson of the Commission for Human Rights and Good Governance (CHRAGG) reportedly named illiteracy and poverty as some of the reasons behind the belief in prosperity through the killing of PWA (Legal Human Rights Centre (LHRC) 2008). 

As explained above, poverty and disability accommodate each other and contribute to vulnerability and exclusion. Literature reflects that poverty is both a cause and consequence of disability. The needs of those with disabilities cannot be fully realised unless the core causes of poverty are dealt with. It is essential that they are endowed with the necessary tools to gain access to health services, education, a livelihood and full participation in social life. However, the majority of PWD find themselves in a position that does not favour them to go to school, find work, enjoy family life, and participate equally in social life (Dfid 2000a). This is also true for PWA. 

Howard White, in the 1999 Africa Poverty Status Report concluded that disability ”is a hidden face of African poverty” after Tanzanian survey data revealed that households with a PWD “have a mean consumption less than 60% of the average (and a headcount 20% greater than average)” (Dfid 2000a: 4). Poverty and disability undermine efforts towards leading a normal, healthy and prosperous life.

PWD are systematically marginalised and socially excluded. The diagram below illustrates that PWD often lack opportunities because of exclusion from the labour market. Therefore they lack the income needed to move out of poverty.  As their education usually is minimal they lack the necessary skills required to join the working world and earn a living. 

PWD are ostracised, social contacts are limited and are excluded from decision-making processes and therefore they fail to claim their rights. A deficit of the social right to health mean they are likely to suffer from poor health and are inevitably prone to illnesses which inhibit their full participation. All these factors lead to poverty and poverty leads to exclusion which leads to being exposed to risky conditions leading to impairments and when this impairment is left untreated, it could lead to a disability. The cycle continues, offering no relief but continuous destitution to those within it.

Figure 2: Poverty and Disability – A vicious cycle
2.8 The Legal Framework

Global International Standards of Human Rights

There is a wealth of law both nationally and internationally that covers important rights inter alia health, education and employment. A founding instrument of international human rights is the historic 1948 Universal Declaration of Human Rights (UDHR). Arising from concerns over the atrocities of the Second World War, the UDHR aimed to bring human rights issues into the international arena and to stress equality of rights among all. The UDHR was the genesis for the conception of legally binding international human rights agreements which consequently create obligations for the states parties to respect, protect and fulfil. This in turn creates the legal basis upon which citizens can claim their rights.

UDHR Article 1 states that “All human beings are born free and equal in dignity and rights...” Article 7 stipulates that “All are equal before the law and are entitled without any discrimination to equal protection of the law.” In addition, two of the most prominent human rights instruments which compliment the UDHR and which advocate, amongst others, rights of PWD are the International Covenants on Economic, Social and Cultural Rights (ICESCR) and on Civil and Political Rights (ICCPR), both of which were ratified by Tanzania in June 1976. Furthermore, Tanzania ratified the 1989 Convention on the Rights of the Child (CRC) in June 1991, with the aim of focusing on children’s human rights.  

Reflecting on the needs of PWA, Articles 25(1), 12(1) and 24(1) of the UDHR, ICECSR and CRC respectively reflect the need for a standard of living that is adequate for the health and well-being of a person together with his family (including children). Rights to medical care and necessary social services, security in the case of unemployment, sickness, disability or other cause of lack of livelihood in circumstances beyond one’s control are all provided for.

In view of the lack of education among PWA, it is important to note that numerous conventions emphasize the importance of education for all. Articles 13(1) ICESCR, 28(1) CRC and 24(1) CRPD respectively urge States Parties to recognize the right of everyone to education, especially children. With a view to realising this right on the basis of equal opportunity, States are obliged to ensure: inclusive and life-long educational systems at all levels; the development of full human potential, talents and creativity; full participation in society. 

Article 27(1) CRPD ensures PWD the right to work and employment, on an equal basis with others by encouraging an open, inclusive and accessible route to employment. Article 15(1) (a) ICESCR highlights the right for all to take part in cultural life in order to counter social exclusion faced for example by PWA. Additionally, the ICCPR focuses on ensuring that all enjoy their civil and political rights. Where these are denied, one must be able to seek effective remedies from the violating state (Art. 2(3)). 

The biggest challenge for PWA is that of equality and discrimination. Articles 2(2), 5(1 and 2) of the CRC and CRPD respectively bring to light the issue of equality and non-discrimination. All appropriate measures must be taken to ensure that the child is protected against all forms of discrimination and that “all persons are equal before and under the law and are entitled without any discrimination to the equal protection and equal benefit of the law”. Discrimination on the basis of disability is strictly forbidden with a requirement for effective legal protection against discrimination.

The well-being of a child with albinism is paramount and adequate measures have to be taken to ensure the full development of the child. CRC Article 19(1) requires all measures to be taken to protect the child from all forms of physical or mental violence, injury or abuse, neglect or negligent treatment, maltreatment or exploitation. PWA do not have ‘new’ rights that apply specifically to them because of their condition, but they have fundamental rights accorded to every human being. These are rights that everyone in the country can exercise regardless of his or her physical formation. 

2.9 Regional Human Rights Instruments

Regional Human Rights Instruments bring human rights closer to the people by consolidating international norms and applying them to specific local needs. The African Charter on Human and People's Rights (ACHPR) 1981 is one such instrument, ratified by Tanzania in February 1984. The African Charter on the Rights and Welfare of the Child (ACRWC) was ratified by Tanzania in March 2003. The Preamble of ACRWC addresses the child from an African perspective taking into account their cultural heritage, historical background and values of African civilization. ACHPR guarantees rights and freedoms without distinction of inter alia race, sex, religion, social origin or status.  There is however no mention of disability (which would include PWA) as one of the grounds upon which one cannot be discriminated against. This is possibly a reflection of the time that the convention was written when disability issues were not a priority in most African countries. 

The ACHPR and ACWRC respectively emphasise on the right for everyone to enjoy the best attainable physical and mental health which extends to the need for PWA to have essential skin care products and facilities. Free participation and inclusion in the cultural life of community is encouraged. This would condemn the social discrimination and exclusion experienced by PWA. Harmful practices deriving from witchcraft beliefs are highlighted in Article 21 ACRWC which emphasises the need for protection against harmful social and cultural practices. 
National Instruments 

The Tanzanian Constitution, laws and policies 

In addition to international and regional legal instruments, Tanzania has its own national legal apparatus. Article 12 of the Tanzanian Constitution of 1977 guarantees that “all human beings are born free, and are all equal”. Under Article 13 “all persons are equal before the law and are entitled to protection and equality without discrimination”. The Constitution thus caters for PWA in that their protection and well being is primarily provided for. 

Nationally, laws and policies exist (Appendix 3) which specifically target PWD but not PWA directly although they are in principle covered under the former category. Steps have been made to ensure the enactment of legislation that would counter social discrimination, lack of opportunities and violence against PWD. 
Criticisms have befallen these acts as outdated and failing to address the rights of PWD in a comprehensive manner. Plans were announced by the Prime Minister Pinda in December 2008 to replace these acts with a comprehensive act which would reflect Tanzania’s international obligations (Legal Human Rights Centre (LHRC) 2008). 

2.10 Witchcraft and the Law

Witchcraft is so serious in Tanzanian society that it is acknowledged by the law and it is covered by the Witchcraft Ordinance of 1928. Peter (1997) argues that the main question is whether witchcraft is a valid reason to commit a crime. East African authorities have by and large answered negatively. However, this is not always decisive given that it is well understood that “the African who believes in witchcraft believes in witches to his bones” (Peter 1997: 133). The matter in contention is whether it is lawful for one to kill a PWA because that person believes wholeheartedly that their body parts can bring prosperity in one’s business. The answer is evidently no. It is widely accepted in the courts of law in most of east Africa that witchcraft cannot be used as a defence for murder. To provide such a defence would be “to encourage the belief that an aggrieved party may take the law into his own hands, and no belief could well be more mischievous or fraught with greater danger to public peace and tranquillity” (Peter 1997: 133). However, courts have tended to provide an escape route by way of executive clemency after conviction.

Section 3 of the Ordinance declares that making, using, possessing any instruments of witchcraft, supplying to another, advising another upon the use of witchcraft or threatening to use witchcraft against a person is an offence punishable by at least a seven year sentence. The Witchcraft Ordinance 1928 has received much criticism and is said to be more harmful than useful. The Tanzania Human Rights Report (2008) argues that this archaic legislation reinforces and legitimises the belief in Witchcraft (Legal Human Rights Centre (LHRC) 2008). There is indeed reason to update this legislation so that it will cover issues that are currently taking place in the country, and perhaps introduce tougher sentencing on those found guilty under the Act. 

2.11 Conclusion

As well as social exclusion, PWA experience social discrimination which permeates all levels of their lives. From childhood to adulthood, hardships haunt them. As new as the concept of social exclusion is in Tanzania it is highly relevant in this case to demonstrate how PWA have come to reside in the outskirts of society for their entire existence. International and National Human Rights instruments exist to protect PWA but the reality is quite different as will be revealed in the subsequent chapter. The belief in witchcraft is so strong that it blurs the line between good and evil. The need to kill a PWA in order to get wealth exemplifies the root causes of many of the problems that PWA face. Peter Ash, the founder of the NGO Under The Same Sun, states that “To undermine witchcraft is to shake to some degree the foundations of their society” which underlines that the belief in witchcraft is truly deep rooted in the Tanzanian society (O'Toole 2009). 

Chapter 3  
Human Rights Challenges by PWA in Tanzania: The Findings

3.1 Introduction
This chapter aims to tell the story of the lives of PWA in Tanzania. The hardship they face in attempting to realise their rights to health, employment, education and security and the fight against a catalogue of atrocities. The very essence of rights is that they are for everyone’s enjoyment and if those rights are violated, there is need for redress. This chapter illustrates the fundamental inequity that exists which squeezes PWA out of their rights, sometimes violently.

The first issue is the lack of recognition of PWA as disabled. Interviews conducted with PWA revealed that communities at large in Tanzania do not consider PWA disabled. They consider a person with no limbs to be disabled or to have lost their eyesight completely. Someone who dresses normally and can walk perfectly is not disabled in their eyes even though the sight of a PWA is poor and skin is extremely sensitive to sunlight. 

The recent translation of albinism in Swahili; ‘the disability of the skin’ would imply to an extent, society’s acceptance of the fact that this is a disability.

Employment

Mr. Ernest Kimaya the chairman of TAS and also a PWA explained that previously, unemployment was not an issue because PWA were not educated due to stigma and negative beliefs. But nowadays, one finds a few educated PWA. Since the creation of TAS, emphasis has been placed on educating PWA so that they can be in a better position to find good work in the future. However, very few are educated and most lack the necessary education to be able to pursue a good career. As a result of a weak educational background, PWA are rarely employed in mainstream work which creates difficulty in securing income Labour market exclusions mean that PWA are unable to enter the labour market and work(Interview Kimaya). 

Mr. Kassin Kabwe, Chairman of Albino Society, Temeke, PWA explains:

Employment is a colossal obstacle because work is a source of life and livelihood and if you don’t earn then life becomes difficult and in Tanzania, the environment for a PWA to find work is very hard. I am an expert car mechanic...but the expertise that we acquired is dying away just like that. It’s dying away without ever reaping the benefits. The problem lies with the society not being able to accept that a PWA is capable of doing any job... (Interview Kabwe) 

This reiterates Sen’s earlier arguments that unemployment causes ‘loss of skills and long-run damages’. People ‘learn by doing,’ but also ‘unlearn’ by ‘not doing,’ by being out of work and out of practice (Sen 2000: 19).

Some PWA have taken to self-employment seeing a better chance of survival.“When I was working, I was self-employed, I wasn’t employed. I looked at how things were and decided that being self-employed, would earn me a much better livelihood and  I would be able to manage better”( Interview Pastor with albinism).

Mr. Kabwe continued: “even with my expertise, I don’t have a job but I manage to pay the rent. So this situation makes some of us age even faster. I look older than a person who is twice my age!” Sen’s argument that long-standing joblessness can particularly break one’s morale (Sen 2000: 21) was also confirmed by Mr. Kabwe (interview): 

You reach a point where you just give up and you just wish to die. When you look at it, you have your family and they are depending on you as the bread winner and you cannot really work outdoors and you have only managed to finish your primary education which now is the same as having no education. 

When you think that you have to feed your family but you cannot get a job and work, you feel hopeless. Even with the funding we received, some of the students with albinism that we studied the vocational course with left midway because they had to go and try to find some way to earn a living rather than do the course because there is no guarantee in the end that you will actually get a job.

Health Care

Since the introduction of user fees in the country, medical care is not free of charge. One needs to be employed in order to be able to afford medical treatment. Society and even the government is failing to ensure a comprehensive plan towards medical treatment for all PWD even though a policy has been formulated and passed but still the situation for PWD is problematic especially for PWA. “When you have a tummy ache, headache etc, you need to have money or you might as well just die” (Interview Kabwe). I have seen a lot of patients die. Health care is a big issue for PWA. There is only one major cancer hospital in Dar es Salaam, Ocean Road hospital which not only treats PWA but all other cancer patients. PWAs who have tried to get medical treatment in other hospitals have been told ‘you have your own hospital so go to that one’. This is so even though their ailment may not be cancer related. 

Ocean Road hospital has been in existence since 1897, constructed by Germans during colonial period; it still stands today as the first and only cancer institute in Tanzania which is located in Dar es Salaam. The fact that it is the only cancer institute and located in the city, poses a problem for PWA and especially those in rural areas, who are the majority.  As one of the results of this difficult access to health care, the life expectancy of a PWA is 30 years of age, one’s life expectancy is affected by accessibility to medical care. Most PWA due to lack of education and employment opportunities, are very poor. Poorer households are disproportionately affected by obstructions to access of adequate health care.  There is a grave necessity to direct health services to those groups that are most vulnerable, those whose economic means act as constraint toward accessing adequate health care services. PWA simply cannot afford prolonged medical treatment which is required to treat cancer. In stark contrast, another PWA interviewed, expressed that cancer is not solely a problem for PWA. It’s a national concern. Everyone is affected, even they have to travel long distances to get medical attention.

According to Smithson, “In spite of poorer health status, disadvantaged groups (the poor, the less well- educated and rural residents) tend to consume less health care than others”(Smithson et al. 2006: iii). “PWA who travel to Dar es Salaam sometimes return home without having received any treatment due to financial constraints”  (Interview PWA) (see KA comments email re referencing).  Smithson continues that “a further examination of barriers to access suggests that lower health care consumption by the poor may be explained by a combination of factors, including cost, distance, quality and ‘social barriers’, as well as demand-side factors”(Ibid:iii). 

Even though most people are happy with the service according to the REPOA study, this is not the case for PWA. Access to health care is always problematic with PWA being chased from ‘normal’ hospitals and forced to go to Ocean Road. PWA are thrown back and forth in their attempt to claim their human right of access to health. Those who live in the rural areas have difficulty accessing this hospital and some have no means to even travel to Dar es Salaam. “Some people sell their livestock to get a ticket to travel to Dar es Salaam but when they get here, they have no money for the treatment they desperately need. They seek help from NGOs and if no financial help is available, they return home and die there” (Interview PWA). 

There are no adequate machines to perform operations for PWA, so this forces a PWA to go outside the country and self finance himself/herself to get an operation of which she/he is not able to do. So this means he/she goes out looking for funding and others are completely unable so they go home and eventually die (Interview Kimaya).

Lack of awareness of the condition is not only among those in rural areas, but also trained medical professionals. Mr. Seif Ulate, Chairman of Albino Society, Ilala, PWA states “Some doctors do not know or understand the genetic makeup of albinism and in a particular example, they were unable to state whether a child to be born will have albinism or not”(Interview Ulate).

In general, there is a shortage of trained personnel able to provide high quality or specialized care. It was estimated in 2008 that there were two Tanzanian doctors for 100,000 people. It was revealed that poorer areas and therefore the already disadvantaged suffer “more trained personnel do not want to be posted to districts with poor communication, poor schooling and inadequate infrastructure” (Legal Human Rights Centre (LHRC) 2008: 66).

Only 10% of Tanzania’s budget is allocated to health care services which falls short of the 15% requirement stipulated by the Abuja Declaration on HIV/AIDS, Tuberculosis and other Related Infectious Diseases, 2001(Legal Human Rights Centre (LHRC) 2008: 65).

Most interviewees with albinism revealed that the biggest problem for PWA is cancer caused by sun rays. If one is 21-30 years old and has not been taking care of himself or herself in the early years then inevitably one will have cancer. 

Unfortunately the government does not recognise the problem of cancer for PWA. If the key leaders were PWA then they would have recognised the importance of sun lotion by ordering masses of it and by exempting such items from tax. They would then be sold at a cheaper price (Interview Kabwe). 

The cost varies from 14,000/- ($11) to 100,000/- ($77) for very small bottles which cannot be sufficient for everyday use. The average minimum wage in Tanzania varies from 65,000/- ($50) to 100,000/-($77) per month (URT Regulations of Wages and Terms of Employment 2007) and given that PWA mostly work in the informal sector where wages are not even regulated, their minimum wage is likely to be lower that the said 65,000/- these costs are simply excessive. These lotions are considered luxury items by the government and hence they are taxed. Moreover, most lotions are of Sun Protection Factor (SPF) 4 which measures UVA protection from 1 to 90. SPF 4 is therefore highly inadequate protection to a PWA who requires up to SPF 50. 

Education 

The area of disability and access to education has unfortunately remained for the most part, overlooked. The previous chapter illustrated that the school attendance of CWD is severely low. There is a need to examine this increasingly marginalised group. Little has been done by the Tanzanian government to ensure equal access to education by disabled children compared to their able bodied peers. According to a 2008 study by HakiElimu, an NGO for human rights in education in Tanzania and the Ministry of Education and Vocational Training (MOEVT) statistics, by 2007, there were 24,003 students with disabilities in Tanzania, constituting less than 1% of the total enrolment of primary school children (United Republic of Tanzania (URT) 2007; see also URT, 2001b). By June 2008, about 34,661 students with disabilities enrolled in primary schools in Tanzania, with 19,998 boys and 14,663 girls. (Mkumbo 2008). 

CWA who do not attend school, fall within the 99% bracket and are therefore unable to fulfil their right to education given the interdependence of rights, doors to other rights close. No survey has been done as yet to determine how many CWA are actually enrolled in school but given the status of CWA in society, the number is unlikely to be a large one. RBA to education means that there is equality of access to education at all levels and a high quality of education for all children including those with disabilities and all necessary measures must be taken to ensure that even the most marginalised children are reached.

All interviewees with albinism said that education is problematic for CWA, e.g. because a teacher of  43 students 2 of whom have albinism, finds it difficult to teach the 2 children or is not concerned about them. 

Truthfully, for a CWA to get a good education the teacher has to be close to that particular child or the teacher arranges for other students who will be close friends with that child...sometimes the teacher does not understand the condition or he ignores it deliberately (Interview Kabwe).

In explaining his experience at school, Mr. Ulate (Appendix 1) stated:

The teacher used to ask me to sit at the front, but this did not help at all and I was unable to see so I could not write anything. The teacher used to beat me and as a result I used to skip those classes for fear of being beaten (Interview Ulate). 

RBA requires a commitment to respect each child’s unique identity, promote his or her agency and integrity. (UNESCO and UNICEF 2007). Teachers have the biggest impact on a child’s day-to-day experience at school. Teachers have to create a quality education, in which children want to get involved which is dependent on the commitment, enthusiasm, creativity and skill of teachers. It is their duty to translate national policies into practical action in their school and to ensure that they embrace a culture that is inclusive and respectful of every child (UNESCO and UNICEF 2007).

Having poor access to education has meant that PWA became excluded in education in Tanzania. They do not get the necessary education that they need to excel and hopefully overcome exclusion. The lack of understanding the condition is a major issue. Explaining the situation of PWA in education: 

That’s why our education is very low compared to people who are blind or deaf…I had a very difficult time at school from grade 1 up to 7 to the point where the teacher told me that if I see him coming into the classroom, I should leave. So I missed a lot of classes because of that. (Interview Ulate).  

The right to quality education denotes having a child friendly and safe environment where a child and learn and be free to express his/her own opinion without fear of punishment. This cannot be achieved if the child misses classes for fear of being punished for something beyond his/her control. 

A lack of training for teachers on working with students with special needs is also a contributory factor to unequal access to education. The interviews conducted by HakiElimu uncovered, many teachers did not have any special needs training which is one of the main reasons that prevents effective teaching of CWD. In three out of the six districts where research was conducted, none of the teachers had received any special training despite having a large number of disabled students. Many teachers admitted to being insufficiently prepared to work with critically impaired students and they sometimes refused admission of these students based on their inability to teach them (Mkumbo 2008). There is also a lack of teaching and learning facilities for CWD. In addition to special needs training, RBA requires teachers to know about children’s rights and to allow them to exercise them accordingly.

“At times, PWA have been forced to learn using Braille without proof that they are permanently visually impaired” (Interview Professor Possi).  The 2005-2009 Basic Education Statistics in Tanzania (BEST) shows CWA grouped together with visually impaired children where there is a risk of their needs being overlooked. Holistically providing for all children and then creating safeguards for specific groups of vulnerable children would be more ideal.

Figure 3: Primary Education: Number of Pupils by type of Disability in Primary Schools, 2009
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Figure 4: Secondary Education: Number of Students with Disabilities in Secondary Schools, 2009
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Professor Possi emphasised that instead of forcing CWA to learn Braille which is for those who are completely visually impaired, it is necessary to have enlarged prints books so that they can now read like any other person. (Interview Professor Possi). 

She adds “there is something wrong with our planners, the people in charge of education, social welfare, ministries due to the fact that they are not well informed, they are not well educated on these matters, they are not specialists in the area”. She ends by saying “So sometimes maybe blaming them for this is unfair because they simply do not know better. Perhaps the government now needs to look into that so that when people are placed in these positions of responsibility, they are well informed, well educated, specialists in those areas”(Interview Professor Possi).  All children have a right to learn in an environment that is conducive to effective learning. They have the right to express their views, to be heard and listened to. Teachers have the responsibility to ensure that all children are able to exercise their rights effectively. 

Mr. Kimaya (Appendix 1) stated:

I used to pester the teacher, who used to say that I should borrow notes from someone but I refused because this meant that if that person had written something incorrectly, that I would write it incorrectly as well so give me your notes to use. I told the teacher that I needed my own book and I cannot share with another person (Interview Kimaya). 

The onus in this case was on the student with albinism to demand that notes be provided to him by the teacher. It was not the teacher’s responsibility to ensure that students with albinism were well equipped with tools that would help them learn with ease. Teachers have the responsibility to advance and respect children’s rights and providing the necessary support. Teachers also need to implement policies of non discrimination advanced by schools to ensure children feel welcome and comfortable (UNESCO and UNICEF 2007). In addition, RBA calls for and raises the level of accountability on the part of the state. States must abstain from violating rights and need to implement measures that will increase the quality of education for these children by training teachers with the necessary skills, providing material that is tailored for their advancement.

According to Mr. Ulate, due to these recent killings, CWA in the most affected areas are no longer in schools but in camps where they are losing out on being educated and the government has not taken measures to provide an education for those children. Those children who managed to flee the danger zones made their way to Dar es Salaam. Ulate stated that some children had fled from Mwanza to Dar es Salaam and had been in the city for about three months without attending school before Ulate was aware of their existence. In his capacity as chairman, he is in the process of integrating these children back to school. The fact that they have missed school for probably longer than 3 months means that there will be a gap in their education. Since PWA already have difficulties in schools due to reasons provided above, catching up will be an uphill struggle (Interview Ulate).

Security and Economic exploitation 

Most interviewees with albinism expressed concern over safety in Dar es Salaam. One PWA explained that when he looks at people on the streets, he feels they are drooling and looking at him as a valuable item that they can kill and sell to get wealth. Conversely, other PWA did say that at least they are a lot safer in Dar es Salaam than their counterparts in northern regions. 

The fact that PWA are easily hunted down for their body parts displays a serious breach of physical security surrounding them. They do not feel safe in their own homes and some flee their villages in search of a safe haven in Dar es Salaam or more dramatically, Ukerewe Island on Lake Victoria, nick named ‘Albino Island’, which has the highest concentration of PWA although the actual number is unknown. Alphonce Kajanja, a PWA said that “life is better on the island. People here don’t believe in this satanic campaign”(Lowe 2008).

Many PWA especially those in the rural areas live in constant fear. 47 of these killings have taken place in rural areas and 50 % of those were in Mwanza (Ntetema 2009). Ntetema, explained that Mwanza also has the highest number of registered witchdoctors, standing at 3,000. She visited witch doctors who promised to make her rich by concocting magic potions together with ground albino organs. The starting price for these organs was US$2000 equivalent to approximately TSH 2.5million, a hefty sum for a human body part (Ntetema, e-mail, 09 August 2009).

Dr. Joachim Mwami (Appendix 1) argued that “Tanzania’s economic situation plays a significant role in fuelling these killings. The economic crisis has brought increased social problems not only these killings but even at household levels e.g. family conflicts etc”. He went on further to say that “the economic crisis through the liberalisation of the economy, one is supposed to provide for one self to thrive economically and worst still; there is this thirst for money. And with the currently ideology that with money you can do anything, humanity is a thing of the past. It is no longer in existence. You can kill if the end result is to get wealthy” (Interview Mwami). 

One can deduce from this that the coupling of the economic crisis and strong beliefs in killing PWA in order to acquire riches creates a very unsettling situation that is devoid of any human rights consideration. Dr. Mwami explains that “the above notion that killings can bring prosperity can be disproved scientifically but when one acts on faith or belief then things change”. Dr. Mwami recommends an in depth research on Tanzania’s belief systems and on how those systems tend to guide certain practices whether positively or negatively. 

Dr. Mwami views the referendum initiated by the state as unnecessary due to the existence of courts, police, security etc.  These instruments can be used to capture these people since they are known. In his opinion, the inaction on the part of the state is because the state itself and the ruling class are responsible for this; otherwise they would not have taken so long to react. They themselves are using these people and ordering the killings so that they can get wealthy. The ministers, MPs visit witchdoctors in order to acquire top positions. They are implicated and that is why they have been reluctant to deal with this issue.

The general argument is that these body parts are sold at a very high price, a price that only an official at the top can afford. The average person will not be able to pay for example, $2,000 for a body part.

Family

“People don’t want to be identified with PWA except in a nucleus family. The immediate family is normally accepting as opposed to the extended family which tends to be afraid for example in laws become fearful”(Interview Professor Possi). The only way a baby would not be killed is if someone had witnessed its birth, explains a PWA. Even the outside witnessing of the birth was no guarantee that the baby would be spared his or her life later on. Those involved with these killings were families themselves who also entertained these beliefs. A pastor with albinism gave a different perspective in stating that:

Parents are responsible in bringing up an albino child to feel that they are different from others. If parents instil the fact that a child is different, he/she will grow up believing so. Hence, exclusion actually starts from within the family. A PWA is the source of his or her own exclusion.  It’s not that people exclude him /her, the exclusion starts from him/herself believing that he is different...” (interview pastor with albinism).

The family is the fundamental component of society and should be supported through education of what the condition is and how to conduct normal life with it, taking into account the different cultural, political and social values that underpin families.

3.2 Conclusion

The situation of PWA is very unfortunate especially in the light of a history of struggle: denial of access to health, education, employment, security and recent killings are a vivid illustration of a lack of human rights concerns for PWA. The fundamental principles of human rights have been neglected by the state. This chapter reveals a weak or non-existent enforcement of legislation that if well implemented would empower PWA. Denying PWA their rights means not only denying their most basic rights but many other rights to which every citizen is entitled to. 

Chapter 4  
Responses to the situation of People with Albinism in Tanzania. 

4.1 Introduction

This chapter looks at the responses and steps taken thus far by the state to improve the current plight of PWA as well as the international responses and the effect these have had on the above mentioned situation. This analysis explore to what extent the state is aiding this vulnerable group and the reasons behind the lack of action on its part.

The State

Upon ratification of human rights instruments, states are duty bound to fulfil obligations. They become duty bearers and have primary responsibility to provide for rights holders. In this role, the Tanzanian government therefore is responsible for ensuring that the rights of PWA are preserved. 

The killings of PWA have captured the world’s attention. A European Union (EU) parliament resolution on the killings of PWA was adopted in 2008, condemning the killings. This resolution urged Tanzanian and local government authorities and civil society to join forces to protect PWA. It pressed the Tanzanian Government to take immediate action to promote social awareness and provide information on albinism. It urged that implementation should be targeted in rural areas where people tend to less educated and be more superstitious. Furthermore, the resolution appealed to the Commission and EU Member States to support the efforts of the Tanzanian Government, civil society and NGOs to address the needs and rights of PWA (European Parliament 2008). The United Nations Children’s Fund (UNICEF) urged the judiciary, the media, politicians, religious leaders and communities to reinforce the response and fight against superstitious beliefs that rouse the murders. UNICEF said it will collaborate with the Tanzanian Government, to ensure that like other citizens, PWA enjoy their fundamental rights to life, protection and freedom (UNHCR Refworld 2008). 

In July 2009, when the UN Human Rights Committee considered Tanzania’s fourth periodic report, the Minister for Constitutional Affairs and Justice Mathias Chikawe was thoroughly questioned whilst the Tanzanian Report was being considered. The Committee stated in paragraph 15 of its report that, whilst efforts have been made to tackle the issue of killings of PWA, the progress has been unsatisfactory with the number of incidents increasing and prosecution of the perpetrators being slow(Human Rights Committee 2009: 4). It urged Tanzania to take all necessary and adequate measures to halt these killings and to ensure that investigations and prosecution takes place in a timely and efficient manner and to increase public awareness of the condition in order to prevent future killings (Human Rights Committee 2009). 

The President of Tanzania Jakaya Kikwete and the Prime Minister Mizengo Pinda have both condemned the killings. The President has called for increased protection for PWA, putting pressure on the police to provide the security that they desperately require. The response of the government has been criticised as substandard. The government has been accused of being slow to react. Measures have been taken both internationally and nationally to address this issue, but killings continue to take place with the latest on 21 October 2009 in Geita, Mwanza (Nifahamishe 2009). 

In 2008, President Kikwete nominated, at the height of the killings, Ms. Al-Shaymar Kwegyir as the first Member of Parliament in Tanzania with albinism to work towards raising awareness and improving the issues plaguing PWA in the country. Despite the political nature of this move, this can be viewed as a positive step by the government. Ms. Kwegyir now advocates for rights of PWA with the government’s support (OHCHR 2009). However, as the only MP assigned to this task, her power to compel the police to act and protect PWA against killings is rather limited.

4 May 2008 marked the commemoration of Albino Day in Tanzania, Dr Ali Shein, Vice President of Tanzania urged all councils in the country to involve albinos in decision-making bodies since they have the right to give their opinions concerning national development issues. Prof. Mwakyusa, the Minister for Health and Social Welfare, stated during the same event that new disability bill will soon be presented to the cabinet. This bill would protect the rights of PWA and ensure that they are able to access the necessary health care (Mwandoloma 2008).

In 2008, the government launched a campaign to train traditional healers in other occupations in order to wean them from their current destructive occupations. The Prime Minister revoked the licenses of all witchdoctors in order to curb these practices. Even with this revocation witchdoctors claim they cannot let their customers suffer and therefore continue to provide their ‘services’ to those who need them (Ntetema 2009). It is still too early to determine whether the steps that the government has taken have made a difference. 

In the wake of the killing of  42 year old PWA Aaron Nongo in Nyamagana, Mwanza, in January 2009 Prime Minister Pinda ordered all local government leaders, district and regional commissioners to collaborate with the police force and national security department to fight against these killings (Ntetema 2009). Furthermore, the Prime Minister announced in March 2009 that there will be a ‘secret’ referendum which would allow people to vote in secret against those they believe are involved in these killings, starting with the lake zone regions and spreading throughout the country.

According to the president: 

Our idea is to ensure that the problem is eliminated and the country`s image to the international community is cleansed.” He further stated that “People should feel free to name those who are behind these barbaric killings and other criminal acts within their localities” (BBC 2009b) 

Concerns were raised about this referendum being a political ploy. “This shouldn't be subjected to a vote-like process. It is a political ploy to please those who say the government is not doing enough to solve these murders” explained Edmund Sengondo Mvungi, a law lecturer at Dar es Salaam University (Ibid).

Ntetema’s undercover work exposed that even policemen themselves are customers of witchdoctors. The Guardian newspaper reported that no arrests were made at the beginning of 2008 but this improved from April to October 2008 with 47 people arrested in connection to these murders. More than 170 people have now been arrested (Smith 2008). Those arrested include witchdoctors, businessmen, fishermen, miners, low ranking government officials and religious leaders (Ntetema 2009). 

In March 2009, the Inspector General of the Police, Said Mwema announced that preliminary hearings of cases of killings of PWA were due to start in April 2009 in district and regional courts, before being forwarded to the High Court. After consulting legal bodies in the country, the fast-tracking of these cases was the most viable option (Ntetema 2009). As of the summer of 2009, trials are being held by the Kahama and Shinyanga High Courts but cases have been suspended due to insufficient funds. Ntetema views this as a mockery of our justice system (V. Ntetema, e-mail, 09 August 2009).  

The murder of Nongo, mentioned above came during the first trials of the killers of PWA. Minister Chikawe stated that there had been a delay in commencing the proceedings because of the commom law system that  Tanzania’s  legal system is based on, whereby the accused is presumed innocent and the burden of proof is on the prosecution to prove guilt; this requires collecting sufficient evidence. Compare this to the civil law system followed by Burundi were perpetrators have already been tried. This only highlights the slow pace of the proceedings in Tanzania. The accused under the latter system does not benefit from the presumption of innocence.

Prosecution in Tanzanian courts of law has been slow with the first convicted only in September 2009 where 3 of the accused have been sentenced to death by hanging for killing a 14 year old boy with albinism in Shinyanga province (BBC 2009a). Amnesty International USA (AI) has stated that it appreciates the efforts of the Tanzanian government to bring justice but it has concerns over the Tanzanian court’s decision to hang the perpetrators. AI opposes the death penalty:

The perpetrators must be brought to justice, but in a way that respects the rights of all the people of Tanzania. Applying the death penalty to perpetrators of the killings only compounds the problem – with the government sending a message that human life is expendable (Amnesty International USA 2009).

The researcher has similar concerns regarding the death penalty because it violates the right to life, the most fundamental human right.

Minister Chikawe stated that fast tracking these cases ensures that they are dealt with expeditiously and justice is done. It also shows that the government will not tolerate killings of PWA. Discussions have been taking place with relevant authorities to help with investigating and gathering evidence for these cases, explained the Director of Criminal Investigation Robert Manumba(Ntetema 2009).

Many locals see the tardiness of bring perpetrators to justice as yet another sign of the government’s involvement in the killings and that witch doctors are actually protected by members of the government and police. “Ms. Ntetema believes politicians are attempting to protect the culture of witchcraft, which has a long history in the region and is used by many businessmen as a traditional way to try to improve their fortunes” (O'Toole 2009). 

There is a feeling that political will is lacking, therefore there will be no justice. Human rights protection needs an effective legal system. A deficient legal framework undermines efforts to secure rights of disadvantaged groups. When an organ like a court declares that it cannot function due to lack of funds, the sovereignty of the court is called into question.

4.2 The Petition

Litigation can contribute toward holding governments accountable with respect to both “policy gaps” and “implementation gaps.”Policy gaps are discrepancies between states’ legal obligations under international law and national constitutions, and laws to respect, protect, and fulfill the right to health of their populations. (Gloppen 2008: 24).

In March 2009, the Legal Human Rights Centre (LHRC) together with Tanzania Albino Society (TAS) and Tanzania Federation for Disabled People Organisation launched a petition against the Attorney General and the Tanzanian government in the high court of Tanzania in Dar es Salaam to enforce constitutional basic rights under the Basic Rights and Duties Enforcement Act, [cap 3 r.e. 2002]. The petition challenges violations of fundamental human rights by the respondents. 

The petition was based on the grounds that the above-mentioned ministries had failed to provide amongst other things, skin protective gear and reasonable skin health care services for PWA in public hospitals or other public health institutions which offends human dignity in respect of PWA as provided for under article 12(2) of the Constitution and as a result of this, stigma towards PWA has been aggravated creating circumstances that breach the said article. 

The Ministry allegedly has failed to secure the right to life, dignity and protection as provided for under article 14 and 29(2) of the Constitution (Appendix 2). The ongoing killings of PWA are likely to result into further breaches of Article 14 of the Constitution to the prejudice of PWA. 

Furthermore, the relevant ministries have been either withholding or not providing information to the petitioners or the public in respect of the ongoing killings of PWA, and have there by been in breach of Article 18(2) of the Constitution (Appendix 2). 

The police are claiming that their work of protecting PWA and catching those responsible is hindered by the lack of cooperation on the part of citizens. However, the police themselves are involved in witchcraft and therefore finding and arresting these witchdoctors will inevitably be to their detriment. 

The petitioners present that the killings of PWA are associated with witchcraft, whose practices have increased as a result of the inefficiency of the Witchcraft Act, [Cap. 18 R.E. 2002], and the failure of the relevant authorities to apply its provisions for the protection of public.  The Ministries have also been discriminating against PWA in Educational programmes by failing to provide measures essential for easy access to education therefore breaching. 

Redress being sought by the petitioners include declarations that Articles 12 (1) and (2), 14, 18(2) and 29(2) (Appendix 2) have been violated, an order for relevant authorities to place measures that ensure accessibility of skin health services and educational programmes, by PWA, in public hospitals and health institutions. Measures to fight stigma and protect lives of PWA and an order to compensate victims of the killings and their families. 

Abdallah Possi, a Human Rights attorney explains that members of parliament in Mwanza have remained silent on the issue of PWA because the elections are underway in 2010 therefore if one speaks against the people, one is effectively speaking against the voters. A risk that they believe, they cannot afford to take. MPs and politicians in general use the services of the witchdoctors who need albino parts to win elections for example. Mr. Possi further explains that the position of lawyers is limited but they do have a forum to act on but there is a need for public support. Human Rights cases really need publicity otherwise no one will ever hear about them (Interview Possi).

4.3 Conclusion

The role of the state in securing rights of PWA has been the subject of much criticism. The division between protecting rights and culture is what causes the lives of PWA to be at stake. The general feeling of discontentment from home and abroad reflects the urgency needed in resolving this issue. Since the announcement of the launching of the petition, TAS and the Tanzania Federation for Disabled People organisation have since withdrawn their participation; only the LHRC remaining, and those who remain vow to still take the government to court. According to the LHRC, the case is scheduled to be heard later this year on December 14th 2009. Litigation sometimes cannot be the only tool to hold governments accountable. People themselves need to be vocal.

Chapter 5  
Conclusion

5.1 Introduction

With a history of prejudice, the lives of PWA have been dominated by hardships, possibly from birth to untimely death.  Born into a ‘cursed’ population group, PWA have been socially discriminated against, excluded and marginalised from the economic, social and cultural life of their motherland. Through their extreme physical difference, lack of opportunities and participation in the community, lack of involvement in important policy decisions that affect their lives and plagued with illiteracy, they are neither accepted within their own societies as PWD nor as human beings. Believed to be carriers of bad omens, PWA have become outcasts and cheated out of their human rights to life, health, education and work by the fact that they are inadequate mechanisms in place to enable them to exercise their fundamental rights. Poverty, a familiar foe of the African continent especially of Tanzania, exacerbates their situation. While not all interviewees with albinism claimed to live such a life of destitution, most testified to a life of injustice.

The lack of education and awareness of albinism at all levels of society in Tanzania is cited as the source of problems facing PWA. The current lack of political will threatens the realisation of human rights and promotes the tolerance for violation of these rights. The killings of PWA resonate with most as the shame of Tanzanian society and the nation, a dent in an otherwise peaceful nation. It is a rather unsettling picture, PWA as a prey for the greedy. A twisted ‘get rich quick scheme’ that does not fulfil its promise. The government has great potential to change the doomed fate of PWA in Tanzania but the question remains whether it is willing. Due to the current climate of insecurity, PWA are living in fear and are calling out to the government to act fast. 

Despite the various laws relevant to disability, there is no strong disability legislation in Tanzania. Enforcement of legislation and special effort must be made to ensure that PWA have access to their rights. Allowing equal access to education is one step forward in allowing a PWA to acquire skills that (s)he can then exercise once a job is obtained, a job that has equal pay for all.  “Human rights are not simply legal entitlements that can be realized through the enactment of legislation and policy. They are standards and principles that directly affect the day-to-day relationships between individuals in their communities” (UNESCO and UNICEF 2007: 87).

The position of the government for PWA remains ambiguous. The government claims to be working on the situation but at the same time government officials have been accused of being customers of the current craze around using witchdoctors. Awareness is gradually increasing due to the immense media coverage. Actual progress, however, is limited with killings continuing to take place. This is undoubtedly a gross violation of human rights. If PWA are to remain legitimate citizens of Tanzania having the same rights as other Tanzanians, they need to be accorded their fundamental rights, especially the right to life which is the foundation upon which all other rights can be exercised. For this group, at present an end to discrimination and exclusion and the road to equality is out of sight. 

5.2 Recommendations

These recommendations are a result of the analysis made in this paper and the suggestions provided by interviewees in the course of this research. 

Long Term measures

There is need for adequate reliable data to be collected through research in order to ascertain the number of PWA and fully comprehend their diverse experiences. Professor Possi recommends ethnography involving visiting villages and sitting down with parents of CWA and finding out their feelings (Professor Possi Interview). Having sufficient data, one will be best positioned to target the needs of PWA and consequently, tailor them within the relevant legal framework that will identify inequities in accessing rights. 
In employment, health and education, relevant authorities need to develop legislation and adopt policies which empower, integrate and take into account all needs and rights of PWA. The standards set by legislation and policies need to be strictly monitored to ensure non diversion from the target group. The Ministries of Education, Health and Social Welfare and Labour respectively need to play a strong and harmonised role in ensuring the implementation of these standards. Government hospitals and health care services must ensure that regulations and standards governing their institutions comply with international norms and those working within them are familiar with the importance of human rights especially rights of PWA. Increased collaboration between government and civil society is essential in order to ensure that policies and laws are comprehensive and cover all aspects of a PWA’s life. There is need for national policies for education which implement an inclusive approach which would signify equal rights for all children.

The lack of acceptance of albinism as a hereditary condition and disability reflects an ambiguous understanding of it. Awareness needs to be raised for the general public to comprehend the limitations of albinism. The most frequent recommendation in the interviews was the need to educate society. Educating parents, relatives, children, government officials, community leaders, policy makers, medical professionals etc. is key for ensuring that PWA will in future enjoy their human rights through raising awareness of albinism on a large scale in order to sensitise communities. Nationally, there is a need to raise awareness about available health care services in schools and communities, encourage parents to send their children to school with the aim of interrupting and gradually stopping beliefs that endanger the lives of CWA. 

Media outlets such as TV, radio, print media can raise awareness on a mass scale using appropriate format e.g. large print or sign language on TV. Locally, teachers can arrange awareness classes with the children to allow them to learn about the condition whilst emphasizing that every child is equal. Within communities, storytelling could include more positive stories of PWA. It’s better to build on already existing platforms of society such as folklores than creating brand new ones. Community leaders must involve teachers, parents and children.  PWA need to be included in all aspects. “Inclusion should not only be left to schools...but also in churches, mosques, inclusion in social activities at home and everywhere. Let’s include PWA so that people are not going to be afraid of them because now they will be part and parcel of their activities. If there are leadership positions, let’s give them, at the village level so that they show their skills and talents” (Professor Possi Interview). 

These national policies should ensure an environment conducive to adequate learning of all children through the requirement of investing in adequate reading materials e.g. large prints books and exam papers and also equipping teachers with skills needed to teach CWA. Nationally, the government should run seminars on albinism, inclusive education etc in order for teachers to acquire confidence and skills to enable them to teach these children with ease. Mkumbo suggests integrating special needs and inclusive education in the teachers’ training curriculum so that all teachers are knowledgeable and skilful to teach CWD (Mkumbo 2008). Locally, teachers who are well known and respected within a community could be key informants and have an influence over community members and therefore be in an advantageous position to change local perception of albinism. 

A serious review of the current disability legislation is paramount especially relating to health to ensure that all PWA have adequate and equal access to health care services. Nationally, the state must work with NGOs and international companies in order to adequately provide for CWA e.g. providing free sun lotion, skin and eye testing but also train local doctors on consequences of albinism and plus the availability of mobile eye and skin clinics to reach those in rural areas would be essential. 

In relation to the security of PWA, Dr. Mwami recommends the need to identify firstly the issue of social classes. What kinds of people are being hired to kill PWA. Are they unemployed? Dr. Mwami calls for Tanzania becoming a strong, nationalistic and militant state which would allow citizens to control their own economy and with that economic independence. 

Active involvement of all branches of government is required in promoting and safeguarding rights of PWA. Legislators must ensure that legislation is compatible with international conventions with room for review if this is not the case. Policy makers and government officials and at all levels should be aware of their obligations under international conventions. The development of legal and policy frameworks to fully include PWA with clearly defined rights is vital in changing the current inferior status of PWA. 

Crucially, PWA themselves need to be aware of their rights and how they are protected under national and international law.
Short Term

There is urgent need for security and protection for PWA in order to prevent any further killings. It is the government’s role to command the police force to provide adequate protection at all levels in collaboration with the community members in the most vulnerable areas.  

PWA are a heterogeneous group whose diverse needs have gone unnoticed since time immemorial. Government commitment towards the betterment of lives of PWA must be renewed.
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Appendices

Appendix 1 :Table of Interviewees

Interviews also consisted of interviewees who preferred to remain anonymous.
	Names
	Venue
	Status
	Position

	Mr. Ernest KIMAYA
	
	Person with Albinism
	Chairman of Tanzania Albino Society

	Mr. Kassim KABWE
	Under The Same Sun
	Person with Albinism
	Chairman of Albino Society, Temeke District

	Mr. Seif ULATE
	Under The Same Sun
	Person with Albinism
	Chairman of Albino Society, Ilala District

	Dr. Joachim MWAMI
	University of Dar es Salaam
	
	Professor of Sociology- University of Dar es Salaam

	Professor Mwajabu POSSI
	University of Dar es Salaam
	
	Professor of Mass Journalism – University of Dar es Salaam

	Mr. Abdallah POSSI
	University of Dar es Salaam
	Person with Albinism
	Human Rights Advocate

	Dr. Simeon MESAKI


	Via Email
	
	Professor of Sociologist and Anthropology- University of Dar es Salaam

	Vicky NTETEMA
	Via Email
	The first to report on the killings
	BBC Journalist


Appendix 2: Relevant Articles from The Constitution of Tanzania 1977
Article 12 The Right to Equality 
(1) All human beings are born free, and are all 
(2) Every person is entitled to recognition and respect for his dignity.
Article 14 The Right to Life 

 Every person has the right to live and to the protection of his life by the society in accordance with law.
Article 18 - The Freedom of Expression

(1) Without prejudice to expression the laws of the land, every person has the right to freedom of opinion and expression, and to seek, receive and impart or disseminate information and ideas through any media regardless of national frontiers, and also has the right of freedom from interference with his communications.

(2) Every citizen has the right to be informed at all times of various events in the country and  the world at large which are of importance to the lives and activities of the people and also of issues of importance to society.
Article 29 - General Provisions

(1) Every person in the United Republic has the right to duties enjoy fundamental human rights and the benefits of the fulfilment by every person of his duty to society, as provided in Articles 12 to 28 of this Part of this Chapter of the Constitution.

 (2) Every person in the United Republic has the right to equal protection under the laws of the United Republic.

(3) No citizen of the United Republic shall have a right, status or special position on the basis of his lineage, tradition or descent.

(4) It is hereby prohibited for any law to confer any right, status, or special position upon any citizen of the United Republic on the basis of lineage, tradition or descent.

(5) In order that all persons may benefit from the rights and freedoms specified by this Constitution, every person has the duty to so conduct himself and his affairs as not to infringe upon the rights and freedoms of others or the public interest.
Appendix 3

National Disability Policies

· The Disabled Persons (Employment) Act 1982 (No. 2) establishes a quota system for large companies percentage of workforce be PWD.

· The Disabled Persons (Care and Maintenance) Act 1982 (No. 3) clarifies that care for disabled persons is a responsibility of families, relatives, local government, central government and non-governmental organizations. It also established a National Fund for Disabled Persons. 
· The National Employment Promotion Service Act 1999 (No. 9), provides arrangements for the registration, employment, counselling, vocational rehabilitation and placement of PWD. 

· The Employment and Labour Relations Act, 2004 (No. 6) “forbids direct and indirect discrimination in any employment policy, including discrimination based on disability” (ILO 2009).

· The 2004 National Disability Policy provides guidelines for the adequate provision of services to PWD including an environment conducive to productive work.
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�	 Every reference to Tanzania thereinafter, signifies Tanzania Mainland only


�	 The Survey was launched on 10 June 2009 in Dodoma, and conducted by the National Bureau of Statistics, the Zanzibar Office of the Chief Government Statistician and the Ministry of Health and Social Welfare between July and November 2008.


�	 A solar keratosis is a small, thickened, scaly lump on the skin, caused by exposure to sun over the years. Several may develop. They are usually harmless. However, treatment is usually advised as there is a small risk that a solar keratosis may eventually turn into skin cancer. See � HYPERLINK "http://www.patient.co.uk/health/Solar-Keratosis.htm"��http://www.patient.co.uk/health/Solar-Keratosis.htm� accessed 14/10/09.
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