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“Now I know my rights!”  Exploring group membership and 
rights-based approaches for people living with HIV/AIDS in 
Northern Tanzania 
 

Abstract 
This paper presents a qualitative analysis of the application of a ‘rights-based’ 

approach as a means for People Living with HIV/AIDS (PLWHA) to claim their 

rights to basic services and combat stigma.  Data is drawn from a NGO project in 

Northern Tanzania working with 40 groups and shows clear benefits of PLWHA 

group membership for individuals in solidarity and mutual support.  It also 

demonstrates how knowledge of legal rights does empower people to start 

asking questions of service delivery agencies and institutions but that this 

empowerment is fundamentally limited by livelihoods constraints and vague 

legislative commitments.  This analysis contributes further to debates on activism 

around biological citizenship, the efficacy of rights-based approaches and 

support for PLWHAs. 
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Introduction 
With the retreat of the state under structural adjustment, the state medical 

response of most Sub-Saharan African (SSA) countries to the HIV/AIDS 

pandemic was largely fragmented and patchy and has been said by many to 

have led to an ‘NGO-isation’ of intervention (Parkhurst 2005; De Waal 2006; 
Poku 2006; Bujra 2007; Poku & Mdee 2011). 
 

With the global response to the HIV/AIDS pandemic being characterised by a 

single disease focus and in combination with inadequate existing state 

infrastructure, the substantial aid to tackle the pandemic has given rise to a 

plethora of community-based and local organisations in highly affected countries 

in Sub-Saharan Africa, all engaged in ‘activities’ related to prevention or care.  

This is not to say that national governments have not also played important roles 

in shaping the interactions and focus of external partners.  For example, it is 

argued that Uganda’s leadership quite effectively conducted an HIV/AIDS 

response with the mobilised resources of a wide range of actors which led to a 

substantial decline in HIV infection rates (Parkhurst 2005) although others 

contend that the narrative of infection rates in Uganda has been politically 

manipulated and may not be based on accurate data (De Waal 2006). 
 

The literature on the dynamics and response to the HIV/AIDS pandemic in Sub-

Saharan Africa is vast and we do not propose to review it in full here. The 

international and national responses are contextual shaping factors, which frame 

local and community coping strategies. Our focus in this paper is on the local and 

the experience of those living with HIV/AIDS, their access to basic services and 

their collective agency as a ‘group’. It also attempts to understand the experience 

of living with HIV/AIDS in the context of rural poverty in Tanzania and, therefore, 

necessarily engages with issues of livelihoods, social stigmatisation, rights, 

inequality, power and voice. It is agreed that HIV/AIDS is a major shock on 

livelihoods both in the loss of economically and socially productive individuals but 
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also in the burden of care for the sick and their dependents that is entailed 

(Baylies 2002; Slater 2004; White & Morton 2005; Samuels & Rutenburg 2008).  
HIV/AIDS also magnifies gender inequalities in that women are less able to avoid 

risky sexual contact but also disproportionately bear caring responsibilities and 

stigmatisation (Kathewera-Banda, Gomile-Chidyaonga, Hendriks, Kachika, Mitole 
& White 2005; Oglethorpe & Gelman 2008; Beckmann & Bujra 2010; Burchardt 
2010; Copeland 2011; Feldacker, Ennett & Speizer 2011; Poku & Mdee 2011; 
Seckinelgin, Bigirumwami & Morris 2011). Therefore, HIV/AIDS, poverty and 

inequality are intrinsically bound together and when considering the local 

response to HIV/AIDS it is impossible to do so without also analysing patterns of 

poverty, power, inequality and access to basic services. In this paper we propose 

to do this by exploring an intervention, which attempts to enable individual 

PLWHA to claim their legal and representative rights as stated in government 

legislation. 

 

In the neo-liberal period, debates on poverty reduction and the responsibilities of 

the state have increased engagement with ideas of community-driven 

‘development’ and the rise of civil society actors that will fill the inadequacies of 

state provision (Mansuri & Rao 2004). The global response to HIV/AIDS is 

underpinned by this discourse and as already noted has been heavily reliant on a 

patchwork of local, national and international non-state actors. This discourse 

assumes that non-state actors can deliver services more efficiently and equitably 

than the state. Later research has suggested that assumptions relating to the 

efficiency and responsiveness of these non-state actors have actually resulted in 

institutional fragmentation, localised conflicts for resources and even 

entrenchment of inequalities.  In addition, they allowed governments to cast off 

responsibility for service delivery with the ‘fig-leaf’ of ‘decentralisation’ that 

supposedly ‘empowers’ those at the local level but does not provide a supporting 

financial and strategic institutional framework in which local actors can operate 

(Cleaver, F & Toner 2006; Boesten, Mdee & Cleaver 2011).  This is exactly what 
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appears to have been played out in the response to HIV/AIDS in Sub-Saharan 

Africa (Poku & Mdee 2011).   

 

Whilst such research argues that neo-liberal approaches to poverty reduction are 

inadequately focussed on basic and equitable service delivery and allow the state 

to avoid responsibility for poverty and inequality, they do not preclude the 

possibility for social mobilisation, solidarity and collective action by community-

based groups. In this paper we explore in particular the nature and function of 

groups of People Living with HIV/AIDS in Tanzania (PLWHA). Earlier studies 

have explored the nature of such groups in relation to the provision of home-

based care (Boesten 2007; 2011) and also in relation to the idea of biological 

citizenship (Beckmann & Bujra 2010)1.  Biological citizenship relates to the idea 

that HIV status forms a focus for mobilisation and political action. Beckman & 

Bujra (2010) see this at work in South Africa but much less substantial as a 

movement in Tanzania. The conclusions of such research tend to show PLWHA 

groups as weak and clientalist, engaged in a struggle to compete for resources 

that might be accessible due to their status.   

 

We intend to build on the very useful studies of Boesten, Beckmann and others 

to consider if a more robust role for PLWHA groups is possible, which centres on 

a narrative of entitlements and rights. More broadly the role of gender and 

reproductive rights and direct rights for those infected with HIV/AIDS are seen to 

play a significant role in a structural challenge to the conditions that have allowed 

the pandemic to evolve in the manner that it has (Flechner 2005; Kathewera-
Banda, Gomile-Chidyaonga et al. 2005; Oglethorpe & Gelman 2008; Chapman 
2009; Titus & Moodley 2009). Therefore, for PLWHA groups to take on a 

                                                        
1 We would like to thank Jelke Boesten for her comments on this paper. This research is built 
upon previous studies on PLWHA groups in Same district of Tanzania: firstly Anna Mdee and 
Jelke Boesten collaborated on a DfID-funded 2004-6 project on Community-based Workers in 
Providing Home-based Care. Jelke Boesten then did further research under an ESRC project 
(2006-2008) on which she was followed as Researcher by Nadine Beckmann who focussed on 
the same theme in Zanzibar.  This research is captured in Boesten, Mdee & Cleaver 2011, 
Boesten 2011 and Beckmann & Bujra 2010).  
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substantial and meaningful voice they need to be able to articulate what they are 

organising for.  It is possible that a right-based approach to development may 

provide such a framework for this articulation. 

 

Rights-based approaches to development (RBA) are not new and here we do not 

intend to engage theoretically with them but to explore an application of such an 

approach by one local actor in the Moshi and Same Districts of Tanzania. The 

starting point is the implicit assumption that people have rights that can be 

claimed from the state, often with reference to specific legislation or to the United 

Nations Universal Declarations of Human Rights to which individual states are 

signatories. It then follows that for citizens to claim and realise such rights, they 

must be empowered, have knowledge of their nature and mechanisms through 

which they can claim and access those rights. 

 

There is some limited evidence of the potential contribution of rights-based 

approaches to the awareness and mobilisation of people in attempting to 

formulate claims based on the knowledge of legislative rights – see, for example, 

work by Cousins on land rights in South Africa (Cousins 2009).  Cousins notes 

that ‘empowerment’ through such mechanisms can have a role in defending 

marginalised people from exploitation and should also be framed in a more 

systemic approach to the eradication of poverty. 

 

Gready (2008) argues that an RBA is more than the direct utilisation of the law.  

An RBA also uses the law indirectly and forges links between the direct and 

indirect through the centrally of normative principles of participation, equality and 

non-discrimination, transparency, empowerment and accountability. Such 

principles then feed into the political and social applications of esoteric legal 

frameworks and become real and accessible in the everyday and local 

interactions of citizens and their representatives. Gready labels this as a ‘legal 

boomerang’ that necessarily entails the renegotiation and re-imagining of a 

variety of contesting legal and rights regimes (customary, religious, national and 
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international) at the local level. 

 

In looking at a specific application of an RBA by small local NGO with PLWHA 

groups we are able to draw some tentative conclusions on the four strengths of 

this approach as identified by Gready (2008): (i) that an RBA forces us to re-

focus on the responsibility of the state for delivering rights and ultimately human 

development, (ii) that it enables a focused and specific engagement on the 

accountability of rights-holders and duty-bearers (not only in relation to the state 

but to any actors working in the public sphere),  (iii) it re-politicises poverty and 

processes such as participation and representation, and (iv) it necessitates a 

structural and relational understanding of poverty and therefore is underpinned 

with a narrative and discourse on power. Such conclusions are further supported 

by work on rights and chronic poverty (Cornwall & Nyamu-Musembi 2004; Green 
& Hulme 2005) 
 

There is a danger that the radical power of such approaches can be co-opted 

and neutralized through their crude and limited application within the Aid Industry 

and specifically by their pre-occupation with quantitative measurements, 

formulaic checklists and indicators. Literature on participatory approaches to 

development has sharply underlined this danger (see for example (Cleaver, F. 
1999; Toner 2003) and it should be noted here that DFID’s Civil Society 

Challenge Fund (CSCF), under which the small NGO in this paper was funded, 

aims to support non-state actors to implement rights-based approaches but 

suffers from the very same tendency to force such work into recognizable 

packages for their own convenience. By their nature the recognition and claiming 

of rights is a long-term process of gradual negotiation, the full impact of which 

may emerge after considerable time.   

 

It follows that the success of a rights-based approach will depend on the nature 

and strength of the local engagement with the rights to be realised.  In this case 

we are interested in the capacity of PLWHA to organise around their status and 
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to claim their rights under the 2008 Tanzanian HIV/AIDS Act.  Boesten (2011) 

writing about PLWHA groups in Same district, Tanzania documents that for some 

activism is a lifeline – something which gives people a reason to live after the 

‘living death’ of an HIV/AIDS diagnosis. In this case, activism generates a social 

life and forms an alternative community for those that may have face stigma in 

the wider community.  This also emerges strongly from this study. 

 

It is important to make a clear distinction about our study in relation to previous 

researches conducted with PLWA groups. Unlike Boesten (2011) and Beckmann 

& Bujra (2010) whose studies did not include PLWHA groups using a rights-

based approach, our analysis is based on lessons learnt from a specifically RBA 

focused project. The PLWHA groups that Boesten, Beckmann and Bujra 

considered in their studies tended to have been created both for mutual support 

but also as a way of attempting to capture some resources from the chaotic aid-

funded plethora of interventions operating at the local level. In Same district, for 

example, where one organisation with charismatic group leadership was 

relatively successful in resource mobilisation, Boesten (2011) noted that resource 

inflow was, however, erratic and unsteady. Inevitably, this resulted into resource-

based-organisational-conflicts; group members often conflicted on how the 

mobilised resources were to be utilised.  

 

In contrast, Beckmann and Bujra (2010) argue that the PLWHA groups in 

Zanzibar exhibit largely clientalist characteristics with a high dependency on the 

inflow of external funding. The group leadership, mainly drawn from the middle 

class, are sometimes motivated in forming their organisations for the purpose of 

resource capture. They further cite stories of successful activists ‘career’ which 

relied on a small income from workshop attendance as a way to effectively sell 

testimonies to the AIDS industry.  

 

The above analyses bring out evidence of tension between voluntary activism 

and the need to make a living (Boesten, Mdee & Cleaver 2011). The question 
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which this paper asks is whether a more overt rights-based framework for 

PLWHA action provides a more strategic and institutionally grounded and 

sustainable route for action? This would suggest that when PLWHA have defined 

rights and entitlements to services and they know about and understand those 

entitlements that they are then able to organise themselves to claim such rights 

through their collective unity as a movement. 

 

Beckman and Bujra (2010) argue that, unlike in South Africa, in Tanzania 

PLWHA activism cannot be yet characterised as a movement and has mainly 

consisted of making PLWHA visible through group identities in order that they 

might access but also provide services to each other. They label this as a ‘politics 

of the queue’. Whilst this may seem limited, they do agree that this has opened 

up new spaces for discussion and dialogue out of which a more politicised 

movement and campaign might emerge and note that social transformations at 

the local level were possible.  Further, Beckmann and Bujra identify the influence 

of a non-confrontational political mode in Tanzania and the relative weakness of 

organised labour within the state given low levels of formal employment, both of 

which limit the strength of comparison with South Africa. 

 

It is pertinent to ask though – is the biological citizenship of HIV/AIDS the most 

potentially transformative one or might a broader focus on class and inequality be 

required by a PLWHA movement in Tanzania given what has already been 

widely written on both gender and poverty in relation to HIV/AIDS (c.f. (Bujra 
2006))?  
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Rights-based work with PLWHA in Tanzania- a case study 
This paper now turns to an exploratory case study, which draws on data from 

Northern Tanzania and tracks some of the same communities and organisations 

that formed the basis of the research by Boesten and Mdee cited above. 

 
One local NGO, Village-to-Village (Tanzania)2 working through links to the UK 

was awarded a grant of £33,000 under the UK Department for International 

Development (DFID) Civil Society Challenge Fund (CSCF). The project 

responding to the guidelines for funding applied a rights-based approach to work 

with PLWHA in two districts (covering 40 villages).  The aim of the project was to 

support existing and new PLWHA support groups access pre-existing 

representational structures such as the ‘ward multi-sectoral AIDS committee’ 

(WMAC).  Such groups would be strengthened through working with members on 

their legal entitlements under the Tanzanian 2008 HIVS/AIDS Act.  In terms of 

the project outcome, the intended aim was to enable greater access for PLWHA 

to their entitlements under this Act.   

 

Tanzania has chosen to legally enshrine rights for people living with HIV/AIDS 

into law.  Provisions of the Act are wide-ranging and relate to the prevention of 

stigmatisation, rights to access school and rights to access Anti-Retroviral 

treatment amongst others. 

 

Key provisions of the HIV and AIDS (Prevention and Control) Act (URT 2008)  
which was unanimously passed into Law include: 

• 4, (1) F. increase access, care and support to persons living with 

HIV/AIDS from community or health care facilities.  

                                                        
2 Anna Mdee and Jelke Boesten and much later, Lisa Thorley, have previously been involved in 
obtaining funding for the UK NGO Village-to-Village (UK).  V2V-UK operates in Tanzania through 
an independent Tanzanian registered NGO- Village-to-Village (Tanzania).  Neither is currently 
involved in either organisation.  
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• 4, (2) B. The Government, political, religious, traditional leaders and 

employers in the private sector shall- advocate against stigma and 

discrimination of people living with HIV and AIDS. 

• 5, (19) 1. The Government shall, using available resources ensure that, 

every person living with HIV and AIDS, vulnerable children and orphans 

are accorded with basic health services.  

• 24, (2). The Ministry shall, where resources allow, take necessary steps to 

ensure the availability of ARVs and other health care services and 

medicines to persons living with HIV and AIDS and those exposed to risk 

of HIV infection.  

• 30,(d) deny or restrict any person to live anywhere; or 

• 30, (e) deny or restrict any person to residence, on the grounds of the 

person’s actual, perceived or suspected HIV and AIDS status.  

• VII, 31. A person shall not stigmatize or discriminate in any manner any 

person on the grounds of such a person’s actual, perceived or suspected 

HIV and AIDS status. 

• VII, 32. Any person who contravenes any provision ( in relation to stigma) 

shall be liable to a fine of not less than two million shillings or to 

imprisonment for a tern not exceeding one year or to both.  

• 33, (1) a.  Any person living with HIV and AIDS shall using available 

resources have a right to the highest attainable standard of physical and 

mental health  

• 34,(1) Every local government authority, shall design, formulate, establish 

and coordinate mechanisms and strategic plans for ensuring that the most 

vulnerable children within its respective area are afforded means to 

access education, basic health care and livelihood services.  

In essence the Act does contain many of the ingredients necessary to underpin a 

rights-based response to HIV/AIDS, however there are several limitations. 

Articles, 33, (1) a, 24(2) and 5, (19) 1 are all dependent on there being enough 

resources available and, therefore, does not set out an explicit entitlement. 

Similarly 34(1) relating to access to schooling is at the discretion of local 
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government and or the local schools and thus provides a ‘get out clause’ to local 

authorities if confronted by a request for an entitlement.  

 

97% of funding for HIV/AIDS is from foreign donors and 86% of funding is off-

budget and therefore beyond the control of the government.  TACAIDS (2010:x) 

notes that ‘national ownership is weak and accountability is poor’.  Many donors 

pool resources of local organisations through donor-created umbrella bodies 

such as the Foundation for Civil Society or the ‘Rapid Funding Envelope’, which 

has lead to considerable resources being spent on a confusion of competing civil 

society projects rather than a systematic structural response.  TACAIDS (2010) 
shows a certain amount of frustration arguing for increased local funding to 

enable more meaningful action and co-ordination at the level of local 

government. 

 

In order to put into context the scale of HIV/AIDS in Tanzania we need to have 

some awareness of latest figures on prevalence rates. Statistical records show 

prevalence rates declining to 6.6% for women and 4.6% for men (out of 15,000 

people tested) (TACAIDS 2008) from 7.0% average in 2003/4.  These figures are 

restricted to those over 15 so do not tell us about the prevalence in children who 

may have been infected in mother-to-child transmission or through sexual abuse. 

Accurate and disaggregated figures are very difficult to obtain and lack of data 

remains a significant challenge for a strategic response. It is known that roadside 

towns do tend to have much higher than average infection rates and the project 

under study included a number of towns and villages along the busiest 

intercontinental highway in Tanzania (Dar-es-Salaam-Nairobi highway) and 

therefore prevalence rates in the areas where the project operated are likely to 

be significantly higher than the national averages. Boesten (2011) through a 

combination of survey and estimation suggests a prevalence rate of 13% for 

Hedaru in Same district.  
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A UNAIDS situational analysis for Tanzania from 2009 (latest available) 

suggested that there has been a significant increase in the numbers of people 

who can access ARVs (almost 250,000 in May 2009) (UNAIDS 2009).  250,000 

still only represents approx 18% of the 1.4 million estimated by UNAIDS to be 

living with HIV/AIDS in Tanzania in 2009.   

 

The main focus of the fieldwork for this case study was to seek to understand the 

dynamics and interactions of the PLWHA groups as they navigated this terrain of 

vague entitlements under the 2008 legislation. The primary issue is whether 

increased awareness of these entitlements combined with a collective and 

individual empowerment enabled greater access to resources and support 

amongst themselves or from the local agencies and gatekeepers. Therefore, 

specifically the research was interested in the application and effectiveness of a 

rights-based approach for working with PLWHA group. We also questioned which 

groups came to be considered most successful and why. Groups might be 

considered successful in relation to both internal and external factors: internal in 

the sense of solidarity and practical mutual support to members and external in 

relations with official representatives, gatekeepers of resources and their wider 

communities through challenging stigmatisation. As will be seen later the 

specificity of the legislation on challenging stigma is visibly reflected in the 

actions of some PLWHA groups and members. 

 

Parameters for data collection 
The V2V-Tz project has been operational with 45 groups in Moshi (24 groups) 

and Same (21 groups) districts since 20083. The funding came to an end in 

March 2011 but V2VTz continues supporting the groups with advice as the 

critical consideration for the project design was that the groups should not be aid 

dependent artefacts that would disappear with the funding or cause further 
                                                        
3 Village-to-Village (UK) was awarded £33,000 under the DFID Civil Society Challenge Fund to 
work with local partner Village-to-Village (Tanzania) from 2008-11. Paul Otieno was employed by 
V2V-Tz from 2008 as Programme Manager and is now the Director of the organisation.  The 
fieldwork for this paper was conducted in the final stages of the project in December 2010. 
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conflict over incoming aid resources (Gruber & Caffrey 2005; Bechange 2010).  
This data was collected between November 2010 and January 2011 and 

gathered a range of quantitative and qualitative data through a semi-structured 

questionnaire.  A separate project evaluation was also undertaken by a local 

consultant but will not be discussed here but V2V-Tz has directly worked with 

approximately 500 PLWHA actively participating in groups.  A sample of 41 group 

members was selected for further research. 

 

The individual participants in this study were identified and approached in 

advance of the fieldwork by leaders of the PLWHA groups within the given areas, 

working in conjunction with the V2V-Tz Project Co-ordinator, Paul Otieno.  

Interviews were conducted in Kiswahili with Paul Otieno acting as translator. 

 

The majority of the people who participated in the research were female (31 out 

of 41) many of which were female headed households who had either lost their 

husbands through AIDS,  or who had been abandoned at some point by their 

husbands after their diagnoses.  With the exception of one of the interviewees 

who was formally employed at the TCP sugar plantation, all of the participants 

were either subsistence farmers, causal labours on farms, or drew their 

livelihoods in the informal sector.  

 

It was not a surprise to have so many female participants as Beckmann and 

Bujra, (2010) note that the majority of those who are involved in groups are 

women. As the national figures show, women are seen to have higher rates of 

infection, and are automatically tested in pregnancy and therefore are more likely 

to know their status but also to be more open about it (TACAIDS 2008). 
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Knowing your Rights, but what Rights? 
The 41 interviewees were asked a range of questions that included an 

assessment of livelihoods status, HIV/AIDS biography, PLWHA group 

membership and level of participation, knowledge of HIV/AIDS legislation in 

Tanzania and how they had or had not used this information to access services 

and challenge stigma. 

 

Of the 41 people who were interviewed only one person was aware of the 

existence of the  HIV/AIDS Act, 2008 prior to their membership of a PLWHA 

involved in the V2V-Tz project. This suggests a gap in the information that people 

are receiving when they are diagnosed with HIV, one reason for this may be that 

many PLWHA had been diagnosed prior to the HIV/AIDS Prevention and Control 

Act, 2008 as Table 1 illustrates. 

   

Table 1: Year that people were diagnosed with HIV 

Year when 
Diagnosed 

Number of 
People 

2010 4 

2009 4 

2008 4 

2007 10 

2006 10 

2005 6 

2004 2 

2003 - 

2002 - 

2001 1 

 

Table 1 illustrates that the majority of people became aware of their status in 

either 2006 or 2007. This coincides with a drive by the government that 



  18 

encouraged voluntary counselling and testing (VCT). However, none of the 

participants who were diagnosed between 2008 and 2010 were informed of their 

rights when they were tested, during the recent period when the HIV/AIDS 

Prevention and Control Act, 2008 was in force.  This might lead to the conclusion 

that testing centres are either not aware of the Act, or they do not have the 

capacities to disseminate the appropriate information.  One occurring theme that 

did become evident throughout the interviews was that a great number of 

participants were informed that they should join or form a support group for 

PLWHA at the point of diagnosis. This in itself, as we will discuss later in this 

paper, is cited as a benefit for all of the people that were interviewed, however 

not all groups are equally effective.  Other than being encouraged to join a group 

and some participants who were diagnosed after 2005 were also informed where 

they could access ARVs free of charge, but there were a number who were not 

aware that they had a right to access ARVs.  

 

Group solidarity and support- no alternative 
Given that all the interviewees reported being advised to join a PLWHA group at 

the point of diagnosis it is perhaps surprising that there was no national support 

programme for the creation and maintenance of these groups until late 2011.  

Limited funds can be accessed through TACAIDS and there is a National Council 

of PLWHA (NACOPHA)4 but there is no strategic support plan.  In many places 

no group has been initiated and in many others the groups remain limited in 

capacity by knowledge, leadership and resources. It was this capacity limitation 

that the V2V-Tz project sought to address. The 45 groups that the project worked 

with all received knowledge in relation to the HIV/AIDS Prevention and Control 

Act, 2008 but also in how to organise themselves and seek representation within 

existing local institutional structures such as the District, Ward and Village 

HIV/AIDS committees. These committees were created as a statutory 

requirement for HIV/AIDS to be tackled by local government and require 

                                                        
4 National Council for Organisations of People living with HIV/AIDS. 
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representation by PLWHA. TACAIDS themselves admit that this has often not 

worked effectively and that there are many barriers to participation of PLWHA, 

particularly by the economically poor women who are most often members of the 

PLWHA groups (interview with TACAIDS Community Participation Co-ordinator 

in 2008). 

 

The interviews in this research certainly confirm the value of the PLWHA groups 

when they are supported with capacity building.  From the participants responses 

to the question, ‘why are you a member of a PLWHA group?’ there were a wide 

range of reasons given which fall into three broad categories, i) Psychological: 

value was seen to lie in the solidarity, comfort and mutual support of the group, in 

reducing isolation and giving a purpose to life ii) Economic: people saw the group 

as an opportunity to organise around livelihoods projects and to attract funding 

and other support from external agencies and iii) Knowledge and voice: people 

saw the group as a place to exchange ideas, experience and coping strategies, 

to counteract stigma and to advocate for change (similar to Copeland 2011).   
 

Primarily it could be argued that PLWHA join groups and continue to be active in 

groups when it is physically possible because of the social network that they 

create and provide, and that seeking mutual support is better than facing the 

challenges that HIV/AIDS brings alone, this is perhaps not the biological activism 

that Beckmann & Bujra discuss but more a recognition of a lack of alternatives 

and this conclusion is certainly supported by the findings of Boesten (2007, 

2011). To be organised is also to be visible and to be able to access some of the 

HIV/AIDS targeted projects. The support given to the PLWHA groups under the 

V2V-Tz project has rapidly increased their visibility.  

 

In the Myamba area of Same, one of the groups GOHA is so prevalent in the 

village that when one interviewee was diagnosed with HIV in March 2010 he 

immediately knew where to go to for information and support, he explained that 

he did not hesitate in becoming a member as he knew that it was his best option 
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if he was to know about HIV/AIDS. He also commented that he needed a strong 

social network if he was to confront his illness. In his own words `the group is my 

source of strength`. He went on to express the view that he has seen a 

noticeable difference in the village since the formation and growth of various 

groups, especially in the way that stigma and discrimination are addressed. He 

indicated that stigma towards PLWHA had decreased immensely since those 

who are living with HV/AIDS became aware that it is in fact illegal to be 

stigmatised. 

 

Not all PLWHA groups are equally effective and both this research and that of 

Boesten (2011) worked with one prominent PLWHA group that appeared to be a 

victim of its own success in attracting external funding, but such funding led to 

the collapse of the group with allegations of embezzlement amongst the 

founders. Boesten (2011) catalogues this case in detail. 

 

Therefore it is useful to think through the characteristics of an effective group and 

emergent from this research is the value of strong and visible leadership. 

 

The interviewees articulated an effective PLWHA group as having good 

leadership, which was committed, fair and interested in benefiting the collective. 

Members should be active and value regular attendance, participation, co-

operation, unity, trust, respect, empathy within a structure and a set of agreed 

rules. Successful groups were often identified as having a livelihoods project in 

which all group members could participate, for example, in a farming project. It 

was also stressed by a number of interviewees that members needed to have a 

nutritious diet as attendance can be affected due to an inadequacy in food 

consumption. Several of the above characteristics of effective groups are directly 

related to physical capacities. 

 

There is no doubt that the most successful groups in the project were led and 

inspired by charismatic individual leaders but successful groups also require that 
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members have the bodily capacity and inclination to participate.  An example of 

one such charismatic leader is Eliza. Eliza is mentioned in a number of interviews 

as having persuaded people to join the local groups; Eliza underwent training on 

capacity building, leadership, advocacy and home-based care. She wasted no 

time getting out into her community, sharing her story and encouraging others to 

be brave. She has facilitated the formation of 9 groups of PLWHA in Myamba 

and the nearby Bwambo Ward. V2VTZ bought Eliza a motorbike using funds 

from USAID and placed her in a paid contract. Eliza reports that in a year, she 

has been able to reach about 3,000 people, established PLWHA support groups 

which are growing in number, she has facilitated income generating projects such 

as chicken raising and goat rearing for some of the groups.  
 
 Given that the project covers some remote rural areas where poverty is high and 

many of the interviewees are partially dependent on food aid, therefore for the 

PLWHA group to have a ‘project’ and specifically an income-generating 

livelihoods project is seen as an important uniting factor for a group that gives it 

substance and purpose beyond mutual support. Most groups in the V2V-Tz 

project have been involved in projects that have the overall objective of 

generating some form of cash income; however their successes have been 

limited. In one village in Same, one of the groups was ‘given’ a fishpond with fish 

by Mildmay International (NGO), however none of them knew how to cultivate 

and tend to fish. This was expressed by one of the interviewees in the following 

quotation: 

 

“We do have a fish project but we did not ask for this project, we were just given 

it and it is not practical for us.” 

 

In Uchira, several interviewees spoke positively about the group chicken project. 

However, many of these planned livelihoods projects were severely constrained 

by resources. A reoccurring theme in relation to such projects was that even if 

they do have some form of physical capital, for example, land, they lack the 
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resources to invest in the land. In Myamba the husband of a female PLWHA 

interviewee was ready to donate a piece of land to her group, however owing to 

lack of financial capital the women in the group were unable to acquire seeds.  

 

The benefits of knowing your rights 
The interviews indicate a number of specific areas where an increased 

knowledge of the HIV/AIDS Prevention and Control Act, 2008 has made a 

difference to the experience of PLHWAs. 
 
Interviews identified many positive advantages of using a rights-based approach 

as an organisational focus.  Interviewees valued the knowledge they had gained 

through the project arguing that they could now advocate for their rights and 

challenge corrupt and stigmatising practises through official legal channels and 

local institutions as one interviewee put it `stigmatise me and you land yourself in 

jail`. Similarly corrupt health workers could no longer demand payment for ARVs 

as they knew the Law granted them free access. Other interviewees spoke of 

gaining a focus and empowerment for group activism beyond having a shared 

biological status of HIV positive whilst still recognising their poverty. 

 

However, it is also very clear that the relationship between rights, knowledge and 

action is also contextually specific and in many cases contingent on other 

capacities as we will explore further in relation to access to ARVs, challenging 

stigma and access to basic services and other support.  

 
1) Free access to ARVs  

ARV medication has become increasingly available in Tanzania and active use of 

the medication has increased substantially in the Districts since 2005 (Boesten 

2011). 31 interviewees were taking ARVs and some of these indicated that they 

did not know prior to joining a PLWHA group that they were legally entitled to a 

free supply.  However, this knowledge alone has not solved the access issue and 

those living in rural areas experience particular difficulties in regular access to 
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ARVs. One female interviewee in Uchira village had not collected her medication 

for several weeks as she could not afford the 500Tsh (£0.20 equivalent) return 

bus fare to Moshi and the supply point at the District Hospital. She was not the 

only individual interviewed who had experienced difficulties. For some living in 

the mountainous villages of Same District where there is limited transport the 

walking time to the nearest dispensary could be a journey of 5hrs or more.  

Therefore, access to ARVs continues to be constrained by access to the 

physical, financial and social capital required to reach the dispensing point.  For a 

number of the PLWHA groups, this was an issue of major concern and with the 

support of the V2V-Tz project they had held meetings with District HIV/AIDS co-

ordinators to discuss more localised systems for accessing the medication.  This 

issue is not necessarily resolved by a group approach as the issue of the drugs is 

also dependent on the individual medical status and particularly the CD4 count, 

which requires monitoring. 

 

 In this aspect our research contradicts that of Beckmann and Bujra, (2010:1056) 

who argue that the PLWHA in their study took access to ARVs for granted having 

not been actively involved in a struggle to access them.  This finding may be 

particular to the context of Zanzibar where geographical remoteness is 

significantly less pronounced than on the mainland. 

 

From our research, many PLWHA groups do recognise this as a point of struggle 

and are advocating for improved access that tries to address the limited capacity 

of some to travel.   

 

It should not be taken for granted that all people know they have an entitlement 

to ARV treatment as another interviewee commented:  

 

“Prior to knowing my rights, I did not know that ARV’s were free. I had 

refused to go to hospital for treatment. Having this knowledge has saved 

my life.”  
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The specifics of the HIV/AIDS Prevention and Control Act, 2008 stipulate that 

PLWHA should be able to access ARVs within a 5km radius but this is very far 

from being achieved with access points limited to District hospitals. 

 

2) “Stigma has also reduced as I know it’s illegal”.  

The 2007/8 THMIS5 Survey indicated that 90% would be willing to care for that 

family member with HIV, but 50% of women and 41% of men would keep the 

diagnosis secret. Also 57% of women and 64% of men would not buy fresh 

vegetables from someone known to be HIV+.  Interviewees in this research (like 

in Boesten 2010) talk about their HIV diagnosis as a ‘living death’ and their 

experience of physical and verbal abuse, which followed. 

 

Interviews in this research do suggest significant positive impacts from the 

specific HIV/AIDS Prevention and Control Act, 2008 provisions on stigma, which 

states that a fine should be paid by anyone discriminating towards a person 

because of their status. A female interviewee gives an example. A friend had 

experienced such high levels of stigma that she committed suicide. The 

interviewee believed that had she had known her rights then she would still have 

been alive today as she could have had the confidence to know that such 

stigmatisation was against the Law. 

 

Several interviewees indicated that their livelihoods had been affected once 

people became aware of their statuses; however with extended dissemination of 

knowledge on the illegality of discrimination in the communities where project 

worked this has decreased.  

 

This appears to be an area where groups have been empowered to act through 

local institutions. One woman in Myamba did take a neighbour to the local 

customary court- “I knew my rights so I took him to court and was awarded 
                                                        
5 THMIS  (Tanzania HIV/AIDS Malaria Indicator Survey 2007/8) 
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10,000Tsh but I decided not to take it as I believe he had learnt his lesson”.  This 

case was cited by another interviewee as having changed behaviour more widely 

in the local area. In another more recent case, a member of the community in 

Arusha chini who was repeatedly discriminating against people with HIV was 

brought before the relevant Ward Executive Officer and educated about the rights 

of PLWHA before being ordered to give 1 month volunteer service to  them (oral 

report- Paul Otieno). 

 

Further, some interviewees also talked about the stigmas that they inflicted on 

themselves.  One women said she had never experienced stigma herself but that 

“if you were stigmatized it was because you were doing this to yourself”. She felt 

that group support and knowledge of the Law allowed people to stop stigmatising 

themselves. 

 

Another man said “stigma has reduced tremendously. I said no to stigma and am 

now very open about my status. I feel that I am like a role model”. 

 

This is perhaps the most tangible local success of the application of a rights-

based approach at the local level and suggests that individuals felt empowered to 

act differently through knowledge of the Law, mutual support and the willingness 

of local institutions to enact the Law. 

 

A significant caveat to this positive finding is that several of the interviewees who 

became female-headed households talked of the loss of family land and in some 

cases their children on the death of their husbands. One woman did take her 

case to a customary local court when her in-laws tried to evict her and retained 

her land access and ownership but others had not managed to retain rights to 

property. This is one area for further work; women do already have formal legal 

rights to land in Tanzania but often not in customary practice and, therefore, 

outcomes for women in this situation are highly variable. This affects many 

women not just PLWHA. 
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3) Access to other support and basic services 

There was far greater variation between groups in their success in accessing 

other support and basic services. The HIV/AIDS Prevention and Control Act, 

2008 impels local authorities to provide health, livelihoods and education support 

but ‘where resources allow’. As the 2010 TACAIDS report makes clear funding 

for local government co-ordinated HIV response is very limited. This research 

reveals variations in responsiveness of local government mechanisms.  Some 

interviewees did speak positively about the Local Council and how they involved 

their group in planning projects. In one case in Same a number of groups 

mobilised under the banner of Ujasiri (a district group bringing together small 

PLWHA groups in the district) and with V2V-Tz support successfully applied for 

funding from the Tanzania Social Action Fund.  In this case there seems to have 

been then emergence of a charismatic PLWHA; Eliza led several groups to the 

District Council offices to follow up on funds allocated to PLWHA which never 

used to reach the targets, she was recently co-opted as a member of the District 

Council. In another case in the TPC area the Chair of a group suggests that 

relations with the Moshi District Council are not so effective saying: “They are 

only active when money is involved.  We were told to build chicken coops and we 

would be given chickens. So we built the coops but the chickens have never 

arrived”. 

 

The Law also contains entitlements to access to school but school fees are only 

one aspect of educational access. As one women noted, “yes my child can go to 

school for free, but the meals still need to be paid as too does his school report, 

uniform and books”.   

 

Another interviewee said her children could no longer attend school as she was 

in debt.  This perhaps indicates a lack of clarity and variation in the interpretation 

of the HIV/AIDS Prevention and Control Act, 2008 on access to education but is 
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a problem not confined to those living with HIV but is more a function of 

economic poverty and weak national entitlements to education. 

 

Many interviewees mention access to food aid as a reason to join a group: 

 “Economic barriers mean inactive members- some have left the group as they 

were not receiving enough to eat.  They have been waiting over a year for food 

aid but their voice is not being heard” 

 

Local distribution of food aid to PLWHA is another controversial issue and is a 

theme in many interviews. In one interview, a woman talked of being stigmatised 

by KIWAKKUKI (the local NGO which was responsible for distributing food aid on 

behalf on WFP). However she went on to say she did not want food aid and she 

would rather get a small amount of capital to start a vegetable trading business. 

Another woman stated that she used to be a member of KIWAKKUKI but they 

ostracised her once they knew her HIV status. She had reported irregularities in 

food aid distribution to the Local Council but had been told that KIWAKKUKI is a 

private organisation and so the Council could not get involved.  This is a 

somewhat surprising response on the part of local government who are 

supposed to play a co-ordinating role in development interventions. 

 

One strength of this approach to working with PLWHA groups is that it moves 

away from a clientalist and patronage approach  (where support is limited to 

access to knowledge, representation and capacity building) to groups  (in which 

gains are made by groups themselves in challenging authority and demanding 

support). There is some frustration at the slowness of a rights-based approach 

and particularly in relation to access to support and basic service. Interviewees 

speak of the frustration of knowing your rights but not being able to access them 

and that this can create stress. 

 

As one interviewee says, “It is painful not being able to access your rights when 

you know them and when they are a legal entitlement. The problem with the 



  28 

government is we don’t know where all the aid money is and what it has been 

used for?”   

 As the TACAIDS 2010 report makes clear, government actually has very little 

control over where the aid money is spent and perhaps this is the greatest 

limitation in addressing some of the structural limitations at the local level.  This is 

not only an issue for PLWHA but for all in chronic poverty.  

 

Conclusion 
 
This is a small study of a small project but it does seem possible to draw a 

number of conclusions that bear further exploration.  A rights-based approach as 

an entry point for working with PLWHA groups in order to attempt to link them 

into wider institutional and legal frameworks does appear to have potential and 

could be scaled up but would require co-ordinated and credible national support. 

Through specific work on legal rights and entitlements some PLWHA groups, in 

particular where there was also an influential leader then it was possible for 

groups to not only assert their rights under the 2008 act but also to shift 

discourse and policy at the local level.  They increased their visibility in local 

decision-making forums and began to ask difficult questions of local leaders and 

institutions. 

 

The greatest shifts seem to have occurred where legal rights are clearly defined 

and specific for example in the case of access to ARVs and stigmatisation then 

they have provided a focus for action. This appears to have been more 

successful in challenging cases of stigmatisation where we see specific cases of 

both the police and customary courts prepared to take action to enforce the law 

on stigmatisation in response to a complaint by a PLWHA.  The knowledge that 

ARVs should be provided within a 5 km radius is a focus for action but also for 

frustration as such access to remains constrained by local resource limitations. 
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PLWHA groups provide important mutual support to their members and their 

value was highly evident to those who were able to participate in them but in this 

conclusion we need to caution that this research only engaged those who were 

actively participating in them.  Some interviewees referred to PLWHA who could 

not join given ill-health, distance required to travel to meetings and shyness 

amongst others. Therefore it would be wrong to conclude that PLWHA groups 

based on biological (infection) kinship can do everything.  

 

The HIV/AIDS Prevention and Control Act, 2008 is a good starting point for action 

but is fundamentally limited in two areas:  i) it does not sufficiently engage with 

gender and reproductive rights and rights to property in the death of a spouse.  

Our small dataset contains numerous examples of women losing property and 

often their children on the death of a spouse.  This is not confined to women 

living with HIV/AIDS but is of course made much more likely by it.  We noted one 

example above of a customary court upholding a women’s rights to land and 

other property and legislation on land has already been amended in Tanzania but 

practice remains very varied (Baylies 2002). It is very hard for PLWHA groups to 

become experts on all areas of the Law but perhaps this is where civil society 

actors take more action. This might be a better focus for local women’s groups 

such as opposed to the distribution of food aid in which they are currently 

involved.  

 

ii) The state as a duty-bearer is fundamentally challenged through lack of 

resources and capacity. We see in this research, complaints about the 

distribution of food aid being waved away by government officials as the concern 

of the private sector. The recent TACAIDS review of the Public Expenditure 

Framework exposes TACAIDS own frustrations with the large flows of aid beyond 

their control. For the HIV/AIDS Prevention and Control Act, 2008 to be successful 

in relation to access to schooling, to basic health services and to support for 

economic development or social protection, the state needs to have co-ordinated 

mechanisms to supply these things (even if other actors directly supply them) but 
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it does not. Local government remains weak in the co-ordination of intervention.  

However, there are some District Local Councils which are better than others as 

our research findings revealed; Same District Council has a far greater capacity 

for action and response to PLWHA groups’ requests than their counterparts in 

Moshi. 

 

This chronic lack of state capacity to organise and resource action at the local 

level is not a result of over centralisation but highly ineffective and rampant 

decentralisation which led to many state functions being devolved to resource-

poor village councils (see Cleaver & Toner 2006 for examples on water policy).  

As we suggested at the start of this article, one of the best functions for a rights-

based approach is to stimulate action at the local level so that people will re-

focus on what government should be doing and demanding that it bears the 

duties ascribed to it. This is not only for PLWHA but for all those in chronic 

poverty. This research does seem to suggest that a rights-based approach which 

involves a combination of legal rights which are enforceable by local institutions 

in conjunction with organised citizens can begin to make small shifts in 

behaviour, discourse and perhaps ultimately in the structural inequalities that 

shape poverty and the burden of HIV/AIDS. However, this is the start of a 

struggle and not the end of a journey and so we await to see how this story 

continues to unfold. 
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