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Abstract

In this paper, we analyze the decentralized and participatory funding processes established by national governments in response to the HIV and AIDS pandemic and examine funding mechanisms, their potential, and constraints for promoting transparency, accountability and good governance. Through case studies from Kenya, we examine how substantial external funding making its way to the local level is guided by mechanisms which appear to be politically biased. Our analysis suggests that donor strategies should now focus on de-politicizing these mechanisms through the support of community-based organizations. Our case study will demonstrate that grassroots women’s organizations and their partners in local government in several regions are making a direct contribution to transparency and accountability of these structures. We therefore recommend that greater resources be put towards supporting these organizations and partnerships, including through supporting networking and peer learning to replicate good practices and effective strategies. 

Introduction 

In this paper we argue that the global response to HIV and AIDS, where funding and political responsibility are being decentralized, is creating a unique opportunity to create civil society-local government partnerships to build good governance, accountability and transparency.   The creation of these decentralized mechanisms has been vital in bringing funding and decision-making power down to the level where the government meets the community. However, the structures and mechanisms are in many cases highly politicized, and suffer from lack of technical, financial and infrastructural resources, impeding the delivery of much needed resources and services to those infected. A gap therefore exists between mandates and intentions of National AIDS Authorities and the realities facing communities affected by and coping with HIV and AIDS. 

Through a case study detailing the community response to HIV and AIDS being led by an organized group of Home-Based Caregivers, we lay out an alternative model for closing this gap and how these funding mechanisms might function. Experiences from this and other local communities across Africa suggest that where investments have been made in grassroots women-led organizing, women have been able to build partnerships with local government, thereby improving governance processes, accountability, transparency and the delivery of services.  

As the case of the Home-Based Care Alliance in Kenya will demonstrate, organized groups of grassroots women have been able to use the urgency created by the AIDS epidemic to strengthen the position of women within local level decision-making and resource allocation structures – women who are generally marginalized and excluded from such institutional processes. The unprecedented devastation of the AIDS pandemic and the spotlight it has shined on poverty and gender inequality in sub-Saharan Africa has created international political will and mobilized significant resources that are in turn creating unique opportunities for grassroots women’s organizations to build women’s empowerment, strengthen their constituencies, and promote good governance, accountability and transparency. While there are multiple complex challenges associated with the decentralized funding structures that have been established in countries like Kenya, this paper will demonstrate that these can be overcome through direct support for grassroots women-led initiatives. 

We have chosen to focus on Kenya for three reasons. The first is our desire to illustrate a limited, national example of how decision-making processes are functioning in AIDS context. Secondly, Kenya is a country that is undergoing a conscious effort to strengthen democracy following a long period of one-man rule. Thirdly, we have in Kenya a powerful example of grassroots women’s organizing for greater participation and federating across communities and regions to build power and share and analyze lessons. 

What communities contribute
Our argument will be based on the premise that community-based responses are not only the most effective for fighting HIV (and for development initiatives more broadly) but also that the benefits of empowered community-based organizations go beyond those directly accruing from the services they provide to the community. According to the general operations manual of MAP, Turning Bureaucrats into Warriors, “The scale of the HIV/AIDS crisis necessitates the fullest possible CSO involvement at all levels. Most people with HIV infection or illness already receive most of their support and care from the community, not from formal institutions. Only through community involvement can programs of sufficient number, scope, coverage and value for resources and effort to be achieved. Yet there is discontinuity between formal and informal responses that has not been adequately addressed. Formal responses seldom reach or provide appropriate support to community initiatives and communities are seldom able to access formal support.”
 

As the Kakamega case study reveals, for grassroots women living and coping with HIV and AIDS, the epidemic is not simply a health issue. It causes and effects are deeply linked to every aspect of their lives, and grassroots communities know that HIV cannot be addressed without other related issues of development and human settlements. Through home-based care, grassroots women are creating a holistic, women-led, community driven response to HIV and AIDS. Grassroots women coping with the AIDS pandemic on a daily basis are clear that HIV is not just a health issue. It is an issue encompassing all aspects of daily life – access to basic services including water, sanitation and transportation, livelihoods, food security and governance. Home-based caregivers provide palliative care, treatment for opportunistic infections and psychosocial counseling, they initiate locally appropriate and culturally sensitive stigma-reduction and awareness-raising campaigns, provide nutritional counseling and promote food security. As demonstrated in the case study, they are also improving access to basic services by linking to the formal services that do exist, including clinics and hospitals, mortuaries, feeding programs and to resources such as bursary funds for orphans. 

And while some of the direct health aspects of treating HIV have improved over the past decade,  most notably due to access to anti-retroviral treatment, the related livelihood and development factors that have made HIV and AIDS so devastating in resource-poor countries, particularly in Africa, have not improved. Grassroots women in organized self-help groups are therefore left to deal with lack of health, transportation, water and sanitation infrastructure, poor economic opportunities and governmental corruption and misallocation of resources, in addition to linking neighbors and relatives to health clinics and hospitals for ART, and monitoring adherence to the drugs. Caregivers are also providing wide-ranging family support for HIV-affected families, not just for individuals infected with the virus. 

Caregivers are providing for not only the HIV positive, but also massive numbers of orphans, widows and other needy people – demonstrate that caregivers are effectively countering isolation, stigma and discrimination faced by HIV positive people when they are forced to seek care in hospitals or government clinics. Caregivers as they work in their own communities with which they are intimately familiar, gain the trust of the community through their capabilities, discretion and diligence, and are able to reach the most marginalized, isolated cases, providing care, linking them to information and services without necessarily revealing their status to the community. 

Understanding of the multi-faceted causes and effects is growing, which is reflected in recent research and programming more directly linking HIV to development, such as the World Health Organization’s campaign on food security, and the International Center for Research on Women’s focus on the links between women’s land, inheritance and property rights and AIDS. 

However, the complex interplay of poverty, culture, women’s inequality, which is intrinsically understood by grassroots women working on these issues on the ground, has yet to be fully documented and analyzed by researchers, or to have more than a token impact on program design, policymaking and funding. Therefore, facilitating grassroots women to voice their views on HIV, and documenting their responses is a vital first step in any effective AIDS policy or program.
We hope that this case study will help to frame the issues of AIDS and governance, and will prove that grassroots women are both ideally placed to improve governance processes related to AIDS and development, and also entitled to greater representation in decision-making due to their singular and vital contributions to mitigating HIV and AIDS. 

Context

In Kenya an estimated 1.3 million adults (roughly 7% of the adult population) and 50-100,000 children are currently living with HIV in Kenya. AIDS kills approximately 150,000 people a year, and there are currently about 1 million orphans. As is the case elsewhere on the continent, women are disproportionately affected, accounting for about 60% of the HIV positive population.
 

In response to the epidemic, which was declared a national emergency in 1999, the government has established a National AIDS Authority with financial and technical support from the World Bank MAP. To date, the World Bank and the Global Fund for AIDS have transferred $348,897,067 to the Government of Kenya for fighting AIDS. 

The Kenyan National AIDS Control Council is responsible for the implementation of the National AIDS Strategy, and its decentralized agencies—District and Provincial AIDS Control Committees coordinate the responses in their respective locations. The Constituency AIDS Control Committees (CACCs) are responsible for the coordination of efforts at the community level, and are also grant-making bodies, authorized under the Minister of Parliament to fund community-driven responses to AIDS. This decentralized structure was established with the intent to ensure that monies for AIDS responses were reaching the community level, that multiple stakeholders, including those representing community priorities, were involved in defining national AIDS policy.

The structure of the Kenyan National AIDS Control Council, relationships between its constitutive parts and relative responsibilities are described in diagram A.  

Diagram A: The Kenya National AIDS Control Council structure
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In 2004, UNAIDS conducted a Joint Institutional Review of NACC, laying out the achievements to date of NACC, as well as the challenges that had emerged. Table 1 lays out the major findings of the Joint Institutional Review.

Table 1: Findings of a UNAIDS Joint Institutional Review of Kenya’s NACC, 2004
	Strengths
	Challenges

	· Promoting inter-sectoral cooperation

· Development of Kenya National Strategic Plan and policies

· Attracting new sources of funding (including GFATM)

· Distributing grants to CBO’s
	· Only nominal/token representation of women, people living with AIDS at community level

· Lack of technical and institutional support from national to community level

· Poor links with communities

· Political patronage 


In this context, Grassroots Organizations Operating Together in Sisterhood (GROOTS) Kenya has been able to build a strong national network of women’s self-help groups over the last ten years. GROOTS Kenya, which was founded in 1995 as a response to the inadequate visibility of grassroots women in development and decision-making forums that directly affect them and their communities. GROOTS Kenya bridges this gap through initiatives that are community-centered and women-led.  
As a part of their organizing, GROOTS Kenya has worked over the past year to found the Home-Based Care Alliance. The idea to form an alliance of home-based caregivers emerged during the 2003 International Conference on AIDS and STIs in Africa held in Nairobi, Kenya. There, home-based caregivers shared their work and experiences and asked donors to target more resources directly to the grassroots level. Representatives of the Global Fund for AIDS, Tuberculosis and Malaria in attendance claimed that there was no way for them to locate grassroots groups, which they characterized as marginal, small-scale and working in isolation. To counter these false stereotypes and raise the visibility of home-based caregivers responses, GROOTS worked to facilitate home-based caregivers within its network to federate and organize themselves. Grassroots members of GROOTS Kenya launched the Kenyan Home-Based Care Alliance pilot in 2005.  

The Kenyan Home-Based Care Alliance has built caregivers’ capacities through peer learning and exchange, enhanced their livelihoods through sustainable collective enterprise and has served as a platform for negotiating with stakeholders and decision-makers for key resources within the community. In these ways the Alliance has added value to the on-going work of caregivers as they provide essential services to the communities in which members live and work – enabling the sick to access care and support and legal resources for cases of asset stripping and disinheritance, as well as providing a platform for marginalized groups, who often feel the worst effects of the epidemic, to be heard and take action through participation in support groups and becoming caregivers themselves.  In addition to providing essential support to vulnerable community members affected by the epidemic, the Alliance has united caregivers and draws recognition to grassroots work, done on a voluntary basis and most often taken for granted. The Alliance has built home-based caregivers’ confidence and capacity to represent their work and participate in the decision-making processes that will be described below. 

GROOTS Kenya has been able to successfully build a network of grassroots women’s self-help groups and through initiatives including the Home-Based Care Alliance thereby building home-based caregivers’ capacity and confidence to participate in decision-making and dialogues, including those concerning AIDS funding. As the self-help groups are linked in a national network with on-going dialogue and consultation they are able to share and analyze their strategies. 

Case Study: The Kakamega District Home-Based Care Alliance - A Grassroots Women’s Initiative to Transform and Improve the Local Government’s Response to AIDS
The Shibuye
 Community Health Workers, who have worked since 1999 to support and care for HIV positive community members, led the process of federating caregiving groups to form the Home-Based Care Alliance in Kenya’s Western Province.  Shibuye began organizing the Alliance through an action research mapping process in which members first collected and compiled data on caregiving groups they already knew about. They then led a more rigorous process of locating, forming relationships with and collecting the same information on groups they did not know yet.  Through the mapping process, grassroots leaders mobilized 17 new groups (1,812 caregivers) to join the Alliance and found out that by federating the group, collectively they cared for 2,276 people living with HIV and AIDS, 6,000 orphans, 2,000 widows and 4,000 other needy people.  The mapping process enabled Shibuye to clearly articulate to local authorities and other stakeholders the contributions they were making and the positive impact they were having on the community.  

Shibuye has been leading this process as founding members of the Kakamega District Home-Based Care Alliance, an example of a grassroots effort that has provided extensive support to HIV positive community members including direct care, increased access to medicines and referral services and has helped to open up space for those directly affected by HIV/AIDS to voice their needs and concerns to those who make decisions on policies and resources related to HIV/AIDS.  The group began as a team of health workers caring for HIV positive members of the community, and has grown into a strong network that has developed partnerships with local leadership and has significantly influenced decision-making structures to increase the support for HIV positive community members as well as gain recognition as a constituency for their work.  

As the needs of those living with HIV have changed over time, due in part to greater access to ARVs and other medications, increased access to information and improved palliative care, caregivers’ roles have changed from primarily providing direct care to bedridden patients to a range of tasks such as providing assistance in administering and managing medications, ensuring treatment adherence, supporting orphans and linking to medical, financial and livelihood resources available within the community for those affected by the pandemic.  For example, as women and children have become widowed or orphaned, caregivers have taken a lead in supporting affected community members to secure land entitlements and other assets that are often lost when husbands and fathers die.  Caregivers have also raised community awareness to address stigma and discrimination and reverse isolation which has led to the development of a positive women-led support network within the Alliance.  Using the data gathered during the mapping process, leaders of the Shibuye Community Health Workers began engaging local leaders both formally and informally.  Informally, they regularly arranged face-to-face meetings with local chiefs and Constituency AIDS Control Committee (CACC) Officers in which they shared information on widow and orphan disinheritance, domestic violence and how their group was caring for such marginalized community members who were generally outside of the reach of public services.  The Shibuye Community Health Workers also conducted Local-to-Local Dialogues
 in partnership with GROOTS Kenya on behalf of the Alliance, in which they arranged public dialogue sessions between grassroots caregivers and local leaders to share caregivers’ perspectives, discuss challenges within the community and develop collaborative solutions.  

The group began by calling the offices, informing the CACC officers of their plan to support and reinforce what the government was doing, and letting them know that they were not attempting to criticize or point out CACC failures. For the community, the CACC was an entity that was difficult to access and not transparent.  The solution was to mobilize all the community stakeholders to come together in a dialogue session.  The group approached the Provincial Administrators who have power in the community but are also held accountable if they don’t respond to the calls by the community.  In addition they approached their local chief and the District Officer (D.O.) to participate in the meetings.  The chief and the D.O. are both accessible to the community as they are located within the community and were therefore already familiar with the work of the Alliance.  

Prior to the Local to Local Dialogue, the Alliance consulted with the community to surface some of the priority issues to discuss with the stakeholders.  These issues included lack of transparency of who receives CACC funding, lack of sustainability of the project/programs that received CACC funding (short term feeding programs, blanket distribution to orphans, etc.) and ensuring that the funds go to those people who are experienced in home-based care.  In addition, many community members were concerned that those within the CACC Committee reviewing proposals are political actors who may not be aware of who is active and experienced in the community and therefore were giving funding to groups outside the community in other constituencies.  It was important from the community perspective to provide information to the CACC on who the groups are that are working in the area.  

From the meeting, the community stakeholders agreed to track the resources available, identify existing groups in the area, and to look at the structures that are in place to coordinate with the CACC.  The community also demonstrated that they were knowledgeable of the National AIDS Control Council (NACC) Strategic Plan through which the CACCs all operate.  Alliance members were familiar with these policies due to their national and international links as members of GROOTS Kenya and GROOTS International, which had facilitated their participation in national, regional and international policy venues such as the International AIDS Conference and the International Conference on AIDS and Sexually Transmitted Infections in Africa (ICASA). 

By demonstrating that the Alliance members were making clear contributions and were knowledgeable of the priorities of the government, the decision-making structure recognized the group as integral to the process of information distribution when the CACC is funding, what their priority areas would be, and who/what groups were being funded to work in those areas.  The relationship is now collaborative instead of operating autonomously without knowledge of what the other was doing.  

Through Shibuye’s leadership, the Kakamega District Home-Based Care Alliance now has official partnership status with the Shinyalu division CACC Officer.  The Alliance provides an eye into the community, collecting data, statistics and information on vulnerabilities as well as tracking and overseeing indigenous responses organized by caregivers.  

As a result of the dialogues and on-going engagement, the Alliance has also developed a formal partnership with the Kakamega District Office.  This partnership designates the Alliance as official ‘community responders’ and provides them with office space, occasional funds for local projects, and the use of a vehicle to reach distant cases. This relationship also gives the group authority to intervene on women and children’s issues in collaboration with the provincial administration.  The District Officer in particular sees this as a strategic partnership enabling his officers, mainly chiefs and sub-chiefs, to work hand-in-hand with local communities in addressing community problems.  The partnership has both simplified and supported his work.  The District Officer also holds the authority to enforce the law in preventing land grabbing, denial of care and violence and recognizes that by backing Alliance members with such authority he can both better serve his constituency and validate Alliance members’ interventions.  For the Alliance, this partnership ensures that they have a voice within the District decision-making structures and enables them to access resources and provides a route for community members who depend on the caregivers to seek recourse for violations of their rights. 

Members of Kakamega Home-Based Care Alliance have demonstrated the capacity of grassroots women to effectively respond to local needs and provide a platform for those most affected by AIDS to voice their needs and concerns from their own perspectives.  Grassroots women taking leadership in forming the Kakamega District Home-Based Care Alliance initiated the process without outside resources. Their aim was to meet the un-met needs of the sick, abandoned and dispossessed, through both directly supporting them and also bringing the attention of the general public and local authorities to their contributions.  By partnering with CACC and the District Office, they set a precedent for a new way to forge partnerships between civil society and local authorities to improve the AIDS response.  Through the organization and intervention of the Alliance in Kakamega, public funds now directly reach those in need as identified by the community itself, rather than being diverted to a select few and/or being mismanaged by unscrupulous officials.  Caregivers are continuing to educate local authorities on community needs and means of improving the effectiveness of their programs.  In addition to forming direct links between the community and the local administration, caregivers are also at the forefront of bringing recognition to grassroots women as key stakeholders in AIDS responses. Rather than acting as victims of the pandemic or beneficiaries in the response, the grassroots women leaders of the Kakamega Alliance has shown that women can be active participants in improving governance and local responses to HIV/AIDS to ensure they work for women and communities. 

Table 2: What has shifted due to grassroots women’ organizing and partnership-building in Kakamega

	Prior to Dialogue
	Since Dialogue

	Lack of funding transparency
	Communities know where CACC funding is going

	Unsustainable and briefcase NGOs being supported by CACC
	Sustainable, local organizations identified by the community, including quality home-based care groups receiving support

	CACC and District Officers didn’t have information about how many people had AIDS
	Accurate statistics being collected and shared by home-based caregivers

	Government and community groups working in isolation from each other
	Community groups and government working in collaboration 


Analysis/Lessons Learned

There are a number of important lessons to be learned from this case study, with far reaching policy implications for multi- and bilateral donors, academics and policymaking institutions. The experiences of the Kakamega District Home-Based Care Alliance illustrate the opportunities presented by the establishment of decentralized funding structures, and the factors necessary for grassroots constituencies to take advantage of those opportunities. The HBCA in Kakamega has effectively set a precedent for how local responses to AIDS, including decentralized funding mechanisms, can operate successfully. 
1. Grassroots women are actors for strong governance and their communities in the context of AIDS, and their initiatives should be acknowledged, resourced and built upon 

As they respond to HIV and AIDS, and attempt to improve the quality of care for their neighbors, relatives and children in the community, women are improving governance processes by bringing vital information about the community to decision-makers through consultations, dialogues, advisements and direct participation in government processes. They identify priorities, articulate what is not functioning, and propose collaborative solutions. 

As constituency-based organizations with wide-ranging and diverse networks, grassroots women’s groups ensure that the priorities of those most affected by HIV are represented on Constituency AIDS Control Councils and Community Development Funds, and that the resources from them are getting to those in the community who are most in need. In this way, grassroots women in partnership with local authorities are effectively countering resource capture by local elites and through nepotism, and promoting transparency and community accountability. 

Members of the Home-Based Care Alliance in Kakamega, armed with their first-hand knowledge of the community, were able to express the needs and identify that challenges of the community to CACC and District Officers, make recommendations for channeling funding to sustainable organizations, thereby building the capacity of the local government to fulfill the responsibilities placed on it by increasingly decentralized structures. 

Therefore it is clear that organizing processes led by grassroots women (whether they be rural women, slumdwellers, people living with AIDS or others) must be supported. Organizing needs to be pre-resourced and core funding for organizing needs to be sustainable. Private donors know this and have been supporting organizing processes for years. But the level at which they are able to fund is inadequate to get these organizing processes to scale. Large donors – bilateral and multilateral, need to commit their resources to organizing processes in an on-going way.

2. Large public monies are an opportunity for fostering public accountability and good governance via grassroots constituencies that are most affected by decision-making 
It is widely recognized that decentralization does not a priori create more accountable or democratic funding or decision-making at the local level. Without ensuring that funding and decision-making structures include participatory consultative mechanisms to include community voices in their processes, local authorities often tend to reinforce power structures and local financing is subject to capture by local elites. Furthermore, local authorities and other government officials, particularly in resource poor settings, do not always have the capacity or resources to coordinate effective responses on their own. In Kakamega, this led to CACC funding being channeled to unsustainable AIDS programs and briefcase NGOs. 
Grassroots women in Kakamega and elsewhere have been able to effectively counter these challenges through their organizing and partnership building activities. Using their standing in the community and the trust they gained through their on-going work as home-based caregivers the Shibuye Home-Based Caregivers were able to facilitate a Local to Local Dialogue process with the community, where they were able to identify issues and priorities, and dialogue with local government officials to create concrete solutions. Since the community clearly trusted the caregivers, local government began to depend on them as their “eye to the community”. With trusted caregivers sitting in the district office and serving as advisors to CACC, the community likewise begins to place more trust in the government.
National governments and institutions such as UNAIDS and the World Bank that have assisted national governments to create national AIDS authorities, and donors that are currently funding them, need to create conditionalities for the operation of the funds at the community level. Quotas for the percentage of money guaranteed to reach the community level need to be declared. Furthermore, representatives of organized constituencies need to be seated on decision-making bodies such as CACC’s and NACC’s to counter token representation of groups such as women, civil society and people living with AIDS. 

Academics can be supportive partners to grassroots communities, particularly women, by legitimating the principles of grassroots participation that these recommendations rest on. Research on and documentation of strong examples of grassroots involvement in development and decision-making should be prioritized. Academics can also lead and participated in participatory, action oriented research projects so that grassroots communities themselves feel the effects of the research process. The mapping process presented in the case study on Kakamega is one example of the positive outcomes action oriented research can achieve. 
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