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You won't be discriminated against, Kalam tells children: Staff Reporter 

	HIV/AIDS affected children air their grievances 


— Photo: V. Sudershan 
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BLESS US ALSO WITH COURAGE AND SMILES: President A.P.J. Abdul Kalam interacting with a group of children and representatives of UNICEF and UNAIDS on the occasion of the global launch of the Campaign on Children and HIV/AIDS at the Rashtrapati Bhavan in New Delhi… 
NEW DELHI: While sitting down to lend a compassionate ear to children affected by HIV/AIDS, the country's First Citizen was so moved that he penned down a prayer poem for his visitors…. 

Bound by the Suraksha Bandhan, President Abdul Kalam made a solemn promise to his guests that he would ensure that they were never discriminated against and that they would be given an equal opportunity to lead their lives in dignity. 

The Hindu

Wednesday, October 26, 2005
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Providing Support to Children Affected by HIV/AIDS and Their Families in the Low Prevalence Countries of India and Cambodia: 

Programming Issues

***Executive Summary
Approximately 15 million children have been orphaned by HIV/AIDS worldwide.  These numbers do not include the children, in addition to orphans, who are affected by and vulnerable to HIV/AIDS.  Much has already been written about programming issues and strategies to respond to these children in the high prevalence countries in Africa.  However, there has been little documentation and analysis of the program efforts in India, Cambodia, or in other lower prevalence countries. This discussion document is an attempt to begin to record some of the programming issues that are being faced by implementers focusing on support to children affected by HIV/AIDS in India and Cambodia.   

***Defining the Target Population - Identifying the Beneficiaries: 
At both the national level and the local levels, defining the target population of policies and programs has been a challenge in the countries where the prevalence is relatively low and the response to children affected by HIV/AIDS is relatively new.  In Cambodia, the national coordinating body for orphans and other vulnerable children made the decision to focus on all vulnerable children, which includes children affected by and vulnerable to HIV/AIDS.  In India, the National Consultation and follow-up action has focused on children affected by and vulnerable to HIV/AIDS.  

At the program level, the “2-stage” approach to targeting has been utilized in areas of relatively high prevalence to identify beneficiaries of HIV/AIDS funded efforts to support orphans and other vulnerable children.  The “1st stage” refers to identifying the geographic area(s) that are most severely affected by HIV/AIDS.  Within those locations, the “2nd stage” refers to the use of local criteria established by communities to identify the most vulnerable children. In areas where the prevalence is relatively low and the impact of the disease is relatively recent, other approaches are utilized.  A promising community-based approach in low prevalence areas involves the integration of children affected by HIV/AIDS as one of the groups of vulnerable children who are beneficiaries of ongoing community NGO or CBO efforts.  Such efforts may be linked to development projects, child protection efforts, local government, or other related interventions.  Another approach to targeting children affected by HIV/AIDS is to provide support specifically to children who have been identified as a result of interventions to provide care to their parents who are HIV-positive.    
***Stigma and Discrimination associated with HIV/AIDS: 
As is true in many parts of the world, stigma and discrimination against people living with HIV/AIDS and their families has a major impact on people living with HIV/AIDS and their families in India.  The fear of stigma and discrimination results in people being unwilling to disclose their HIV status because they are afraid of being rejected by their family, their community, their workplace, medical professionals and others. Interventions to support children affected by HIV/AIDS must take the widespread stigma into account when identifying beneficiaries and providing support to children.  

***Approaches to Programming:

Spectrum of Care: The spectrum of care options for children affected by HIV/AIDS, including those who are HIV-positive, range from their biological family, to extended family foster care and non-kin foster care,  to adoption, temporary shelters, and various forms of institutional arrangements that are run by faith based organizations, government, NGOs, and those that are hospital-based.   In whatever form of care – whether it is family-based or institutional, temporary or permanent – ongoing mechanisms to provide protection of the child must be implemented to avoid further harm or trauma to the child affected by HIV/AIDS, as would be the case for any vulnerable child where protection by a caring adult may be lacking.  
Families: The first step in any intervention regarding children’s care needs should involve exploring the possibility of keeping children within their family. There are a wide range of approaches to support families to continue to care for their children.  In the case of families affected by HIV/AIDS, providing care to the parent so they can maintain their health is basic.  Other types of interventions include economic support to the family, as well as psychosocial support or parent education.  Interventions often include the provision of health care and education.  

Foster families: Organizations working with families affected by or vulnerable to HIV/AIDS are increasingly confronted by children who do not have parental care.  For these children, foster families provide an alternative to living in an institution. Challenges faced by both NGOs and government representatives supporting children in foster care include those related to identifying and screening families; providing ongoing support to the child and the family; and providing ongoing monitoring and protection of the child.
Adoption: For orphans due to AIDS who do not have other community-based alternatives and who would otherwise be sent to institutions, adoption may provide an important option that has, to date, remained uncharted.  However, adoptive parents have been reluctant to adopt children who are HIV-positive.  The test that is most commonly available in developing countries to determine whether an infant is HIV-positive is an antibody test and is not accurate until the child is twelve to eighteen months, thus delaying the period in which the information is available to prospective adoptive parents.

Residential care:  There are multiple types of residential care in India.  Some are institutional; some are modeled after family care.  Some are temporary; others are permanent.  Some provide quality care; others do not.  Some residential care facilities do not accept children who are HIV-positive, and some do not even take children who are HIV-negative if their parents were HIV-positive.  A number of “specialized” institutions that provide care only to HIV-positive children or other children affected by HIV/AIDS have recently emerged in India.  Among NGOs and CBOs not working in the area of child welfare, and among parents themselves, there exists a misconception that institutionalization is the logical next step for an orphaned child and is in the best interest of the child. Information on adoption, foster care and community based initiatives is needed, as well options for alternative types of residential care.

Group homes offer an alternative model of care that avoids some of the pitfalls of institutional care, while providing an option for children who do not have other options for community-based family care.  Resources are needed to provide these alternative models of care with the information and support they would need to be willing and to be able to provide care for children who are HIV-positive.  Such support has the potential to “open the doors” of group homes and other alternative care facilities to these children.  

Residential schools provide an option both for children who do not have parental care and for children whose familial care is weakened by the impact of HIV/AIDS.  For children who do have families – either nuclear or extended – that are increasingly vulnerable as a result of  HIV/AIDS, residential schools offer an important respite.
Integrating children affected by HIV/AIDS into broader community initiatives: Programme interventions with children and communities must take into account the long-term nature of AIDS-related problems and impacts.  Interventions developed today must respond to the need for wide-scale, long-term efforts that address both the direct and indirect impacts of AIDS on children, families and communities. Integrating children affected by HIV/AIDS efforts into broader community initiatives offers potential for long-term provision of support to children and families affected by HIV/AIDS at the community level. These initiatives include development organizations and other sector-specific organizations such as health, education, agriculture that are working within the community.  If they could be mobilized to address problems facing people living with HIV/AIDS, their efforts may be more likely to result in sustained support than the results of short-term HIV/AIDS related project interventions.  In addition, this type of approach has the potential to cover large areas where the prevalence is relatively low and, therefore, the numbers in each village or slum area is likely to be so few that a project that specifically targets HIV/AIDS may not be feasible.   
Linking activities for children with other HIV/AIDS efforts: The past few years have witnessed major increases in the scale-up of voluntary counseling and testing (VCT), prevention of mother-to-child-transmission interventions (PMTCT) and ARV treatment for people living with HIV/AIDS in many of the low prevalence countries.  While there is also a massive push for increased access to treatment in the higher prevalence countries of East and Southern Africa, the implications for programming are somewhat different than in the lower prevalence countries.  The stage of the epidemic and the stage in responding to the impacts of the disease are far more advanced in the high prevalence countries than the stage at which treatment is being introduced in the lower prevalence countries.  There are a number of implications for programming to support children affected by HIV/AIDS that are related to the simultaneous increase in access to treatment. 

For example, home-based care efforts are relatively new in the lower prevalence countries.  There are many lessons to be learned from Africa were home based care initiatives have varied in terms of both the way they are organized and the types of care and support that they provide.  This is also true of PMTCT interventions which are now being scaled up in India and Cambodia. At this time, support to children affected by HIV/AIDS beyond the interventions to prevent mother-to-child transmission is limited. 
As ARV treatment is being scaled up for adults, pediatric AIDS treatment varies by location and by implementing organization.  The importance of a family centered approach has been recognized and has been initiated in Cambodia.  Its importance has also been recognized in India, though its implementation remains limited.  
Addressing fundamental needs: Program implementers in lower prevalence countries are struggling with how to address fundamental needs among their beneficiaries, including:  food security and nutrition support; education, short and long-term economic stability; HIV/AIDS prevention; protection; and the need for psychosocial support.  
Food security and nutrition: Program implementers in India are dealing with similar issues and asking the same questions as are many of their colleagues in Africa.  Various approaches have been implemented.  Their ability to reach large numbers of beneficiaries and to provide sustainable impact remains a challenge.
Education:  Accessing education is critical to a child’s development and, especially in the case of orphans and other children affected by HIV/AIDS, education can provide stability in lives that otherwise may be unstable. There are many reasons that children may not be in school. To be effective, interventions must respond to the specific reasons keeping children out of school.  Throughout India, children who are affected by HIV/AIDS are denied school admission due to stigma. These include children who are HIV-positive, as well as those whose parents are HIV-positive. 
Economic stability: Throughout the world, one of the most frequent interventions implemented by HIV/AIDS organizations responding to the impact of HIV/AIDS is some form of income generating effort in response to the dire economic straits of their beneficiaries.  NGOs in India and in Cambodia are implementing various types of interventions in an attempt to provide economic stability to their beneficiaries. Self-help groups, cooperatives, and other income generating efforts are well established in many communities throughout India.  Establishing links between these ongoing income generating efforts and HIV/AIDS care and support efforts holds a great deal of  potential that has yet to been explored. 
Protection: Ongoing mechanisms are needed to monitor and protect the well-being of children throughout the spectrum of care options.  This includes family-based care as well as institutional care.  Caregivers, community leaders, government representatives, and children themselves all need to be involved in preventing abuse and exploitation and ensuring that children are safe and protected from harm.

Psychosocial:  There are multiple potential threats to the emotional and social well being of children affected by HIV/AIDS. At the same time, there are multiple protective factors that can be strengthened to counteract or reduce the perceived intensity of the threatening factors. Some interventions to enhance or protect the psychosocial well being of children are best implemented indirectly, by providing support and skills to parents and other caregivers, community members, village leaders, religious leaders, teachers, etc.   Some interventions are implemented directly with the child.  Many types of approaches have been developed by child-centered organizations to foster strength and resiliency among children, including peer support groups or clubs for children; life skills training, the use of memory book activities, and fostering the involvement of children as agents of change.  .

HIV/AIDS Prevention among the most vulnerable children and youth: The number of children who are vulnerable to becoming infected by HIV/AIDS in India, Cambodia, and in other countries of low OR high prevalence is huge and must be a priority population for HIV/AIDS prevention efforts. There is a large body of literature and experience in India, in other parts of Asia, and worldwide that focuses on HIV/AIDS prevention among young people who are vulnerable to becoming infected.  Any attempt to summarize this information within the context of this limited discussion document would understate the importance and the extent of the lessons that have been learned from these types of interventions.  Therefore, this document focuses specifically on programming issues related to providing care and support to “children affected by HIV/AIDS”, and does not include the programming issues that are most relevant to HIV/AIDS prevention programming among vulnerable children and youth – the “children who are vulnerable to HIV/AIDS”. The distinction is ambiguous.  In fact, providing care, support, and protection to children and youth may be the most effective way of reducing their risk of infection.

***Promoting long-term quality interventions:
Programme interventions with children and communities must take into account the long-term nature of AIDS-related problems and impacts.  Interventions developed today must respond to the need for wide-scale, long-term efforts that address both the direct and indirect impacts of AIDS on children, families and communities. In most cases, the larger donors provide funding that is limited in time to relatively short funding cycles, such as three to five years.  Chances for sustained efforts are higher when initial planning takes into consideration the need for ongoing programming at a low cost.  Thus, choices can be made from the beginning that are more likely to withstand the loss of significant financial support from donors who provide only short-term funds.
A recent review of interventions in India, focusing on support to children affected by and vulnerable to HIV/AIDS identified a wide range of quality even among similar types of interventions – ranging from very helpful to very harmful to beneficiary children. Ongoing quality assessments and support to maintain the quality of interventions is imperative. Hand-in-hand with the maintenance of quality programming is the development and implementation of standards.  In addition, the role of civil society in monitoring and demanding a higher level of quality has been exemplified by a variety of approaches.   

Current efforts that provide support to children affected by HIV/AIDS reach only a relatively small proportion of the children and families who need the support they provide.  As the response to children affected by HIV/AIDS continues to grow in these countries, there is a simultaneous need for support to enhance the coordination among the stakeholders.  Strengthening coordination and referral systems will be important from the level of local implementation, up to the level of coordinated national planning

It is important for NGOs to develop partnerships with government at national and local levels and help to strengthen systems that could ultimately function for the long term  - even after the NGO no longer has funds or has moved to a different location. Government structures that exist for child protection may be an effective mechanism to address issues faced by children affected by HIV/AIDS. In India there are many government programmes and schemes that are theoretically available to people who live below the poverty line (BPL), as well as others who are in need. NGOs have begun to provide support to families affected by HIV/AIDS to access those benefits.  At the national level, various approaches are being utilized in Cambodia to provide support to government ministries
***Non-governmental Organizations: 

NGOs, including faith-based organizations, are key to providing ongoing support to children and their families within their communities, in conjunction with government efforts.  The International HIV/AIDS Alliance has developed a structure that has the potential for long-term programming to reach relatively large areas of the population, whereby “lead partners” provide institutional strengthening and financial resources to local implementing NGOs.  The partner NGOs then deliver services as part of their efforts in the local communities in which, in most cases, they are already active.  
For many organizations, adding HIV/AIDS to their existing development or child protection efforts is a new area of intervention.  Various forms of NGO capacity building have been utilized to improve effectiveness of the organization as a whole, or its staff as individuals.  High staff turnover is also an issue that is faced by local implementing agencies, especially as an unintended consequence of the increase in HIV/AIDS related funding and programming.  Local NGOs are addressing this problem through concerted efforts to identify and support staff members from the communities in which they are working. 

Programming for support to children affected by HIV/AIDS is relatively new in low prevalence countries, and there is a dearth of information about what works and what does not work.  Flexible systems are needed by which to respond to lessons learned in a continuing cycle whereby learning what works leads to changes, which in turn leads to better programming.  
The number of NGOs that have received support to incorporate a focus on children affected by HIV/AIDS is, as yet, relatively small in India.  As attention and donor funds increase, there will be increasing numbers of NGOs who receive funds to incorporate support for these children.  Systems by which NGOs are held accountable for their work are best implemented at this relatively early stage and should include donors, as well as NGO beneficiaries.  

***Expanding the knowledge base

Expanding the knowledge base regarding programming for children affected by HIV/AIDS is in the interest of the “greater good”.  Increasing the knowledge base through research and documentation and ensuring that information and lessons learned are widely shared and disseminated will improve the general state-of-the-art. It is, in fact, an important role for governments and for donors – both public and private – to support these efforts. 
***Conclusion  

There is a wealth of knowledge and experience in countries such as India and Cambodia among programmers who are already providing support to children affected by HIV/AIDS.  This information has not yet been tapped.  Similarly, there is a great deal of information and experience that could and should be shared across the continents, with low prevalence countries in other regions. As governments and donors recognize the need to provide support to children affected by HIV/AIDS and their families, it is imperative that the expanded efforts that result will be informed by the experience that is already available in their own countries, as well as elsewhere.  

A number of specific gaps related to programming were identified in the interviews conducted for this discussion document, including:  information and skills related to programming to prevent HIV/AIDS among vulnerable children and youth; systems to provide monitoring and protection of children living outside of parental care; information and support to NGOs, government, and the general population about community-based options for care to children affected by HIV/AIDS; information and support to institutions and group homes to increase their willingness and ability to care for children who are HIV-positive; initiation and evaluation of approaches that link support of children affected by HIV/AIDS with ongoing community development initiatives and child protection efforts; information about optimal methods of integrating care and treatment efforts with ongoing support to children; models of partnerships between NGOs and government at national and local levels; programming information that is in a form that is both usable and useful to local implementers who work directly with children and their families; and access to information and lessons learned from programs in high prevalence African countries.  
Though much has been written on programming to support children affected by HIV/AIDS and their families in the African countries of high HIV/AIDS prevalence, a glaring gap is the lack of research and comprehensive evaluations to examine the effectiveness and efficiency of various types of interventions to provide support to children affected by HIV/AIDS.  This can serve as a lesson to donors, governments, and program implementers in the lower prevalence countries that are in the initial stages of the response.  Supporting evaluation and research components that accompany program implementation can contribute to improved programming, better utilization of funds, and optimal impact on the well-being of children affected by HIV/AIDS and their families.  

Providing Support to Children Affected by HIV/AIDS and Their Families in the Low Prevalence Countries of India and Cambodia:

Programming Issues

***Introduction

Approximately 15 million children have been orphaned by HIV/AIDS worldwide.  Every day, there are nearly 1,800 new HIV infections in children under 15, mostly from mother-to-child transmission. (UNICEF, A Call to Action) The impact of AIDS on children begins long before they become orphans.  Children experience the devastating effects of a parent’s illness; they experience stigma that is associated with HIV/AIDS and the discrimination that comes from neighbors, friends and even family; they experience increasing poverty when a breadwinner can no longer work due to illness or due to increased caregiving responsibilities for those who are ill; they experience the emotional trauma caused by AIDS both directly and through their adult caregivers. 

Communities have long been responding to the impact of HIV/AIDS at the local level, especially in countries where the epidemic escalated prior to the last decade.  However, the global response and the national level response to children affected by HIV/AIDS began more recently, mostly in the last five years.  Following more than a decade of inadequate action, there is now an absolute imperative that the global community and every individual nation urgently mount large-scale, multifaceted responses to children affected by HIV/AIDS. (Smart, 2003)

In June, 2001, the United Nations General Assembly Special Session on HIV/AIDS adopted a Declaration of Commitment that established concrete targets toward providing support to children affected by HIV/AIDS. (UNICEF, the Framework)  Countries resolved that, together with partners, they would: 
By 2003, develop and by 2005 implement national policies and strategies to: build and strengthen governmental, family, and community capacities to provide a supportive environment for orphans and girls and boys infected and affected by HIV/AIDS, including by providing appropriate counseling and psychosocial support; ensuring their enrolment in school and access to shelter, good nutrition, health and social services on an equal basis with other children; to protect orphans and vulnerable children from all forms of abuse, violence, exploitation, discrimination, trafficking and loss of inheritance;

Ensure non-discrimination and full and equal enjoyment of all human rights through the promotion of an active and visible policy of de-stigmatization of children orphaned and made vulnerable by HIV/AIDS;

Urge the international community, particularly donor countries, civil society as well as the private sector to complement effectively national programmes for children orphaned or made vulnerable by HIV/AIDS in affected regions, in countries at high risk and to direct special assistance to sub-Saharan Africa.

By September, 2003, 39% of countries with generalized HIV/AIDS epidemics still did not have a national policy in place to provide essential support to children orphaned or made vulnerable by HIV/AIDS (UNAIDS, 2003)

In July, 2004, The Framework for the Protection, Care and Support of Orphans and Vulnerable Children Living in a World with HIV and AIDS was released. The framework is based on the cumulative experience of many stakeholders over many years.  It was developed and refined through regional and global consultations with practitioners and policy makers. (UNICEF, The Framework).  The following are the key strategies put forth in the Framework:     
· Strengthening capacity of families to protect and care for orphans and vulnerable children by prolonging the lives of parents and providing economic, psycho-social and other support. 

· Mobilize and support community-based responses

· Ensure access for orphans and vulnerable children to essential services, including education, health care (including treatment of AIDS), birth registration and others. 

· Ensure that government protects the most vulnerable children through improved policy and legislation and by channeling resources to families and communities.

· Raise awareness at all levels through advocacy and social mobilization to create a supportive environment for children and families affected by HIV/AIDS.

***The Discussion Document

Much has been written about how to turn these strategies into action through interventions focusing on children affected by and vulnerable to HIV/AIDS in the high prevalence countries in Africa.  However, there has been little documentation and analysis of the program response to these children in India, Cambodia, or in other lower prevalence countries.   It remains unclear how much of the lessons that have been learned and documented regarding programming in the high prevalence countries can be transferred to the lower prevalence countries.  Besides that, implementing organizations within the low prevalence countries have had few opportunities to examine what is working in their particular context, let alone to share that information with colleagues who are facing similar issues and contexts elsewhere.  In the past five years, and longer in some cases, many communities, NGOs, CBOs, faith-based organizations, and governments have begun to respond to children affected by HIV/AIDS in countries where they are just beginning to experience the impact of AIDS on children.   Many have met and overcome challenges that are now being faced by those who are struggling with similar issues in other parts of their countries, as well as in other countries, regions, and even other continents.  Precisely because these efforts are relatively recent, now is the time to share them more broadly, examine them more critically, and to use the information to plan for the future.   The “slate is relatively clean”.  Efforts are evolving, but they are in an early stage of evolution.  It is important to document and analyze information about program approaches at this early stage in order to inform the development of approaches as they scale-up to respond to the increasing numbers of children affected by HIV/AIDS.     
This discussion document is an attempt to begin to record some of the lessons that have been learned by efforts that focus on children affected by HIV/AIDS predominately in India, and also in Cambodia and in other low prevalence countries.  Information was obtained from key informant interviews, review of the literature, and unpublished reports that were made available as a result of interviews and through the electronic support of colleagues and other stakeholders. Most of the interviews were conducted in Delhi, in India, and in Phnom Penh, in Cambodia.  Five site visits in India provided additional information, including in Himachal Pradesh, Maharashtra, Tamil Nadu, Andhra Pradesh and Manipur.  The limitations that are inherent in this process of collecting data are further discussed in Appendix 1.  This is not intended to be a comprehensive document.  Rather, it is the beginning of what we hope will be an ongoing process.  Some of the issues faced by program implementers have been described.  Examples of the ways that some organizations are attempting to address these issues have been provided.  There is far more experience and learning that have taken place in India and Cambodia than is represented in this report.  In fact, as the interviews progressed, it became evident that there are far too many insights and lessons to capture in the brief period of time allotted for this discussion document.  Though some of the information has been recorded in informal reports or even more formal documentation, much of it remains in the experience of the NGO and grassroots workers whose body of knowledge has not yet been captured in writing.   We are hoping that this discussion document will stimulate further documentation, discussion and discovery to build on the material herein and to continue to expand on the current “knowledge base”.  In this way, those responding to children affected by and vulnerable to AIDS can learn from each other’s experience and thus improve upon the effectiveness of their interventions to improve the well being of children impacted by HIV/AIDS.  

The discussion document focuses on lessons learned predominantly in India, and some in Cambodia.  The reason for this focus is that it is from those POLICY field offices that the idea originated.  However, as the process has evolved, it became apparent that there were many similarities among the issues faced in Cambodia and India, as well as in other countries in Asia.  As the process evolved even further, limited information and electronic discussion revealed that even in low prevalence countries in West and Central Africa and in Latin America and the Caribbean similar challenges continue to be faced by stakeholders involved in developing and implementing programming, as well as those working on national level advocacy, policy analysis and development, and national action planning and implementation.  It became obvious that there is a wealth of information and experience that could and should be shared across the continents that remains untapped.  The information included in this document is based on observations and lessons learned from limited interviews, case studies, and document reviews in India; from similar information – though even more limited - from Cambodia; and from a very small sampling of information that could be ascertained from colleagues in West and Central Africa and in Latin America and the Caribbean.   
The following are the goals and objectives of this discussion document: 
Goal:  

· To improve programming efforts that provide support to children affected by HIV/AIDS through increased information and dissemination of lessons learned 

Objectives:  

· To describe types of interventions being implemented in India and Cambodia that provide support to children affected by HIV/AIDS;   

· To identify lessons learned from current programming efforts; 
· To stimulate recognition of the value in sharing lessons learned within countries, as well as between countries, regions, and even continents, with an eye toward refining and expanding the discussion beyond the limitations of this document.    
The information included in this document is limited regarding its relevance to other places and types of responses to children affected by HIV/AIDS.  It is not clear whether and how much the observations and examples included in the document can be generalized to other areas and other variations in programming. Some of these limitations are due to the methods used to collect information for the document; those limitations are described in Appendix 1.  The major limitation is that there does not exist “one-size-fits-all” programming. This was clear from the interviews with programmers in India and in Cambodia in preparation for this document. It is a caveat that must also be heeded when attempting to “import” lessons learned from the experiences of programmers in the higher prevalence countries in Africa.  Even within the same countries, appropriate interventions will differ according to the contexts in which they are implemented – according to the existing needs, resources, and gaps.   For example, there are vast differences in programming between rural and urban areas.  In some locations, many NGOs exist; in others there are few or none.  In some locations, government is functioning; in others it is dysfunctional.  In some locations, there is a great deal of stigma toward people living with HIV/AIDS and their families; in others there is less.  Cultural factors affect programming.  For example, attitudes toward the fostering of kin and also of children who are not kin will differ in various locations. Over and again, observations of local programming efforts have revealed the importance of “reproduction with modification”.  Lessons can be learned from the experiences of other programming efforts and the subsequent modification of those efforts to address the unique contexts in which they are reproduced elsewhere.  

While it is clear that program implementation will differ according to the context, programming principles (such those addressed in the latter sections of this document) will remain the same.  These include the emphasis on sustainability of care; quality enhancement; flexibility in planning and implementation; strengthening coordination; and critical analysis to improve programming.  

The objective of this document is not to provide prescriptive guidelines.  Rather, a primary objective is to stimulate discussion on various approaches to programming.  The examples described herein have not been evaluated.  There is no information on their effectiveness or their efficiency.  They merely provide examples from which to begin to consider issues and alternative programming approaches to support children affected by HIV/AIDS.  Most of all, they provide a starting point from which to expand the discussion, analysis, and even research on various types of programming.  
***Defining the Target Population

Efforts that support children affected by HIV/AIDS and their families are often faced with similar challenges and programming issues, whether the area of implementation is one of relatively low or relatively high HIV/AIDS prevalence.  However, defining the target population of efforts supported by HIV/AIDS-specific funding poses different issues in countries where a large proportion of the children are affected by HIV/AIDS than in countries where a relatively small proportion of the most vulnerable children are affected by HIV/AIDS.  At both the national level and the local levels, defining the target population of policies and programs has been a challenge in the countries where the prevalence is relatively low and the response to children affected by HIVAIDS is relatively new.  The discussions at both national and local levels can be enhanced by lessons learned from the higher prevalence countries, but the final decisions must ultimately be modified according to the various factors that affect the contexts in which the interventions will be implemented.  
***Clarifying the Target Population in Policy and National Plans of Action: 
Since the late 1990s, there has been increased global recognition of the escalating numbers of children affected by HIV/AIDS (USAID, Children on the Brink 1997). There has been a sizeable increase in advocacy and funding during the past five years - both private donor and government funds.  At the same time, there has been growing recognition that distinguishing children who are orphaned or children who are otherwise affected by HIV/AIDS from other vulnerable children in their communities is counterproductive and likely to increase the stigma and discrimination that is already associated with HIV/AIDS and those who are affected by the disease.  Hence, the term “orphans and other vulnerable children” (OVC) has been the term used to describe efforts that were initiated as a result of increased HIV/AIDS related advocacy and funding.  Though the term specifically includes orphans, which is the most visible and direct impact of HIV/AIDS on children, it also includes other children who are vulnerable, including children who are affected by HIV/AIDS but are not orphaned; those who are at increased risk of becoming infected by HIV/AIDS; and those whose vulnerability is unrelated to HIV/AIDS. The use of this more generic term was intended in part to provide 
counsel to policy makers, donors, and program implementers not to distinguish between children made vulnerable by HIV/AIDS and other vulnerable children in their programming efforts.  
In countries of high prevalence and a relatively mature state of the epidemic, this counsel has been relatively easy to take to heart at the national level, since a very large proportion of the most vulnerable children are, in fact, affected by or vulnerable to HIV/AIDS. 
As described in Children on the Brink, 2002:  “The safety, health, and survival of all children in affected countries are increasingly jeopardized due to the effects of AIDS on families and communities. Increasing numbers of children are living with sick or dying parents or in households that have taken in orphans. Moreover, the pandemic is deepening poverty in entire communities, with children usually the first to suffer from the deprivation.” (USAID, et al; Children on the Brink, 2002)  Thus, when “vulnerable children” are referred to in the context of countries that are severely impacted by HIV/AIDS, the term “orphans and other vulnerable children” is appropriately used to guide responses to children’s vulnerability, including those that are initiated specifically to respond to the impact of HIV/AIDS.

However, when the designation, “orphans and other vulnerable children” is used to guide programming or policy development in countries where there is relatively low HIV/AIDS prevalence and where the epidemic is more recent, its use becomes more ambiguous.  This is particularly the case when the term is used in the context of HIV/AIDS-related efforts in which limitations may be imposed by the funding source to provide support specifically to children affected by or vulnerable to HIV/AIDS.   

Though there exists a wide array of policy and legislation to protect the rights of children whose vulnerability is the result of multiple causes, their implementation is generally constrained by resources and other factors related to the country-specific context.  Funding that is specifically designated for HIV/AIDS related programming may limit the flexible use of those resources to support children whose vulnerability is not considered HIV-related.  In a country of low HIV/AIDS prevalence, this results in a difficult balance between funding constraints and programming that is in the best interests of the child. 

As described by Josef Decosas regarding HIV/AIDS program implementation in West  Africa, a region of relatively low prevalence: “Being too inclusive in the definition of vulnerability is a trap for those who formulate national programmes or national policies.  It can lead to an analysis that defines almost all children in poor rural communities [as] ‘vulnerable’.  This may be theoretically correct, but it is an impossible basis for meaningful programming.  On the other hand, if the definition is too narrow, especially if it tries to maintain a very strict link between the population target and their experience with HIV, it risks missing the children who may not have been affected by AIDS, but who are at highest risk of acquiring HIV infection…The dilemma between being too inclusive and therefore impractical, or being too restrictive and therefore missing the boat does not pose itself for programming in southern Africa.  In a region where one in five adults is living with HIV, all children belong to at least one of the core categories.  Programming for the most needy children in this region of Africa will invariably result in appropriate targeting.  The situation is quite different in most of West Africa.” (Decosas, 2005 Draft)

As noted by Mr. Decosas in West Africa, it is also true in other regions such as Asia and Latin America and the Caribbean that the major reason for the vulnerability of children is not as a result of HIV/AIDS.  The analysis, the tools, and the terms used to guide HIV/AIDS-related programming and policy development in East and Southern Africa must be “closely examined for their appropriateness in the West African context [and also in  other regions]” (Decosas, 2005 Draft) 
At the National Level, governments outside of East and Southern Africa have begun to recognize the need to respond to the growing numbers of children affected by and vulnerable to HIV/AIDS.  Some have taken an approach that incorporates vulnerability due to HIV/AIDS within the broader context of the multiple sources of vulnerability affecting children within their countries. In some countries, children affected by HIV/AIDS and/or children who are especially vulnerable to AIDS are specifically addressed in the context of National AIDS Plans and Policies.  As increased advocacy and funding for children affected by HIV/AIDS is now being extended into the low prevalence countries, policy makers, donors, and program planners and implementers are beginning to explore how to translate some of the lessons and guidance that has come from the countries of higher prevalence where these efforts are more mature.  
In Cambodia, for example, the national coordinating body for orphans and other vulnerable children  made the decision to focus on all vulnerable children, which includes -  but is not limited to - children affected by and vulnerable to HIV/AIDS.  The OVC task force includes representatives of organizations that work with children with disabilities, street children, and other vulnerable children. The Ministry of Social Affairs, Veterans, and Youth Rehabilitation (MoSVY), which supports children vulnerable due to all causes, has chaired meetings, along with the National AIDS Authority (NAA), which, clearly, would focus specifically on children affected by HIV/AIDS.  A relatively large proportion of the participants are from HIV/AIDS related organizations, and the initial funds to support the task force were from HIV/AIDS funding sources. Resolution between the relative focus on children affected by HIV/AIDS and other types of vulnerable children will be an ongoing process.    (Refer to Appendix 3 for further information about national level efforts in Cambodia) 
In India, the UNICEF office, in partnership with the Department of Women and Children Development (DWCD) supported the national consultation, which is further discussed in Appendix 2.  For that consultation, the determination was made to focus on “children affected by and vulnerable to HIV/AIDS”.  The AIDS-related impact on children was clearly the focus.   How that will translate into policy and action is currently being discussed.  For example, DWCD supports multiple government schemes for vulnerable children.  Whether these schemes can be expanded to better integrate the needs of children affected by HIV/AIDS; whether the government of India will develop new mechanisms to support children affected by HIV/AIDS; or whether both types of approaches will be included in the follow-up to the consultation is yet to be determined.
*Clarifying the Target Population at Program Level – Selecting the Beneficiaries     

At the program level, the types of beneficiaries to receive care and support will vary according to the source of the support.  Decisions and plans for selecting beneficiaries will be shaped by the priorities of the people and/or organizations providing the support; their current individual or organizational relationship with the beneficiaries, and the priorities of the funding source.  A large number of programming efforts focusing on “orphans and other vulnerable children” (OVC) have recently been initiated by donor funding that has been provided in response to the impact that HIV/AIDS is having on children.  When implementing programming efforts, however, it is often not in the best interest of the child to specifically focus on children based on the serostatus of their parents.  At the community level, identifying children affected by HIV/AIDS for special benefits above and beyond that of their peers has the potential to marginalize and stigmatize them even more than does the disease.  For example, a number of years ago, one of the well-intentioned projects in a high prevalence country in Africa designated a portion of its funds specifically to purchase school uniforms and shoes for “AIDS orphans”  The director of that program explained the ease by which they could identify the impact of their work.  “We can go to any of the villages that we support and quickly identify the AIDS orphans.  They are the ones wearing a new school uniform and shoes.”  The irony implied in this observation is that the rest of the community was also easily able to identify these children as different from the rest, due to their orphan status and its relationship to HIV/AIDS.  In this instance, there may – or may not – have been negative implications of the decision to single out these children.  However, when deciding on the beneficiaries of these interventions, it is important to consider unintended consequences that might result from decisions regarding how to identify and support children.

As a result of global recognition of the increased number of orphans due to AIDS, a common response has been to consider “orphans” as the primary target of funding and programming.  While children who are orphaned as a result of HIV/AIDS may be more vulnerable than other children in their communities, this is not always the case and should not be the sole criteria for identifying beneficiaries.  In an analysis of household surveys from 28 countries in sub-Saharan Africa, Latin America, the Caribbean and Southeast Asia, Ainsworth and Filmer (2002) examined the relationship between orphan status, household wealth and primary school enrolment.  They found that the disadvantage of being an orphan versus the role of poverty as related to primary school enrolment varied across countries.  The authors explain that, “in majority of cases, the orphan enrolment gap is dwarfed by the gap between children from richer and poorer households.” In some countries, being an orphan was directly related to school enrolment, even after controlling for socioeconomic status.  Basing program support solely on a child’s status as an orphan is not a recommended approach to identifying children most in need of support – even among children directly affected by HIV/AIDS.  In fact, AIDS has an impact on children long before their parent(s) die as a result of the disease.  The many ramifications of HIV/AIDS on children and their families can begin to manifest themselves on the economic, emotional, and social context of children and their families long before the occurrence of severe illness and death.     

At the institutional level, separate orphanages are being built specifically for children infected or affected by HIV/AIDS in India, Cambodia, and elsewhere. There are multiple reasons for this decision, some of which have been discussed in this document in the sections on “Approaches to Programming”.   The belief that children who are affected and/or infected should live separately from their peers often arises from misinformation and fear.  Children are separated from their peers based on stigma associated with the disease by the community, by medical professionals, by professionals working in institutional facilities, and even internalized by the family itself.  Often, the decision to establish separate facilities for HIV-positive children is based on practical concerns which could potentially be alleviated by providing basic information and medical support to alternative caregivers.  

Generally, the provision of separate resources and support is based on good intentions, but may have unintended negative consequences. A recent example occurred in the Indian state of Kerala, where the Chief Minister declared the plan to support a school exclusively for HIV infected students (AIDS-INDIA October 19, 2005).  When this decision was announced on the “AIDS-INDIA” listserve, it was met with a “hue and a cry” (AIDS-INDIA, October 23, 20005).  The Liberal Association for Movement of People expressed the opinion that “it is not wise to start a Separate school exclusively for the HIV/AIDS infected students, because such action would lead to a separatist situation and encourage an untouchable attitude in the minds of general students…Thus this action by Kerala Government is a negative action for the education of the HIV/AIDS infected students and therefore, it must be stopped immediately.”  A representative of the Peoples Health Movement stated, “Why should HIV positive children need a special school?...While it can be argued that this be an acceptable idea for a short term in order to prevent children who are refused admission because of their HIV status, such a move will only add to the perception among a considerable number of people that there is something seriously wrong with these children and that they are a threat to other children.”  The Minister’s action was lauded in that it represented concern and action at the top level of the state.  However, the following statements by a couple of the respondents included in a list of 17 respondents, summarizes their opinions regarding the plan to open a separate school for HIV-positive children:  “The need today is to mainstream and not to segregate, isolate and stigmatize.”  And another response: “… this kind of an effort would only alienate them more from the mainstream and not do any good to them. These are ways by which we can only aggravate the levels of discrimination that are existent and are already quite high in the society…I think that all governments need to have the inner courage to fight with those elements who are trying to promote discrimination and not become a part of it.”

An important approach to providing ongoing support to children affected by HIV/AIDS is through the mobilization of ongoing community responses.  These efforts are initiated when community members recognize the needs of the most vulnerable children and families and make a decision to provide support as individuals or as a group. In some places, this process is facilitated by an NGO or FBO; in others, it is a spontaneous reaction to increasing numbers of vulnerable families and children.  Community efforts have been initiated by extended families, neighbors, local committees, self-help groups, women’s groups, etc.  In East and Southern Africa, this approach is widely acknowledged as key to providing ongoing support to the most vulnerable children in their communities.  There has been a major effort to support these community groups, and to mobilize such groups where they do not exist.  Targeting funds and identifying children affected by HIV/AIDS in these high prevalence countries has been described as a “2-stage” approach to targeting. (UNICEF, The Framework). The “1st stage” refers to identifying the geographic area(s) that are  most severely affected by HIV/AIDS.  Within those geographic locations, the “2nd stage” refers to communities identifying the children who they consider the most vulnerable.  Local criteria established by community leaders and community organizations are used to identify the children who are most vulnerable within the areas with high HIV/AIDS prevalence.  In countries where the prevalence has been relatively high (some are as high as 30-40%) for over five years, HIV/AIDS will predictably affect a large proportion of children in the general population.   A large proportion of the children identified as the most vulnerable in those high HIV prevalence areas – the “2nd stage”- will inevitably be children affected by HIV/AIDS even without specifically targeting those children.  The term “orphans and other vulnerable children” has been utilized to describe children identified as beneficiaries through the “2-stage” approach to targeting.  In high prevalence areas, guidance to programmers has stressed the importance of identifying the most vulnerable children and not to single out children specifically affected by HIV/AIDS.  In those areas, even when the funding directive is HIV/AIDS focused, supporting “orphans and other vulnerable children” ultimately fulfills the objective of supporting children affected by HIV/AIDS.  

In countries where the prevalence is relatively low and the impact of the disease is relatively recent, the 2-stage approach to targeting may need to be reconsidered, depending on the goal or the constraints imposed by funding.  There are some locations in Asia where the approach might be directly imported to support interventions that are specifically HIV/AIDS related.  For example, though the national seroprevalence in India is less than 1%, the seroprevalence in some districts is as high as 8% (Ref).  In those communities where a large proportion of families are already experiencing illness and death due to AIDS, the potential to mobilize community efforts around “orphans and vulnerable children” are likely to result in a high proportion of those identified as the most vulnerable being those who are also affected by HIV/AIDS.  However, in communities where HIV/AIDS is not a major cause of vulnerability, other approaches will be needed to identify and incorporate children affected by HIV/AIDS into ongoing community initiatives, or to provide support through different mechanisms. 
Targeting only HIV affected children, including those who are HIV-positive, is a challenge countries where so many children are vulnerable for so many reasons besides HIV/AIDS.  It is difficult for an NGO to focus only on children affected by HIV/AIDS in such a context.  Chelsea is an NGO that works in the slums of Delhi, providing home based care to people who are HIV-positive and also providing care and support to vulnerable children in the community.   Their work exemplifies the difficulty in focusing only on children affected by HIV/AIDS in an area of such extreme poverty as the one in which they work.  They run a school in the community.  At first it was specifically for children directly affected by HIV/AIDS, including those who are HIV-positive. As the directors of the NGO explain, it is difficult for grassroots workers to ignore the needs of other children in the community.  Eventually Chelsea opened the school to those who are vulnerable and are at risk of infection.   “[We] started [with] HIV+ and affected children...the project have opened its eyes…Every child is vulnerable to HIV/AIDS…There are zillions in this country….there are zillions in this area…”  The current criteria for participating in the school includes: someone in the family is HIV-positive; the level of caring capacity of the family is extremely low; the primary caregiver is a widow; there is any kind of abuse taking place in the home, alcoholism, and drugs.  

They had provided education for 89 children, but due to a cut in their funding from the HIV/AIDS related donor, they can now provide education for only 60 children.   If they had more space, they would have over 200 children.  ”..It’s painful when we have to refuse admission”.   

AIRD (Association for Integrated Rural Development) is a local partner organization of the India HIV/AIDS Alliance lead partner, PWDS (Palmyra Workers Development Society).  As one of the PWDS local implementing NGOs, AIRD has recently begun to integrate the needs of children affected by HIV/AIDS into its ongoing activities.  AIRD has more than a decade of experience implementing social welfare interventions. These include reproductive health efforts, water and sanitation, and women’s development activities. The NGO’s previous work within the community helped them to initiate the intervention focusing on children affected by HIV/AIDS.  Children were identified by referrals provided by community members.  However, the intervention met with resistance when HIV-positive children were to be included.  Community members and project staff feared that these children would face discrimination if singled out.  Therefore, the decision was made to include all children as project beneficiaries.  

A promising community-based approach in low prevalence areas involves the integration of children affected by HIV/AIDS as one of the groups of vulnerable children who are beneficiaries of ongoing community NGO or CBO efforts.  Such efforts may evolve from development projects, child protection efforts, local government, or other related interventions.  Within these community efforts, it is feasible – with sensitization, training, and funding – to include children affected by HIV/AIDS as one of the target populations, especially where stigma related to HIV/AIDS has previously limited the inclusion of these children and their families within these efforts.   Integrating children affected by HIV/AIDS into pre-existing child centered activities holds potential for sustainable efforts to support children affected by HIV/AIDS in the community.  However, in areas where the prevalence of HIV/AIDS is relatively low and the stigma is very high, locating those children will be a challenge, especially in the absence of HIV/AIDS interventions that provide care and testing to their family members.   
Pathway and Bridges projects are “sister projects” working in Pune, India.  Both receive funding and technical support from PCI, an international implementing organization in collaboration with USAID/FHI.  While Pathway provides home-based care and is HIV-AIDS focused, Bridges is implemented by the local NGO, Vanchit Vikas, which was already conducting community development activities in four of the slums in which Bridges was later implemented.  Bridges activities include integration of children affected by HIV/AIDS into ongoing child centered classes and recreation programs conducted by the local NGO.   


The two projects overlap in 3 areas of intervention; they do not overlap in one other community.  In the case of the three communities where they overlap, the home-based care staff identifies beneficiaries who are HIV positive and refers families with children to Bridges.  It has been relatively easy for the home-based care project to identify people living with HIV/AIDS, and their children, who live in the target areas.  However, in the community in which they do not overlap, it has been extremely difficult to identify children affected by HIV/AIDS.  The local NGO is a community based development organization that is very concerned about being labeled as an HIV/AIDS organization by the community.  Their goal is to integrate children affected by HIV/AIDS into programs that address all vulnerable children in the community.  They want to maintain their identity as a community development organization and not as an HIV/AIDS organization.  They are careful about being associated only with interventions for the general population.  In fact, when the community animators visit a home where they suspect there to be a family affected by HIV/AIDS, they also make it a point to visit four our five other households in the same neighborhood to also tell them about programs available to their children through Bridges.   One of the methods they have used to increase their ability to identify children affected by HIV/AIDS in the community was to initiate mass awareness activities on HIV/AIDS to decrease stigma and to motivate people who are risk of being HIV-infected to visit testing sites.  In addition, Bridges has recently requested that the home-based care mobile medical van work in their community so that PLWHA might be identified and referred to Bridges by the doctors who work from the van.   
Another approach to targeting children affected by HIV/AIDS is to provide support specifically to children who have been identified as a result of interventions with their parents who are HIV-positive.  This includes VCT, PMTCT, home-based care, community care centers, networks of people living with HIV/AIDS, and treatment sites.  The challenge to this type of targeting continues to be the need to balance appropriate support with the threat of differentiating children from their peers in the community in which they live.  In addition, children who are affected by HIV/AIDS may not be identified through these mechanisms when, for example, children are living with parents who are in the early stages of the disease or for other reasons are not yet associated with HIV/AIDS related efforts; or children who have migrated to a different area after initial HIV/AIDS testing or treatment of the parent; or children who are orphaned as a result of AIDS and have been moved to another location to live with extended family or for some other reason.  (India HIV/AIDS Alliance Assessment, Draft) 
Along with the increasing funding for support to children and their families affected by HIV/AIDS, project implementers are concerned that they may experience increasing pressure to report specifically on children whose parents are HIV-positive.  This has the potential to influence planning and programming in ways that may not be in the best interests of the child.  In fact, even in the context of HIV/AIDS funded activities, funds that are specifically for “orphans and vulnerable children” or for “children affected by HIV/AIDS” have already had a strong influence on how approaches to support children are (or are not) integrated into other HIV/AIDS interventions.  For example, when “home-based care activity funds” are differentiated from “OVC funds”, implementing agencies often react by setting up vertical programs, one for parents affected by HIV/AIDS and the other to support their children.  Sometimes this is appropriate; sometimes a family-centered approach is more appropriate. (see section on home—based care).  Nevertheless, optimal planning is best developed with the flexibility to implement either integrated or vertical programming, whichever is most appropriate and beneficial to the child and the family in the communities in which the intervention is implemented.    

The concern that donor funding streams may influence programming decisions is described in the background paper to a recent consultation supported by UNICEF:   “The situation is further complicated by the fact that the most effective responses to children affected by HIV and AIDS, including fostered children, are arguably interventions targeted not specifically at certain categories of children, but at child poverty more generally.  However, funding structures and the policies of certain donor organisations create a funding stream around a specific category of children, with associated requirements around monitoring, evaluation and accountability. This difficulty is likely to be intensified with the availability of new funding directed specifically at AIDS affected children. “ (Green, Maia, Draft) 

In summary, at the national or policy level, the “tension” between focusing on all “orphans and other vulnerable children” versus “children affected by HIV/AIDS” has been an issue of continued discussion in parts of Africa and is now an issue that must be incorporated into discussions at the national level in some of the countries in Asia.  Should national action that originates from HIV/AIDS-related advocacy and funding focus on “OVC” (all orphans and vulnerable children”) or should it specifically focus on children affected by and vulnerable to HIV/AIDS?  Or is there a compromise between the two? Key to addressing this “tension” in both programming and at the policy level is to identify ways to respond to the “best interests of the child” within limitations that are set by existing human and technical resources, as well as the funding constraints imposed by donors. 
Community based interventions for children affected by HIV/AIDS that are “latched on” to existing community health and development programmes can provide support to children affected by HIV/AIDS among the regular beneficiaries. For example, ISP and IHMP are both NGOs working in slum communities in Pune.  Both NGOs reported that they are not working with children affected by HIV/AIDS.  However, upon further discussion between the administrators of these NGOs, the ISP director described the case of a 12 year old boy from one of the slums where they worked who had lost both his parents to HIV. She explained that the boy was living with relatives who were treating him badly and had immediately put him to work on a truck. They were also trying to usurp the boy’s property (a small one room tenement). The IHMP director, realizing that the boy lived in one of the slums where IHMP is working, contacted the health and development committee of that slum.  The Committee subsequently undertook the responsibility of convincing the relatives to treat the child well and the committee now provides ongoing monitoring of the child’s welfare.  In fact, the community health workers who regularly visit households in the community have identified several instances of people living with HIV/AIDS in their target area.  The health workers intervene with the families, their neighbors and the local health and development committees on behalf of these families and their children. Without specific training or resources, they provide support, increased access to medical care, and they have modeled accepting behavior which has led to decreased stigma and discrimination toward the families by other community members. (Kapadia Kundu, 2005).      
***Stigma and Discrimination associated with HIV/AIDS:

Stigma and discrimination is a major barrier toward providing support to children affected by HIV/AIDS and their families. As is true in many part of the world, stigma and discrimination against people living with HIV/AIDS and their families is especially widespread in India.  Interviews with program implementers in the process of identifying programming issues for this discussion document revealed that it is a constant concern among grassroots workers and their beneficiaries.  Efforts to support all children in general who are in need of care and protection often face similar barriers and challenges.  However, those that include a focus on children specifically affected by HIV/AIDS also face the societal reactions that have evolved as a result of myths and stereotypes that are associated with HIV/AIDS.  Various types of approaches toward identifying and providing support must, therefore, take into consideration the implications of this stigma and discrimination toward children and their families who are affected by HIV/AIDS.   

Research in many parts of India has documented the fact that people whose HIV status is known may lose their homes, their jobs, and their families, and may be denied medical care (Human Rights Watch, 2004).  In a study conducted in mid-2003 to examine political commitment for confronting the HIV/AIDS epidemic in India, most of the respondents felt that stigma was one of the greatest barriers to averting further infection, expanding care and support, and enabling PLHAs to lead productive lives.  NGO implementers, especially those involved in care and support, report that not a day passes without one of their clients facing stigmatization.  They attributed stigma to various causes, including fear that the disease is new, deadly, contagious, and life-threatening. (Sathyanarayana, 2005) 

Research in Tamil Nadu also revealed that stigma and discrimination prevailing in the community is rampant. HIV/AIDS affected children are denied school education and health care; they are sometimes not allowed to mingle with the other children. The fear of discrimination discourages people from doing anything that would identify themselves as HIV-positive, such as getting tested for HIV, seeking treatment and support, and taking other measures to protect themselves and others. (Manorama, 2005)

There remains a great deal of ignorance about the spread of HIV/AIDS.   In the National Behavioural Surveillance Survey (BSS) conducted by NACO in 2001 among over 90,000 respondents, less than 1 in 4 knew that HIV/AIDS can not be transmitted through mosquito bites or by sharing a meal with an infected person.  (NACO, 2005) 

HIV/AIDS related stigma is also high because it is often considered to be a result of immoral behavior, such as promiscuity or deviant sex that deserves to be punished.  One respondent interviewed for the study in 2003 noted that views regarding unprotected sex and injection drug use are influenced by “moral judgment, taboos on sex and sexuality, [and] religious or moral beliefs that it [HIV infection] is an outcome of moral fault, punishment for immoral behavior….”  (Sathyanarayana, 2005)

Kalpana Jain, a journalist who has documented the stories of people living with HIV/AIDS in India, writes that “The shame and stigma attached to HIV/AIDS are primarily due to its association with promiscuity.  HIV is a statement on morality.  Anyone with HIV, acquired through sex, first suffers the guilt of transgressing moral boundaries…”.  She also found poverty to add another dimension to the stigma around HIV in India.  “In certain places, stigma becomes the excuse within families for not bearing the enormous costs that HIV/AIDS entails. But the story is more complex than that.”  She found in parts of the country where labourers worked for a few rupees a day, poverty seemed to lessen the stigma experienced within the communities.  “Arguably, this relative lack of stigma may be attributed to illiteracy and lack of awareness that poverty itself brings.  Ironically, only in places where people are assured of two meals a day, did I find discrimination against families living with HIV.”  (Jain, 2002)

HIV/AIDS awareness and prevention messages sometimes exacerbate stigma when the messages associate HIV/AIDS with specific types of people.  Many believe that HIV/AIDS affects only certain groups, such as foreigners, men who have sex with men, sex workers and injecting drug users.  (World Bank, June 2004 and NACO, 2000c).  The message that is used by some program planners equating “HIV=AIDS=DEATH” has added to the fear and stigma surrounding the disease (Sathyanarayana, 2005)  

In a study of people infected and affected by HIV/AIDS in four states in India (Delhi, Maharashtra, Manipur and Tamil Nadu) about 70% of the respondents said that they faced discrimination.  Ironically, discrimination mainly occurred at the family level (33.33%) and in hospitals (32.5%).  At the next level was discrimination by neighbors (18.3%), in community (9.17%), educational institutes, other relatives and workplace.  Women faced more discrimination than men.  The respondents explained that in order to protect their children from stigma, they hid the truth and said that they were suffering from either jaundice or cancer or tuberculosis. (Delhi Network of Positive People, 2003)   

The fear of stigma and discrimination results in people being unwilling to disclose their HIV status because they are afraid of being rejected by their family, their community, their workplace, medical professionals and others.   Those who reveal that they are HIV-positive often find that government doctors and private doctors refuse to treat them.  Some doctors who treat people living with HIV/AIDS fail to adequately examine or even touch their patients.  Causes of stigma by health workers include lack of knowledge about HIV/AIDS; fear of exposure to infection due to lack of protective equipment; the expectation that patients are “doomed to die”; existing prejudices against vulnerable groups such as men who have sex with men, sex workers, and street children; and the association of AIDS with sex, disease, and death.  (Human Rights Watch 2003, re UNAIDS) 

Staff members of AIRD, one of the local implementing partners of the India HIV/AIDS Alliance partnership of NGOs, have observed a decrease in stigma and discrimination in the communities in which they have been working in Tamil Nadu.  At the time of the initiation of the project, people living with HIV/AIDS were met with hostility from health care facilities, as well as the village health nurse and local health inspector.  Denial of medical services not only affects their access to those particular services, but also leads to reluctance on the part of people who are HIV-positive to avail themselves of other medical care they might need.  Widows, the majority of whom have already been isolated from the family and denied any right to inherited property, also faced a great deal of stigma and discrimination in the community.  


Key opinion leaders, such as religious leaders and elected representatives played a major role in reducing stigma.  For example, the village church sisters helped to integrate children affected by HIV/AIDS, including HIV-positive children, into the schools; and they were able to convince the community and school authorities to integrate the children into mainstream community activities. Involvement of influential people and positive testimonies greatly helped to counter the fear associated with HIV/AIDS, raising awareness and dispelling myths and misconceptions associated with the disease.   

**************************************************

As part of its community capacity-building efforts, SHADOWS, another one of the India HIV/AIDS Alliance local implementing partners, focused on decreasing stigma related to HIV/AIDS.  SHADOWS raised the awareness of a number of people living with HIV/AIDS and their families living in a village in Andhra Pradesh in which the NGO was implementing activities.  This group of people living with HIV/AIDS then became volunteer advocates themselves.  They went on to convince the village Gram Panchayat (local governing committee) of the seriousness of HIV/AIDS discrimination, and they responded by discussing the issue in their regular meetings.  As a result, the whole village has become more informed about HIV/AIDS and has passed an anti-discrimination resolution (Alliance, Moving Forward) 

***Approaches to Programming

***Spectrum of Care for Children Affected by and Vulnerable to HIV/AIDS
The spectrum of care options for children affected by HIV/AIDS, including those who are HIV-positive, range from their biological family, to extended family foster care and non-kin foster care,  to adoption, temporary shelters, institutional arrangements run by faith based organizations, government, NGOs, and those that are hospital-based.  The range of approaches to providing care for children affected by HIV/AIDS will vary depending on their particular situation and the available options.  
In whatever form of care – whether it is family-based, institutional, temporary or permanent – mechanisms to provide protection of the child must be implemented to avoid further damage or trauma to the child affected by HIV/AIDS, as well as to any vulnerable child where protection by a caring adult is lacking or threatened.  Where caregivers are unable to care properly for and support the children in their care, the State bears the ultimate responsibility for the care and protection of children as outlined in the United Nations Convention on the Rights of the Child.  In reality, the representatives of the State are often poorly resourced and incapable of taking on this responsibility (Tolfree, 2005)  
*The Context: Situation of children in India

Providing support to children affected by HIV/AIDS– any type of support – must take into consideration the context in which the beneficiary children are living.  In India, there are over 414 million children, which is more than in any other country. There is a wide range of difference in the conditions faced by children. This diversity reflects factors such as geography, socioeconomic status, gender, and caste.  260 million people currently live below the poverty line; one out of every two children under three years of age is malnourished; malnutrition affects more than half of all rural children; nearly 1.8 million infants die each year, most from preventable causes; almost twice as many girls as boys are pulled out of school or never sent to school; discrimination against the girl child is reflected in the declining child sex ratio; birth registration ranges from 2% in Bihar to 95% in Goa; (UNICEF, Mapping India’s Children; 2004) ; 14% of children are involved in child labour; and child marriage takes place among 46% of females (twice as many in rural compared to urban areas) (UNICEF, the State of the World’s Children; 2005)
The impact of HIV/AIDS on children and their families is experienced in the context of the pre-existing vulnerabilities of families and of the society in which they live.  The situation will vary based on the individual family and is influenced by personal relationships, experience, education, socioeconomic status, and caste.  At the societal level, it will vary by rural/urban differences, poverty, conflict, culture, gender roles, stigma, status of the epidemic, status of the response, available public and private services and resources.  The ability and type of support that will lessen the impact of HIV/AIDS will also vary by factors influencing the implementing organization, such as funding levels and time constraints, organizational structure, and staff and management motivation and skills.  Various types of approaches and examples have been presented in this discussion document. Even from community to community, organizations have recognized the necessity of “reproduction with modification”. Much can be learned from implementation experiences in other places.    However, it is necessary to take into consideration the context and modify approaches and plans accordingly. At the program level, this would involve assessing the local context within the specific area of implementation; identifying barriers and facilitators to implementation; and identifying the specific needs of the beneficiaries.  
*Strengthening the Family
The first of the five key strategies in The Framework for the Protection, Care and Support of Orphans and Vulnerable Children Living in a World with HIV and AIDS  is to “strengthen the capacity of families to protect and care for orphans and vulnerable children” (UNICEF, The Framework). As explained by David Tolfree, the first step in any intervention regarding children’s care needs should involve exploring the possibility of keeping children within their families. Most children would much prefer to remain with their families, provided that the care and protection they receive is at least adequate.  “Maintaining children within their own family helps to ensure continuity in their upbringing and the maintenance of family relationships. The growing child’s sense of identify is derived largely from a sense of belonging within her/his family and community.  Continuity of relationships with school, friends and neighbors adds to the child’s sense of security and belonging. “ (Tolfree, 2005). 

With the increasing availability of voluntary counseling and testing, more people will find out that they are HIV-positive.  As was reported in a study of people living with HIV/AIDS and their families, their major concerns for the future are:   who will take care of them when they are ill and who will look after their children.  (Delhi Network, 2003)  The care of adults is intricately linked with the well-being of their children.  Without hope, the parent is more likely to sink into depression and even suicide.
There are a wide range of approaches to support families to continue to care for their children.  In the case of families affected by HIV/AIDS, providing care to the parent so they can maintain their health is basic.  Other types of interventions include economic support to the family, as well as psychosocial support or parent education.  Interventions often include the provision of health care and education.  (Tolfree, 2005) For families with small children, day care for their children is sometimes provided to provide respite for ill parents or to provide caregivers with the extra time needed to work, to care for other dependents, etc.  
At the same time, it cannot be assumed that because the child is with the family, care and protection is provided.  As pointed out by David Tolfree, “not all families are caring and protective of their children. The abuse, neglect and exploitation of children at the hands of family members is not uncommon, especially in contexts where there is a high level of poverty and other forms of stress”.  In the case of families affected by HIV/AIDS, when parents are ill, or when they are occupied in caring for ill family members, or working harder and longer to make up for lost income, the normal protection mechanisms within the family may be threatened.  Some NGOs that provide care and support to people living with HIV/AIDS have initiated community-based monitoring and response mechanisms to provide ongoing support to families during times of stress caused by HIV/AIDS.  

Mith Samlanh is a local NGO that was initiated 11 years ago to provide support to street children in Phnom Penh, in Cambodia.  They work with street children in various circumstances, such as those who live and work on the street without their families; those who live and work on the street with their families; and those who are street working children living with their families in the community. Over the last five years, Mith Samlanh has seen an increase of children who are affected by HIV/AIDS among the street children in Phnom Penh.  As a result, they began a specific effort to work with families affected by HIV/AIDS.  They now work with over 200 such families, about 90 of whom come from the provinces, outside of the city.  Thus, Mith Samlanh has targeted a specific population of children who they have found to be at risk of becoming street children.  This activity is implemented to prevent this from happening.   The project has built relationships with other service providers and government organizations to provide and receive referrals of children and families in need, including organizations that provide home based care to people living with HIV/AIDS. Mith Samlanh also supports day care centers in two hospitals for children of patients who either receive ARV treatment or who are very sick and receiving hospital care.  In this way they not only provide children with a caring environment, but they are also able to identify children affected by HIV/AIDS before they are orphaned.  The NGO continues to work with these families after they leave the hospital, and they provide support to the children upon the death of their parent(s).   
*Foster care 

There are many different types of foster care. These range from informal or formal care provided in community settings, to pre-adoptive foster care in individual homes to group foster care. Foster care might be short term or long term  (CSA, 2002 re Kapadia-Kundu, 2005).  The context surrounding fostering will differ by country and culture.  A study of child fostering in Cameroon, by Heidi Verhoef, points out that many communities in the world do not assume that caring for children in the nuclear family is more “normal” than raising them in the extended family.  Josef Decosas explains that “giving” children to different relatives is the norm in many West African cultures, based on well established beliefs of what children need at certain stages in their development. (Decosas, 2005; DRAFT) 

Mith Samlanh utilizes various types of placement in an effort to support children without parental care.  Their priority is to place children with a family, preferably a relative.  They have a “transitional” home, where 240 children live when there is no alternative available to them.  In the case of foster families, extensive assessments of the potential family are conducted before the children are placed with them.   For children who are fostered in families, there is a strict set of criteria for follow-up of these children.  For the first 1-2 months, their situation is monitored about four times per month, then twice a month.  They continue to follow-up with the child until they are fully satisfied that the child is in a safe environment - for 1-2 years, with a minimum of one year. Follow-up takes place with the child, the family, the local chief of the village, and neighbors.  Each child is assigned a case manager, who is a social worker and a Mith Samlanh staff member.     
GXXX partner NGOs in Cambodia work with about 5,000 vulnerable children in their programs, close to half of whom are living with foster families.  Often these are grandparents or other extended family members.  Some foster families provide short term care until a relative or a longer-term foster family can be found.  When foster families agree to provide care for a child, a contract is signed in the presence of the community leader.  The situation of the child is monitored regularly by volunteers and staff members during the first six months, and less regularly thereafter.  Foster families are provided vocational training and/or they are given money to support income generating activities.  They are sometimes given enough food for the fostered children, depending on the criteria set by the NGO.  Foster families are invited to join support groups where they share information such as parenting skills; items for the children, such as shoes; and other forms of support to each other. 
Organizations working with families affected by or vulnerable to HIV/AIDS are increasingly confronted by children who do not have parental care.  For these children, foster families provide an alternative to living in an institution.  Foster families may be extended family or they may be unrelated to the child.  In some places, the former are not considered “foster families”, but are simply referred to as “extended family care”.  Sometimes care of children with relatives is established as a formal process, and sometimes it is informal, without the involvement of government or NGO intervention.  

In foster care, children can remain in a family environment, and they can also remain within a community setting – either their community of origin or a new community.  Many NGOs that are working with children affected by HIV/AIDS have prioritized placement of children within communities in foster families, but they face a number of barriers in doing so. First and foremost is the tendency for the general public to consider an orphanage as the most appropriate placement for children without parents. The following are other challenges to providing support to children in foster families that are confronting both NGOs and government representatives: 
· Identifying and screening families who could potentially foster the child, whether a relative or not, is often difficult.  Often there are cultural barriers to fostering unrelated children.  Many extended family members or other prospective families simply cannot afford another child. Others fear that they or their children will become infected by the child, even if the child him/herself is HIV-negative.  Perspective foster parents have expressed reluctance to becoming emotionally attached to a child they assume will soon die.  In instances where the child’s family has migrated from the rural area, from other states, and from other countries, the extended family may be difficult to locate.  Some extended families have already rejected or ostrasized the child’s mother and are unwilling to foster her children.  For example, as a direct result of HIV/AIDS, women who are thrown out of their husband’s family homes because they are blamed for his illness and death might have no source of emotional or economic support.  Sex workers may have no extended family to whom their children can turn for support.  In fact, they may have initially become involved in sex work to earn money because, for various reasons, the family could not or would not provide support.  Or they may subsequently be refused support after the family finds out that they have been involved in sex work. 

· Providing ongoing support to foster families continues to be an issue that NGOs struggle with.  “How much support to provide and for how long” is a continuous question that they face. Often, there are no NGO resources to provide the necessary support.  If there are resources for material support, often they are tied to project funds, which are short term.  If material support is provided, NGOs question how much to provide and whether it should be directed at the fostered child, as might be the case with school fees, or whether is should be directed at the entire family, as might be the case with food subsidies to the family.  In some places, there is the potential of linking the foster family with ongoing government support, as is the case in India where there are grants to foster families.  However, these grants are often difficult for families to access.  
· Providing ongoing monitoring and protection to children in foster care must be a primary consideration.  Informal fostering or formal fostering might result in excellent care and it could result in abuse and/or exploitation – whether in the case of kin-based fostering or non-kin fostering.   Often there is no individual or organization outside of the family who takes responsibility for monitoring the situation of children in foster care.  NGOs are struggling with how to monitor the situation of fostered children for the short term and for the long term.   

There are ways to develop safeguards for children fostered in the community.  These might be instituted within the process of identifying foster families, assessing and preparing the appropriate foster family, and monitoring the situation of the child after placement in foster care.   The latter must be ongoing, which necessitates motivated and responsible people who will continue to monitor the situation of the child over the long-term.  Some NGOS have the foster parents sign a “contract” in the presence of the local leader.  This reinforces the seriousness of their commitment.  It also involves the local leader who is thereby made aware of the foster placement and sometimes chooses to maintain some oversight of the child’s situation. 


Some NGOs support kinship fostering; others do not.  Non-kinship foster care has been initiated by some NGOs.  Data regarding the number of children affected by HIV/AIDS that have no parental or extended family care is not available.  However, unless ARVs and treatment for opportunistic infections become widespread, it is likely that the numbers will increase as the impact of HIV/AIDS continues to grow.   Systems should be developed and tested at this time so that they are available and effective at providing protection to children who are currently without parental care and those who are yet to come.  

Below are some examples of the ways that NGOs and governments are addressing some of the challenges to facilitating and monitoring foster care:  
Identifying, Supporting, and Monitoring Foster Families: NXXX is a Catholic organization in Cambodia that supports both a project to provide HIV-related treatment (“Seedlings of Hope”) and a sister-project (“Little Folks”) to provide support to children affected by HIV/AIDS.  They work closely together so that, for example, if children need foster care while their parents are in the hospital under the auspices of Seedlings of Hope, then Little Folks will find temporary placement for the child.  The temporary placement may be with relatives, within the center, or with a non-related foster family.  From within the faith community, NXXX has identified families who are willing to take care of children temporarily or for longer periods of time.  The foster parents and the NXXX field worker formalize the agreement to provide foster care by signing a document in the presence of the village leader.  Thus, the village leader is made aware of the situation of the fostered child living in his community.   NXXX has developed a list of requirements for foster families which include conditions such as having one parent in the home most of the time.  Siblings are not separated.  Children living in Phnom Penh participate in activities implemented by Little Folks every Thursday, where the staff members can assess their condition.  The fostering situation is monitored by field workers who visit the child three times a month or once a month if the child lives far from the Center.  Neighbors are also interviewed by field workers as part of the monitoring process.  The situation of children living with foster families who are relatives is also monitored.  Foster families receive approximately $20 per month   NXXX expects to provide financial support until the child is 18, but it is a relatively new activity and currently these decisions are made on a year-to-year basis. Little Folks currently supports 5-6 foster families, caring for about 29 children.  


Identifying, Supporting, and Monitoring Foster Families:  If children become orphaned, DXXX/Cambodia tries to find extended family or foster family to care for them.  They operate on the belief that living in a family is better for the child than living in an orphanage.  First, they try to find extended family who will care for the child.   “Our belief is that these will take care of the child better…but not in reality… Relatives sometimes want to cheat the property of the children ……not a difference between relatives and non-relatives who foster”  Sometimes relatives are unable to provide foster care for children because they are already poor.  It is difficult to find a foster family for children affected by HIV/AIDS because there is a lot of stigma and discrimination related to HIV/AIDS.  Families ask the NGO to test the child before they are willing to foster them; they are willing to foster only those who are HIV-negative.  


Monitoring the situation of the fostered child is essential.  Child labor is common and the biggest concern.  “They ask the children to do all the work for the family.”  NGO staff and their counterpart from the provincial Department of Social Affairs follow-up approximately once a month to monitor how the children are treated, to make sure they are attending school, etc.  

If a family agrees to foster children, they are given rice, clothes, and other material support, according to the needs of the family as identified by the field staff.  Generally they give enough food for one child so that economic reasons are not the barrier to their willingness to foster a child.  According to the needs of the family, they provide education support specifically for the fostered child. This has the potential to exacerbate jealousy among the other children in the family. However, if the family is poor, the rest of the children may also qualify for support since the NGO accepts children who are vulnerable due to extreme poverty in addition to those who are affected by HIV/AIDS.  

Training Foster Families: In Cambodia, ICC-HOSEA plans to train staff of NGOS working in rural development to, in turn, provide training to foster families in the community.  They have conducted formative research to identify the situations faced by these families and the areas of training that would most improve their capacity to provide foster care.  The research is being conducted among 128 foster families (with 286 children), living in 44 villages that were randomly picked to be included in the study.  The data is currently being analyzed.  Topics for training will probably include:  parenting skills, understanding HIV/AIDS and its transmission, and child rights.

Non-familial Fostering: Fostering of unrelated children is rare throughout India and discrimination against children affected by HIV/AIDS makes the prospect of fostering such children even less likely.  Several NGOs within the India HIV/AIDS Alliance partnership have implemented activities to encourage fostering of orphans by unrelated community members.  This involves awareness raising regarding HIV transmission; promotion of the principle of fostering; screening prospective foster parents; and providing incentives such as school fees, and cash transfers or seed grants to establish income generating activities.  

   
*Adoption

The number of adoptions is very low in proportion to the number of orphans in India.  Estimates for adoption in India vary between 5,000 and 10,000 per year (ref CSA 2004 and UNICEF re Kapadia Kundu 2005).  The Central Adoption Resource Agency (CARA) is an autonomous body set up under the Ministry of Social Justice and Empowerment in 1990 to ensure the application of a common framework for adoption procedures through out the country. Voluntary Coordinating Agencies (VCA) were established under CARA to promote adoption within India and are funded by the central government. They are recognized by the state governments. Maharashtra, for example, has 4 VCAs – Mumbai, Nagpur, Pune and Pune (rural). In 2004-2005, the Pune VCA placed 442 children in adopted families.  During an interview to explore options for adoption among children affected by HIV/AIDS, the chairperson of this VCA explained that the adoption of affected children has a great amount of scope within the country. She said, however, that “almost no one in India has been coming forward to adopt an HIV-positive orphan”.  She felt that adoption is definitely a better option for children vulnerable to and affected by HIV than institutionalization. (Kapadia Kundu 2005)

For orphans who do not have other community-based alternatives and who would otherwise be sent to institutions, adoption may provide an important option that has, to date, remained uncharted. Of course, safeguards need to be put into place to ensure that the hierarchy of options is maintained, with family based community care being the preferred option for care.  In addition, standards for ensuring the safe and appropriate placement and follow-up of adopted children must be monitored.  CARA as well as the VCAs can play a major role in setting guidelines for adoptive agencies on how to manage children vulnerable to and affected by HIV. (Kapadia Kundu, 2005)

There are organizations working with orphans whose parents have died due to AIDS that have already established links to organizations that facilitate adoption.  Some adoption agencies require certificates that the child is not HIV-positive.  Informal assessments in India suggest that HIV-positive are rarely adopted. (Kapadia Kundu, 2005).  This has also been found to be the case in Central America, where it is also difficult to find those who want to adopt an HIV positive child (UNICEF, ...Caribbean;2005).   
Optimally, the serostatus of orphaned children who are born to an HIV-positive mother would be available at the time that placement for adoption is being sought.  However, the test that is most commonly used to determine whether an infant is HIV-positive is an antibody test, which cannot determine whether the child is, in fact, HIV-positive or whether the child is just carrying maternal antibodies but is HIV-negative.  The antibody test is not accurate until the child is twelve to eighteen months.  The more expensive viral test, PCR, that can determine the HIV status of the infant in the first weeks of life is not widely available in most developing countries, including India.  (Human Rights Watch, 2004). Therefore, the adoption of children who are born to an HIV-positive mother is often delayed until they are at least 18 months old because of the inability to determine the infant’s HIV status.  

SOFOSH (Society of Friends of the Sassoon Hospitals), in Pune, India, was established in 1964 within the premises of one of the large public hospitals in Maharashtra State.  An NGO, its work is spread over a range of activities which include care of destitute and court committed children (up to 5 yrs), adoption, HIV/AIDS care, support and prevention, TB prevention and cure, and a nutrition education and support programme.  The SOFOSH child care center was initiated in the 1970’s when it became impossible to care for abandoned babies in the pediatric wards of the hospital. The children (all under 6 years) are admitted through the Juvenile Welfare Board.  In an interview to explore options for children affected by HIV/AIDS, the director of SOFOSH related that adoption allows a child to find a home and a family. In 2004-2005 they had 75 adoptions, of which 70 children went to Indian homes. They follow up the children for 2 years, after which the adoptive family is supposed to keep them informed on an annual basis. The director explained that there are now more couples willing to adopt HIV affected orphans. She estimates that they have placed about 65 HIV affected children into adoptive homes in the past 3-4 years.  (Kapadia Kundu, 2005)

The director of SOFOSH told of the case of four siblings who were orphaned when both their parents died as a result of AIDS. Only the youngest sibling was HIV positive. The oldest child was 17 years old and worked as a canteen boy to support his three siblings. SOFOSH placed two siblings together in adoption with one family. The 17 year old refused to go for adoption and the youngest is at an institution. It was not possible for the 17 year old boy to look after three younger siblings. In such cases, it is very complicated and almost impossible to keep all siblings together. 

*Residential Approaches - Group Homes, Institutional care, Orphanages, Residential Schools 
As defined by David Tolfree, in Facing the Crisis, residential care, institutional care, or orphanages involve “a group living arrangement which normally takes place in a building provided by the organization responsible, with care provided by paid adults who may or may not live on the premises and are not considered as traditional carers within the culture.” He explains that the term “orphanage” is not representative, since in practice these facilities often admit many children who are not actually orphans. (Tolfree, 2005)   
There are multiple types of residential care in India.  Some are institutional; some are modeled after family care.  Some are temporary; others are permanent.  Some provide quality care; others do not.  Some residential care facilities do not accept children who are HIV-positive, and some do not even take children who are HIV-negative if their parents were HIV-positive.  A number of “specialized” institutions that provide care only to HIV-positive children or other children affected by HIV/AIDS have recently emerged. 

Traditionally in India, people with leprosy and tuberculosis and other diseases were provided institutional care.  Community-based models to support children affected by HIV/AIDS are still in an early stage of development.  (FHI, 2005).  The rapid assessment in Maharashtra State revealed that, for NGOs and CBOs not working in the area of child welfare, there exists a misconception that institutionalization is the logical next step for an orphaned child and is in the best interest of the child . The assessment also reports that often parents with HIV have the same misconception and that is what they want for their children after their death.  Information on adoption, foster care and community based initiatives is needed, as well as options for alternative types of residential care. 

The tendency to consider residential care as a first response to children orphaned by AIDS might be partially explained by David Tolfree, who writes that in some contexts, “residential forms of care have persisted as the legacy of either the former colonial power or charitable and religious institutions.  Donors and other organizations are also drawn to residential care because it offers tangible, visible responses to the needs of ‘disadvantaged’ or ‘orphaned children’.  These well-meant but misguided interventions seek to provide a simple answer to a complex issue, with a response that is more readily understood than more appropriate, but perhaps more complex, family-and community-based responses.”  (Tolfree, 2005) 

The Framework for the Protection, Care and Support of Orphans and Vulnerable Children Living in a World with HIV and AIDS represents extensive experience providing support to children affected by HIV/AIDS, especially in Africa.  The first two key strategies endorsed within the Framework involve strengthening family and community support to children.  It is generally accepted that orphanages are not appropriate as a first-line response to the AIDS crisis.  The Framework points out that “While building more orphanages, children’s villages, or other group residential facilities would seem a possible response to caring for the growing number of orphans, this strategy is not a viable solution.”  In general, care provided in institutional settings such as orphanages often fails to meet both the developmental and long-term needs of children.  In addition, where the extended family and community are the primary social safety nets, removing children from their communities greatly increases their long-term vulnerability.  Orphanages are also usually the most expensive option for providing care, especially when compared to providing direct assistance to existing family and community structures.  (UNICEF, Framework)

For children without parental care, there are often options for family-based care, such as fostering and adoption.  However, there are also children who do not have access to family-based care.  For those children, residential care is necessary.  In Africa, alternatives to traditional orphanages continue to evolve in response to the massive number of orphans left behind by the AIDS epidemic. Some institutions provide temporary shelter and protection for children with no family- or community-based options while trying to identify or support families of origin or other community-based foster care. Some institutions have been transformed into community-based resource centers that help families continue to support children within the community. Such centers provide daycare for parents or foster parents who need relief, support groups, counseling, temporary medical care for HIV-infected children, training in parenting skills, and skill training programs for older children. In addition, there has been an increase in facility-based care for children living with HIV/AIDS.   (USAID, Project Profiles) 
As different approaches to caring for children affected by HIV/AIDS are considered in India, a continuing question that arises is how to determine when institutional care versus community care is appropriate. This reflects an ongoing struggle that has long been the center of debate in high prevalence countries in Africa, as well as in other regions affected by HIV/AIDS.  There is no clear answer to this question.  Even within institutions and community approaches there is great deal of variation. There are multiple types of approaches that are based in an “institution” and there are multiple variations of “community” approaches.  There is a continuum between that which is typically defined as the classic large-scale orphanage and the community development approach to supporting families who care for children affected by HIV/AIDS in their homes.  Within the continuum, innumerable variations exist even among the “same” models of care.  They vary with regard to many of the factors that have a significant influence on the well-being of the children in their care.  These factors include the number of children living together; the staff to child ratio; consistency of care; support to the emotional, cognitive and developmental growth of the children; whether siblings are separated; protection from abuse and exploitation; and the degree to which standards are met and maintained.   
A study supported by UNICEF/India examined different types of residential settings for children without parental care in India, including: large government run facilities; small facilities; facilities specifically for HIV-positive children; and residential schools.  The number of facilities varies in different states, as does their size.  The largest institutions had up to 600 children; the smallest accommodated 15 to 20 children.  The researchers explain that “institutional care implies a structured living environment for many children in the care of a few staff.  It is not a response that understands the development of the child or facilitates it; but it is the commonest response that exists, and at times the only option available to a child.”  They found that the institutions are generally built away from communities.  Children living in the institutions are not prepared for the future and for life in the community.  (Bhagat et al, 2005)

Large institutions are mostly run by the government.  Generally, there is a low staff to child ratio.  Costs of caring for children in these institutions are high.  The researchers point out that “however many institutions are built, it is not possible to have institutional placement for all the children”.  They observed that “care is custodial and restrictive.  The individuality of the child and his or her needs are neglected. The child has hardly any avenues of exploring creativity, problem solving, and leadership.  The child does not have any role models, mentors or attachment figures. …Psychosocial interventions are lacking and there is no effort to address the loss due to HIV/AIDS. “  Pre-defined quality assurance standards do not exist within the larger institutions that were included in the study.  The researchers found there to be low accountability and no on-going process of monitoring the quality of care within the institution.  (Bhagat et al, 2005) 

The smaller facilities that were included in the study generally had 30 to 100 children and were often run by NGOs.  They were of varying quality and set up with varying objectives, often by a charismatic leader. The study observed that “most of these homes start up with a small population of children and gradually grow beyond their infrastructure and resources….most NGO run homes are starved for resources and this leads to decreasing levels of care and also using children as fund raising advocates…most of these homes have more children than the space they can provide for.”  They also found that siblings were usually separated in the institutions.  Most of the facilities were for either boys or girls, so that the possibility of placing siblings together is automatically ruled out when siblings were of both genders. Even when siblings were together in the institution, there “is no avenue for the relationship to be acknowledged and the dyad or the family unit to be acknowledged”.  Within these facilities, they found “significant burnout among the staff.  The stigma, low salaries, lack of clear policy and lack of training all contributes to the burn out.  But the most significant reason for burnout is a sense of helplessness that is provoked by the nature of unsupervised and under resourced work.  This leads to high staff turnover.” (Bhagat et al, 2005)  

The strengths of the small NGO-run institutions included the fact that they were mostly community based.  They were also found to be better than large government institutions in attending to the needs of the children.  Children were less likely to be exploited or abused.  The researchers concluded that this type of institution has the potential to provide child-centered care for children, especially if adequate resources are provided, along with capacity building of staff.  (Bhagat et al, 2005)

Among the facilities that accepted children who are HIV-positive, in the majority of them, “children were not informed about their positive status.  At the same time no explanation was given to them as to why they were being examined by doctors every week or why they were sharing living space with a hospital.  Whenever children become unwell, they were sent to a sick room.  The sick room in most homes was desolate and bare. There was no emotional support for the children when they were unwell.” (Bhagat et al, 2005) 
Options for children who are HIV-positive are generally more limited than those for children who are HIV-negative.  Orphanages and other residential facilities may refuse to accept these children due to stigma, fear, and lack of information and resources to be able to provide care for children living with HIV/AIDS. 

St Catherine’s Home, in Maharashtra, India, was initiated in 1996 when Sister Shanti, a trained nurse who worked in a maternity hospital, was unable to find any place that was willing to provide care to a two year old HIV-positive girl, the daughter of a young sex worker.  Initially, Sr Shanti was scared too. She had absolutely no idea how to care for children living with HIV. She says, on the first night, she kept the two year old girl to sleep on a mattress in her room. The child started crying at night. Sr Shanti took the child in her own bed. That night all her fears vanished.  She visited many hospitals in 1996-1997 to understand how to address the special needs of HIV positive children. She says she received the same response at all the hospitals – “Why are you wasting your time.” So she started on her own. She said she stopped taking the children to hospital and instead set up her own care unit within the premises with a pediatrician who visits the home thrice a week. (Kapadia-Kundu, 2005)

In Cambodia, NXXX has a number of group homes specifically for children affected by HIV/AIDS, which were also initiated as a response to their experience seeking a placement for an HIV-positive child:  A woman who was HIV-positive and had a five year old boy who was also HIV-positive re-married after the death of her husband.  Her new husband threatened to throw out the child from the home after three days. NXXX could not find any orphanage willing to take the child.  They went to the home of the child anyway after three days, but the child had already been thrown out.  Nobody knew where the child was and they were not able to find him.  NXXX decided that this could not happen again.  That is when they opened their first group home.
Naz India operates a residential facility in which it provides care for HIV-positive children and a small number of HIV-positive women “who don’t have anyplace to go or their families have rejected them.”   The organization originally provided short term care for ten people and long-term care for ten others.  The need for long-term care kept growing, so they decided to focus on that because they found that other care homes provide for short-term needs and for adults “… children had no other option…so we narrowed it down to just children.”  They currently care for twenty-two children and are preparing to receive six more children from another state in India.  The children come from Delhi and from four other states spread throughout India.  


The children staying at Naz have no other support system. They are completely dependent on Naz.  They range from 3 months to 12 years old.  The children live with Naz “as long as their life span”.  There is no age limit; “they don’t have anyplace else…We want to do adoption but with positive children, there are not many people who come forward and want to take them.” 

Of the 22 children, approximately half are receiving ARV treatment.  Most get the ARV from the government program, but, for those who need it, the NGO supplements the medication.  Naz also provides medication for opportunistic infections, which are not generally available from the government.   The children are not told they are HIV-positive.


Maintaining funding for the facility is a constant struggle.  Various donors have provided funding for a few years at a time.  At one point, they were unable to pay the care workers.    “They had been here since the beginning but funding problems….  We had to take a hard decision and had to ask them to leave.”  Naz subsequently made arrangements with the HIV-positive women who were staying at the facility to take on some of the care giving responsibilities. They give these caregivers salaries, and they provide training.

Naz receives some funds from “friends and well-wishers”; they have some corporate donations; and the NGO is able to generate resources through training activities. However, funding is “a never ending struggle….  We are trying to build our corpus and use the interest from the corpus so we are self-sustaining and don’t have to depend on other funds…. But that will take some time.  We need huge amounts.”  

Group homes:

Group homes offer an alternative model of care that avoids some of the pitfalls of institutional care, while providing an option for children who do not have other options within the community. It can, theoretically, provide children with the care of loving and protective adults, and relationships to other children that can resemble that of the relationship to siblings.  Biological siblings often remain together.  The caregiver is provided support, including salary, shelter, food, education, etc.  She is provided oversight and training.  She is, however, a paid employee. Her presence and commitment rests on the continuation of her salary and on her personal commitment not to leave her job as “mother”.  The maintenance of the group home relies on the continued presence of the organization that initiates and supports it.  In the case of SOS Children’s Villages of India, described below, the organization has been involved in this type of work for forty years.   However, other group homes that have been initiated by project funds or other shorter-term funding may not be able to provide such long-term continued financial support and oversight.
Group homes that are supported by organizations, as is also the case of institutions such as orphanages, are apprehensive about caring for HIV-positive children.  They are uninformed about the medical needs of the children, the cost of caring for them, resources that are available to help them provide the care, or other additional responsibilities that caring for a child who is HIV-positive might entail.  In addition, they are likely to share some of the same misconceptions and fears about HIV/AIDS that is found in the general population.  A concerted attempt to provide information and support to institutions and institutionally run group homes could potentially result in the integration of HIV-positive children within these existing models of care.  It is an approach that has been explored in countries in Africa.  For example, the Lea Toto program in Kenya utilized skills gained from their work with caregivers of HIV-positive children in Nairobi slums, combined with the skills brought to the effort by the orphanage with which they partnered, to provide information and support to other orphanages. These orphanages were thus better prepared to care for HIV-positive children.  The ICC-HOSEA project in Cambodia has also provided HIV/AIDS related training to alternative care facilities with the goal of increasing the likelihood that they would integrate HIV-positive children into their facilities.   

SOS Children’s Villages of India is part of an international network of villages throughout the world.  In India, they support approximately 36 children’s villages.  Each village consists of approximately 140-160 children living in family-style houses, with 8-10 children per house.  Generally, children are under five years old when they come to SOS, but they take children up to seven or eight, and, because they do not separate siblings, they will take the older siblings as well.  Children of all age groups live together in the group homes.   The children are cared for by a “mother” living in each group house with the children.  They receive a salary from SOS Children’s Villages.  Caregivers are trained for two years before becoming a house mother, and they participate in a refresher course every year. They are all women. Generally, they are women who don’t have their own offspring.  If they do, biological children do not live with them in the group home.  They are women who need help… widowed, divorced [and include] those who are poor and do not get married.   Turnover of caregivers is low.  A director and counselors also live in each village.

SOS administrators point out that this model of care is not institutional care, rather it is family-based care that has institutional support for fund raising, training, etc.   “Our children have families.  They have a family who they can call their own.  They have a name...they have an identity…The ‘mother’ provides emotional anchoring for the child. She is not a biological mother, but she is doing the parenting.”
Children cared for by SOS are abandoned or totally orphaned children.  The parents cannot be traced. Therefore, they do not know how many, if any, of the children had parents who were HIV-positive.   After SOS becomes the legal guardian, they test the child for HIV/AIDS.  Approximately 5-6 of their children are HIV-positive.  These children have been sent to institutions that specifically care for children living with HIV/AIDS.  Some are in Delhi; the others are in Chennai.  SOS continues to pay for their care at these institutions.   SOS administrators do not feel that the organization can care for HIV-positive children within their current group homes.  They are considering the possibility of setting up a special group home for children who are HIV-positive in a new village that they have initiated where there are currently specialized group homes that care for mentally and physically challenged children.  In the specialized homes, there are more caregivers and less children. In the other group homes, the “mother” already cares for 8-10 children who all come from vulnerable backgrounds.  The SOS administrators believe that taking care of an HIV-positive child would add too much to her current responsibilities for the other children.   “We cannot ask her to look after a child with special needs”.

One of the children from SOS Children’s Villages of India was sent to an orphanage that cares exclusively for HIV-positive children after he was found to be HIV-positive.  He had been in one of the group homes for four years.  His “mother” continues to visit him in the orphanage and hopes that he will be cured and come back to her family. 

Resources are not currently available to organizations such as SOS Children’s Villages of India to provide them with the information and support they need to be willing and to be able to provide care for children who are HIV-positive.  Such support has the potential to “open the doors” of group homes and other alternative care facilities to these children.  For organizations such as SOS Children’s Villages, which is committed to caring for their children, whether or not they are HIV-positive, there may be alternatives other than separating the children in special facilities or sending them to different organizations that have more experience providing the necessary care.  Below is the example from ICC-HOSEA in Cambodia whereby care facility staff were provided training in order to increase the facilities’ ability to provide care for children affected by HIV/AIDS, including those who are HIV-positive.  

In 2001, ICC-HOSEA in Cambodia, conducted a survey of 65 facilities to identify the “felt needs” of these facilities. Most respondents were aware of the increase of HIV/AIDS and were aware that there would be increasing numbers of orphans as a result.  Five of the 65 were caring for children infected or affected by HIV/AIDS.  The rest said they “would open their arms to accept the children if we had some training. We are frightened...do not know how to deal with these children…how to mix with other children….” .  As a result, ICC-HOSEA began a training program for caregivers.  They conducted one in 2003 and one in 2004.  In 2005 they conducted a refresher course.  The course is five months long (two days per month) and includes the following modules:  basic education about HIV/AIDS ; basic health information, such as good nutrition and hygiene; ARV; opportunistic infections; visits to the hospice for hands-on experience: child mental health, which is taught be a Khmer psychologist and includes bereavement counseling; and caring for caregivers, which includes training by art therapists.  Participants are provided ongoing supervision and support from ICC-HOSEA and from within their own organizations.  

Example of the impact of the training:  At the beginning of the course, one of the participants explained that she was afraid because she was caring for a boy who was HIV-positive.  It was raining, the boy had a cut, his blood had dripped on the ground, and the caregiver was afraid because she was standing in a puddle of water into which the blood had dripped.  At the end of the course, in one of the drawing sessions, she drew a picture in which she was taking all of the children swimming at the beach.  Her attitude toward children who are HIV-positive underwent a significant transformation - “Quite a life change” 

Residential schools:  

As part of its assessment of institutional care for children affected by HIV/AIDS, the research supported by UNICEF/India included a review of the potential role of residential schools as an alternative to other types of residential care. (Bhagat et al, 2005) This is an important option to examine, both for children who do not have parental care and for children whose familial care is weakened by the impact of HIV/AIDS.  For children who do have families – either nuclear or extended – that are increasingly vulnerable due to HIV/AIDS, residential schools offer an important respite.  Support to attend residential school might provide necessary relief to families for whom resources (emotional resources, as well as financial) are severely strained under the impact of HIV/AIDS.  Thus, children who are at risk of falling through the safety net provided by families might receive temporary shelter, nutrition, and education, while maintaining their relationships with family and community during the school vacation periods.  

The study’s researchers, Dr. Bhagat and Ratna Golaknath, reported that residential school care was the preferred option for the children, as expressed by mothers living with HIV/AIDS.  They found that mainstream residential schools had a good geographical spread.  In addition, children receiving care in a school environment are less likely to label themselves or to be labeled by society than if they are in an orphanage. In residential schools, protection of the child is often better than in other types of institutions.  The schools have a better monitoring system than do other types of facilities.  On the other hand, limitations of residential school care include the fact that there are no interventions that provide psychosocial support to children affected by HIV/AIDS and no systems for addressing specific issues related to HIV infection among students, such as disclosure and access to voluntary counseling and testing.  A major barrier to residential school attendance for children affected by HIV/AIDS is the fact that placements are limited and expensive and children who are HIV-positive are likely to be excluded from acceptance into the schools.  (Bhagat et al, 2005) 
***Integrating children affected by HIV/AIDS into broader community initiatives

Community development efforts have long been mobilizing community action around issues of importance to the community in India, as well as in other countries where the impact of HIV/AIDS has recently begun to surface.  There is a great deal of potential for these efforts to also begin to recognize and to respond to issues faced by children and their families who are affected by HIV/AIDS. There are many community level NGOs that are already providing support to people living with HIV/AIDS and their families, but they do not label their efforts as such and they are not HIV/AIDS-funded efforts.  These include development organizations and other sector-specific organizations such as health, education, agriculture that are working within the community.  Dr. Kapadia Kundu, in describing the results of the assessment in Maharashtra state, has referred to these as “invisible initiatives”.  There is a great deal of potential for these NGOs and CBOs to provide support to children and families affected by HIV/AIDS as part of their ongoing activities.  There are multiple ways that they might contribute to these efforts, including: mobilizing community resources to provide material support; facilitating links with government schemes to access government support such as widows pensions, foster care grants, subsidized food; identification and protection of children living outside of their parental home; arbitrating inheritance disputes that arise as a result of parental death; and influencing increased acceptance and decreased stigma toward people living with HIV/AIDS in the community. 
Movement toward decentralization in India has emphasized the importance of civil society participation.  In 1992, the 73rd and 74th amendments to the Constitution were endorsed, specifying the role of the Panchayati Raj Institutions (PRIs) and their involvement in development projects and schemes in urban and rural areas.  The Gram Sabha, at the level of the village, provides a forum for local involvement in development and governance, as does the Gram Panchayat committee of elected representatives at the local level.  (Dyalchand et al, 2004) Whether the intentions and implementation of this system have been effective in achieving its objectives has been debated within India.  Most likely, the level of functioning varies considerably among the 250,000 Gram Panchayats throughout India.  In fact, the members of the Gram Panchayat and it chief, the Sarpanch, are elected for 5-year terms and, therefore, the functioning of these committees in each village is likely to vary according to the personalities, leadership skills, and incentives of the members at any particular point in time.   These local committees and their leaders may play a role in the mobilization of support to community members living with and affected by HIV/AIDS.  At this point, however, whether the system has the potential to be harnessed to address the impact of HIV/AIDS in the villages remains untested.  
Another system of community involvement that also offers potential for sustainable efforts to address the impact of HIV/AIDS at the local level are development and health committees that have been mobilized in rural villages and urban slums by NGOs.  For example, in 1998, in response to a government of India and WHO research initiative, “Empowering Rural Poor for Better Access to Health Services”, the Institute of Health Management, Pachod (IHMP) established health and development committees in 72 rural villages in one district in the state of Maharashtra and 27 in different slums in Pune city. Each committee has 11 members, including six females and elected members of the Gram Panchayat. (Dyalchand et al, 2004)
 The committees enable active community participation in program design, planning, implementation, monitoring, and supervision of NGO efforts. (Dyalchand et al, 2004). However, even though the committees were initiated with the objective of community involvement in a particular health and development project, they have subsequently become a center for community action regarding other issues that affect the community.  Community action has included advocacy and monitoring related to infrastructure such as roads and electricity; improved linkage and access to government schemes; ensuring service provider accountability by attending and speaking up at government forums; and monitoring, through regular visits, the provision of services by ANM, MPW, school teachers and other community level providers. The committees have organized among themselves to establish a federation and are registering accordingly. They will, therefore, be eligible to apply for funds, including donor funding. 
This type of community based organization has the potential to identify and mobilize ongoing support to families affected by HIV/AIDS.  The IHMP initiated health and development committees in the rural areas have already begun an awareness drive for HIV/AIDS prevention in their villages.  The committees are also already assisting marginalized individuals and families.  They have, for example, demanded and obtained ration cards to ensure access to subsided food for marginalized families in their communities.  Committee members have assisted numerous people during illnesses, often facilitating referrals and arranging transportation.  They have assisted destitute newcomers arriving to their slums.  Committees are also already confronted by and are responding to the impact of HIV/AIDS.  One committee, for example, provided support to an HIV-positive woman who was thrown out of her home by her mother-in-law.  (Dyalchand et al, 2004) Another committee intervened when a family headed by an HIV-positive woman faced discrimination as a result of HIV/AIDS-related stigma among her neighbours.  Again, the potential for these types of community committees to provide ongoing identification and support to children and families affected by HIV/AIDS remains unknown and untapped.  However, if they could be mobilized to address problems facing people living with HIV/AIDS, their support is more likely to result in sustained support than the results of short-term HIV/AIDS related project interventions.  In addition, this type of approach has the potential to cover large areas where the prevalence is relatively low and, therefore, the numbers in each village or slum area is likely to be so few that a project that specifically targets HIV/AIDS may not be feasible.  
***Linking activities for children affected by HIV/AIDS with other HIV/AIDS efforts 

The past few years have witnessed major increases in the scale-up of ARV treatment for people living with HIV/AIDS in many of the low prevalence countries. A recent report shows that two thirds (67%) of those needing ART in 17 countries in the “Region of the Americas” were receiving it, compared with 3% in 31 countries in Africa. Similarly, coverage of prophylaxis against opportunistic infections (cotrimoxazole) among PLWA in the Americas region is around 21%, against 3% in Africa. (USAID et al, 2004) .

 The focus on scaling up AIDS treatment is also occurring in India and Cambodia.   The Global Fund to Fight AIDS, Tuberculosis and Malaria (GFATM) has pledged $240 million for HIV/AIDS programmes in India over the next 5 years, including funds to support Prevention of Parent-To-Child Transmission (PPTCT), HIV-TB co-infection, and Anti-Retroviral Therapy (ART). (NACO, India resolves)  100,000 people are targeted to access anti-retroviral therapy by 2007. (Martin et al, 2004)
While there is also a massive push for increased access to treatment in the higher prevalence countries of East and Southern Africa, the implications for programming are somewhat different than in the lower prevalence countries.  The stage of the epidemic and the stage in responding to the impacts of the disease are far more advanced in the high prevalence countries than the stage at which treatment is being introduced in the lower prevalence countries.  As interventions were being developed and implemented to support people living with AIDS and their children in higher prevalence countries, access to VCT was rare and treatment practically nonexistent.  On the other hand, the impact of AIDS is only recently affecting countries such as India and Cambodia - at the same time that plans are being rolled out to scale up access to VCT and access to treatment.  Interventions to provide support to children and their parents who are affected by HIV/AIDS are in the beginning stage in these countries.  They are being developed and initiated in a context in which access to VCT, ARV and PMTCT is anticipated to be much greater than it was when efforts to support children affected by HIV/AIDS evolved in the higher prevalence countries.  
Without information about the effectiveness of medical interventions, the family continues to seek a cure, spending off savings, selling assets, going into debt. The impact of increased accessibility to treatment for people living with HIV/AIDS and their families goes far beyond improved physical health.  Where information about treatment for AIDS is available and services are accessible, the impact on the economic stability of the household is often significant.  The following is a case example of a patient seeking treatment for AIDS related symptoms from a village in India.  But similar stories are heard throughout the world:  

“Maruti…initially suffered from cough, fever and diarrhea.  He went to a private practitioner in Karad village, the nearest doctor available in the area.  The doctor charges Rs 20.  The bus fare is about Rs5, if the person is too sick to walk down to the main road …In addition to these expenses, they have to pay for the medicines as well:  it adds up to more than a day’s earning for most of them.  Yet, what the villagers get in the name of treatment are some feel-good formulas.  The doctor offers a cure for anything and everything by administering saline at his small clinic which also serves as a nursing home for one to two patients during the day.  With all that glucose injected into them, for a few days they feel good, until the symptoms return.  Maruti and several others like him spend precious savings on getting this treatment.  After a while they go to the district hospitals…not that treatment gets any better here.  In fact, they spend whatever remains of their savings here.  Maruti, too, spent the money he had accumulated over the years:  all of Rs 2,000 ($45). ” (Jain, 2002) 

There are a number of implications for programming to support children affected by HIV/AIDS that are related to the simultaneous increase in access to treatment.  These include conditions under which children affected by HIV/AIDS are identified; the type of support that is needed in cases where treatment is available; approaches to providing that support to them and to their families; and the medical condition of the children and their caregivers that result from treatment.  The following are examples of issues related to care of children that are specifically affected by the increasing access to treatment:    

· The possibility of access to pediatric AIDS treatment increases (though it remains a remote possibility in most low prevalence countries).  Many of the adult treatment sites lack the personnel, the expertise, and appropriate medications to provide pediatric AIDS treatment despite the fact that children are brought to those sites by their parents who are HIV-positive.  Pediatric formulas have not been available for children at the government supported sites in India.  Lesser doses of the adult medication are sometimes provided by giving portions of the adult dosage, including “breaking the pills in half”.  The implications may be medical, as well as logistical.  Management of side effects and adherence to medication are also issues for children who are getting ARV treatment and their caregivers.     

· The identification, or “targeting”, of children whose parents are HIV-positive is facilitated by obtaining referrals from VCT and treatment facilities.  
· Parents who have access to ARV experience improved health and are subsequently better able to care for their children. 
· Household funds are depleted when medical “cures” are sought for infections caused by AIDS.  Increased accessibility of VCT and treatment for AIDS could lead to more accurate information about appropriate medical care.  This could decrease the amount of fruitless and costly attempts by patients and their families to seek (and pay for) ineffective remedies for AIDS related illness.      

· Because access to treatment remains limited to sites that are predominately in major urban areas, long distances are often traveled by people living with HIV/AIDS.  Sometimes they must travel to these sites on a regular basis to continue to obtain medications and medical care. The cost of travel and the cost of paying for treatment result in a significant drain on household finances. During the time they are traveling, they need money to travel and for food and shelter.  While they are traveling or while they are in hospitals or other medical care centers, their children travel with them or they need care while their parent(s) are away from the home.   In addition, when pediatric AIDS treatment is available, it is often provided in different locations than adult AIDS treatment.  This necessitates extra travel and associated costs.  
At NXXX in Cambodia, which provides HIV-related treatment, parents have often traveled long distances to access treatment, especially the families from rural areas that travel to the city. If the children accompany the parent who is sick and the parent is able to take care of them, they stay with the parent in the group home that is supported by the treatment program or in a rented room provided by NXXX.  If the parent is in a hospice or hospital, then the children are placed in a temporary family or in the NXXX center with a family. 

Also in Cambodia is the Buddhist Leadership Initiative (BLI), which is supported by UNICEF and implemented by the Ministry of Cult and Religion.  People are referred by the monks to treatment centers that are often located in other provinces.  However, if they don’t have money to stay in a guest house and for food, they are reluctant to go for treatment.  In some provinces, the Provincial Cult and Religion Ministry has identified pagodas near the treatment centers where they can stay. UNICEF and BLI pay for transport and food for medical treatment. 

· The option of receiving treatment increases incentives for learning one’s serostatus and for disclosure.  The latter is balanced against the stigma that could result from disclosure.  

· As more women participate in PMTCT programs, the number of children who are HIV-positive at birth will decrease.  

· As children and adults receive treatment, they will live longer and healthier lives.  Prevention of HIV/AIDS transmission and family planning interventions for those who are HIV-positive, including HIV-positive children who are growing into adolescence, will become increasingly important.

Family-centered care is imperative.  Due to separate funding streams, or to specific focus and expertise of implementers (ie medical vs social support or spiritual), some interventions target only a specific aspect of care.   Whether implemented by a single organization or by a team working closely with others who are implementing complementary efforts, holistic care is imperative.  However, the challenges that accompany family-centered care are numerous.  NGOs such as Chelsea in Delhi are continuously confronted by these new “challenges”.  For example, there is currently no separate ward for children at Chelsea.  Another growing problem that they face is the care of children when their parent is in the clinic due to illness; many of the children have no adult supervision or protection when their parent is in hospital or care centers.  When this is the case, parents are reluctant to seek the care they need because they feel they cannot leave their children behind.   Care providers argue that the well-being of both the HIV-positive parents and their children will result in improved health and more effective treatment if parents and children are both provided with the necessary care – medical for the adult and psychosocial for the child.  There is also the potential that during the interim period, when the children are in short term shelters provided in conjunction with care centers, NGOs would have an opportunity to assess and intervene with the children (and their family) who are most affected by the impact of HIV/AIDS.  This might involve assessing and planning for ongoing support related to medical care, education, psychosocial support, and even succession planning to help the family plan for the future of their children should the parents die as a result of HIV/AIDS.  The situation for families of patients receiving treatment is explained by the directors of Chelsea: “We are getting mother, father, and child.  Where will the child go?...we are looking for short term home…when the parent is admitted, who looks after the HIV-negative child? ..…When parents are ill, parents need medication…the parents won’t go for medication because they don’t want to leave their children.  ..[We] need extension of the care home …”
*Home Based Care

Throughout Africa, various types of home-based care interventions have been initiated by community groups, NGOs, faith-based organizations, and government departments.  They are funded by private and public donors, in addition to government funds.  After years of experience with various models of providing care to people living with HIV/AIDS and their families, lessons are being learned and documented from these activities in Africa.  With the recent increase in the focus of donors and government on providing care to people living with HIV/AIDS in low prevalence countries, it makes sense to learn from the experience of the higher prevalence countries where the epidemic and the response is more mature.  Home-based care programs for people living with HIV/AIDS are in an early stage of development in India.  There is, therefore, the opportunity to begin with a relatively “clean slate” – learning lessons from previous experiences in Africa; incorporating (with modification) those lessons that can be translated into the Asian context in program planning and implementation; and then continuing to learn and document lessons based on their implementation in Asia.   There is a long history in India of providing care to people who suffer from long-term or terminal illness.  This experience should also be incorporated into the body of knowledge and experience that provides a basis upon which to build in providing care to people living with HIV/AIDS within their communities.  There is currently a dearth of documentation and analysis in India, as well as in other low prevalence countries, on lessons to guide programming on home based care, including care for children affected by HIV/AIDS.
In Africa, many of the home based care interventions that provide medical and/or psychosocial support to people living with HIV/AIDS are implemented separately from those that support children affected by HIV/AIDS.  There are several reasons for the separation of these efforts.  Sometimes the funding agency includes a mandate to focus on a particular type of intervention for a particular type of population.  For example, “OVC funds” are sometimes provided specifically for children, and home-based care for adults is not an allowable use of those funds.  Sometimes home-based care programs are initiated by professionals with a medical background who do not have the skills or focus that working with children affected by HIV/AIDS would entail. 
Southern African AIDS Trust (SAT), a regional project based in Zimbabwe, has examined various factors related to the integration of support for children affected by HIV/AIDS and home-based care programs.  The report explains:  “Today, there are many programmes in place that cater separately for people needing home based care, and children affected by HIV and AIDS.  Such divisions, however, make little sense for families and communities trying to provide care for both groups.  This has led to a growing interest in integrating responses in order to create more holistic and comprehensive programmes that address all these people’s needs.” (SAT, 2004)  
One NGO in Cambodia began its programs with home-based care for people living with HIV/AIDS but was soon confronted by the need for support among the children in the households.  “So we had to address it.  But we are not sure that we are providing quality care to the orphans and other vulnerable children.  So we decided we need comprehensive care.”    The NGO hired a separate staff to work with the children identified in the home based care programs  “...because it seemed like overload to the home based care team.” 

A different Cambodian NGO had tried to separate home-based care from care to children affected by HIV/AIDS.  They found it to be an artificial separation.  “We..help them as a family. We do not separate them...makes it more complicated. “    However, in the case of this NGO, their home based care teams generally focus on the social needs of the beneficiary family.  Medical care is provided by the health care staff from the public health service. These health care providers work with the NGO on a part-time basis.  Thus, when issues related to health care arise, the home care teams can refer beneficiaries to the health service. 

In their review, SAT found that, in Africa, home based care initiatives varied in terms of both the way they are organized and the types of care and support that they provide. “Some mainly focus on providing social, spiritual, and support services, together with some basic nursing care, such as bathing and treating sores.  Other initiatives provide more comprehensive medical services, including the dispensing of antiretrovirals and other drugs to treat and prevent opportunistic infections”.  Overall, however, they conclude that integrated initiatives have the potential to improve the effectiveness of organizations to provide support to sick adults and children, affected children, and their caregivers.  This type of approach responds to the fact that children are affected by HIV/AIDS long before the death of the parent, and that home based caregivers are in a position to recognize and address the needs of these children.  
Integrated approaches can take many forms, each with specific advantages, disadvantages, challenges that need to be met, and barriers that need to be overcome:

· Both types of activities may be provided by a single organization:

· By a single team of staff members who provide both care and support to those who are ill and also support to children in the households;

· By separate staff members or separate teams of staff members who coordinate their activities, but work specifically either with people living with HIV/AIDS OR children in the households

· Different organizations may provide either care and support to people living with HIV/AIDS or support to children in the household.  They coordinate their work by making joint visits to households; meet regularly to coordinate care provided to the same households; share information and make referrals to each other so that the beneficiaries receive comprehensive care that is not overlapping. 

The home-based care teams supported by GXXX/Cambodia include volunteers (some of whom are people living with HIV/AIDS), staff, and health center personnel.  Within the team, some members focus on care to people living with HIV/AIDS, and others focus on children in the households. After working with the beneficiary family, they share information and feedback with each other and coordinate referrals. All team members are trained together so that they have some flexibility in providing more holistic support to the family, rather than being confined to solely providing support to either children or people living with HIV/AIDS. 

There are positive and also negative factors that result when home based care efforts are combined with those that focus on children.  And there are positive and negative factors resulting from an approach that separates the activities.  Whatever decision is made by the implementing organization(s) must take into account the balance between these factors.   A flexible approach will enable the project to seek feedback based on its experience and to respond to regular input from staff, volunteers and beneficiaries.  Lessons must be sought and incorporated into ongoing efforts so that they reflect optimal programming within the particular context in which they are operating.  
Programming that links ongoing support to children and their families with HIV/AIDS interventions that include home based care are in their infancy in India.  Various approaches have been initiated.  Little has been written to document the advantages and disadvantages of these varied approaches or to share lessons learned in the process of implementing these emerging efforts to support children affected by HIV/AIDS.  The PCI Pathway and Bridges projects in Pune, India, provide an example of one such approach that links an HIV/AIDS home based care intervention with an intervention that includes a focus on children affected by HIV/AIDS.  In addition, though the projects overlap in three areas of intervention, they do not overlap in others. One of the advantages that has emerged where the projects are working together in the same communities is that the home-based care staff is able to identify beneficiaries who are HIV positive and refer families with children to the Bridges project. Thus, it has been relatively easy for the home-based care project to identify people living with HIV/AIDS who live in the target areas where the project overlaps.  However, it has been extremely difficult to identify children affected by HIV/AIDS in the areas where there is no HIV/AIDS testing or home-based care. On the other hand, because there is such a great deal of stigma associated with HIV/AIDS in India, some people living with HIV/AIDS are reluctant to receive home-based care from the organization  that is known to the community as a project associated with HIV/AIDS. In those cases, people living with HIV/AIDS have preferred to receive home based care from the sister-project that provides support to children because it is not associated with the disease or the stigma attached to it.   
DXXX/Cambodia provides home based care to people living with HIV/AIDS and also support to children affected by HIV/AIDS.  Originally, these were implemented separately.  DXXX found that they involved different specialties.  For example, there is a difference between caregivers who provide child counseling and those who provide adult counseling.  The programs were implemented separately for three years. Last year they decided to try to combine the activities.  DXXX explain that the reason they decided to combine them is that they found that when the workers were from different programs, they only talked with the children if they were from the “OVC program” or the workers talked exclusively to the adults if they were from the home based care program.  However, the biggest concern of the parent living with HIV/AIDS was “who will take care of my child?” DXXX’s decision was that it is better to provide service for the whole family.  


Some difficulties arose when they integrated both types of activities into one. The home-based care staff generally had medical backgrounds, while the staff working with children had psychology backgrounds.  When the projects were combined, the staff became responsible for both the medical and the psychosocial support but did not have the technical capacity to do both.  DXXX provided the necessary training, but it was a difficult transition.  The organization could not afford the cost of supporting two people to go to the home of each family.  Another problem that arose was that when they changed to the combined way of providing service, it did not work well to ask the older woman who generally provided care and support to the people who are ill to also facilitate the group for children.  “When we change it, we ask old woman to facilitate this group. It is not so well.  .. Some young volunteers we recruit to take care of the patient. It is not as good as training old person to take care of patients…Maybe we will bring in young volunteer to help with play groups.”  Thus DXXX decided to continue to support some separate activities that include youth advocates and play groups specifically focusing on children.   

   *Prevention of Mother to Child Transmission Interventions: 
As PMTCT is being scaled up in India and in other low prevalence countries, its implementation offers the opportunity to also provide identification and care of HIV-positive infants, as well as ongoing support to families affected by HIV/AIDS in the community.  Beyond providing the necessary medications, there are currently varying degrees of ongoing care and support provided to the mother and her family.  For example, in the state of Tamilnadu in India there be will be around 300 PMTCT centers by the end of 2005.  After a woman and her baby receive medication for PMTCT, it is necessary to wait until the baby is 18 months in order to confirm the HIV status of the child, using standard testing procedures; PCR is not available.  Therefore, 18 month tracing ability is needed for babies whose mother has been involved in PMTCT.  This is currently a gap in programming resources.  The possibility of increasing access to PCR to those babies whose mothers participate in PMTCT treatment holds potential for the improved care of babies during their first year and a half.  Dr. P. Manorama, who conducted an assessment in Tamilnadu pointed out that NACO and the State AIDS Societies have the potential to integrate the needs of children affected by and vulnerable into current programming.  However, at this time, support to children affected by HIV/AIDS beyond the interventions to prevent mother-to-child transmission (PMTCT) is limited. (Manorama, 2005).  
Though scaling up PMTCT programs has become a major focus in countries affected by HIV/AIDS, the availability of the intervention – even in its most basic form - varies widely across low prevalence countries.  In Honduras, the PMTCT program, initiated seven years ago, now covers almost 60% of pregnant women.  PCR is being used to diagnose infection among children and ART is extended to children and parents.  However, in Nicaragua, also in Central America, PMTCT is just beginning and problems are being encountered in expanding services outside of the capital. In Belize, PMTCT is carried out countrywide in all seven districts using rapid tests and providing counseling to pregnant women and Nevirapine to both mother and child.  Physicians and other health specialists there have raised concern about the lack of PCR tests for infants (UNICEF, …Central America; 2005). The five-country UNICEF study in Latin America found that women from remote areas have difficulty accessing services and referral centers were not able to cope with the workload.  They also found that people were reluctant to access AIDS-specific institutions because they were afraid of the stigma that they might encounter as a result.  (UNICEF,..Central America 2005) 
*Care to the HIV-positive child
Stigma and discrimination by health care workers causes some parents and other caregivers to avoid taking the HIV-positive child for medical care.  When they do, they may hide the child’s HIV/AIDS status.  For the same reason, they may refrain from having the child tested.  The director of an NGO in Maharashtra, India, explained:  “When doctors refuse to treat the infection, this creates a situation in which the kids are always ill, so they have to cope with this and others can see it, including the other kids in school.  And kids can be so cruel.  Take a skin infection – all it needs is very basic attention….Visible, untreated disease, in addition to causing physical suffering and a shorter lifespan, may mark children as HIV-positive, thus increasing their exposure to other forms of discrimination in their families, schools, and communities.”   (Human Rights Watch, 2003)  
As ARV is being scaled up for adults, the way that pediatric AIDS treatment is being addressed varies by location and by implementing organization.  In Cambodia, in order to implement pediatric AIDS treatment, hospitals that had potential to initiate pediatric AIDS were identified, as were medical doctors or medical assistants from pediatric wards. The latter were sent to Bangkok for training for two weeks on pediatric ARV treatment and treatment for opportunistic infections.  A curriculum for pediatric treatment of opportunistic infections and ARV treatment is currently being finalized.  (FHI/Cambodia).  Also in Cambodia, family centered ARV treatment has begun to provide a family based approach to AIDS care, thus addressing a number of issues that have been identified in the process of providing treatment to adults, including: 
· When only the adults in a family receive medication, the drugs are sometimes shared with other family members;

· When parents are already required to travel long distances to obtain their medications, if their children are treated in a different location, the extra travel requirements may be prohibitive.  These include both the time and financial costs involved in the travel itself, as well as the challenge of finding a place to stay when they get to the clinic.  Travel requirements also have implications for the care of other children in the family who must either travel with their parents or be left in their village alone or with alternative caregivers.  
The importance of a family centered approach has also been recognized in India, though its implementation remains limited.  According to Dr. Suniti Solomon of YRG Care in Chennai, “When we think of the care and protection of children, we must think of their parents and not let children become orphans.  We should focus on the family as a unit rather than the child, mother, father separately, so that we can treat both parents if they are positive along with the child.  So we keep the whole family going.  I think that’s the most important thing….Especially for a disease like this one-it’s so stigmatized and discriminated against.” (Human Rights Watch, 2004)

***Addressing Fundamental Needs of Beneficiaries    


Within the spectrum of interventions, there are innumerable variations with regard to the type of approach used to provide care to children affected by HIV/AIDS and their families.  Most, if not all, struggle with similar challenges in providing for the fundamental needs of beneficiaries.  Many have experimented and learned lessons that have contributed to innovative ways of providing for these needs, with varying degrees of effectiveness, efficiency, and the potential to maintain long-term support.  Some of the needs among their beneficiaries that will continue to confront programmers include:  food security and nutrition support; education, short and long-term economic stability; HIV/AIDS prevention; protection; and the need for psychosocial support.  
*Food Security and Nutrition
There are many reasons that children coming from AIDS affected households may be malnourished.  Identifying the specific cause(s) informs the planning of appropriate interventions.  The following may be contributing factors to lack of food and/or poor nutrition among children affected by HIV/AIDS: 
· Poverty  - not enough money to buy food.  The impact of AIDS often exacerbates poverty in households that may already have been poor.  Loss of income may be the direct result of AIDS if illness leads to loss of work of a wage earner; a caregiver to the person living with AIDS may stop working due to increased caregiving responsibilities; a job may be lost due to discrimination against persons living with HIV/AIDS; and/or there may be increased expenses, such as medical expenses, that are  linked to HIV/AIDS.  One administrator of an intervention in Delhi explained:  Most of the beneficiaries are poor.  “99% are from even where rickshaws don’t go.” 

· Lack of information – lack of knowledge about how to optimize use of the local foods that are available or how to grow their own food where possible.   Training is often used in programs such as maternal and child health interventions to teach beneficiaries to combine local foods to maximize protein and nutritional content.  For those who have the land and labor resources, kitchen gardens have been used to improve nutritional content of the household food supply.  
· Lack of adult care and supervision – adults who assure that children are getting proper nutrition may be unavailable.  Reasons for the lack of care and supervision by a primary caregiver may be due to the death of a parent; parental illness; and increased caregiving responsibilities of the primary caregiver.   

Community-level interventions working with families affected by HIV/AIDS regularly confront the need for food among their beneficiaries.  In fact, many NGOs identify beneficiaries through facilities that provide medication to people living with HIV/AIDS.  Food that must be taken with these medications is often not available to the patients and their families.  

The majority of AIRD beneficiaries who are receiving ARV treatment are unable to fulfill the need for nutritious food.  They can barely arrange for two square meals a day.  AIRD provides Health Mix, a nutritious cereal mixture, to 12 HIV-positive children and 35 other children. Every month 2kg of the cereal is provided which costs Rs. 10 per packet. The project also provides SWIS PRO, a protein rich health drink which costs Rs 100 for 200 gms. The recipients eligible for the health drink are determined by the medical staff.  Though the NGO provides supplementary nutrition, it is not sufficient to meet the needs of its beneficiaries.  In addition, NGO staff help to link project beneficiaries with government schemes, such as the Tamil Nadu Integrated Nutrition program (TNINP), which provides supplementary nutrition to pregnant mothers and children. Migrants to the area, however, are unable to access certain government benefits.  The project also provides health education to the community on locally available food material.

Pathway provides home-based care to people living with HIV/AIDS in Pune, India.  Food baskets are given to those who are certified by the medical staff to need the nutritional support based on criteria such as severe weight loss and low CD level. Knowing that the food is likely to be shared with other family members, the allotment takes into consideration the size of the family.  “A mother or widow will never take all the food for herself.”   Food availability is limited and is expected to be given to a person living with HIV/AIDS only until they gain weight and no longer are in need.  However, it is difficult to terminate nutritional support once it has been provided.  Pathway staff struggle with this issue.

The following are some of the questions that program implementers struggle with:
· Should short-term food packages be provided as a form of “crisis intervention”?  If so,
· How to determine who among those in need should receive the food packages?

·    For how long should food be provided? How and when should the food packages be discontinued in order to make them available for other people?
·    How to provide food packages without fostering dependency on this time-limited support?

· How much food should be given? Enough for the person living with HIV/AIDS? For the child affected by HIV/AIDS? For other family members?

· Whether or not – and how – to monitor that the food actually goes to the intended beneficiary?

· How to provide food to individual families in a context where a large proportion of the general population are also in need of food, without causing stigma, resentment, and reverse incentives? 
· Should income generating activities be supported to address the long-term need for money and for food (and medical care, education, etc)? 
If so:  

· What types of income generating activities are most effective, considering the economic environment and market opportunities that are available and feasible? 

· Does the NGO have the capacity – financial and technical – to implement income generating activities?

· Will increased income in the household lead to improved nutrition (and health and education, etc) of the children in the household who are affected by HIV/AIDS?  
Community Development Approach: IHMP takes a development approach to achieving improved maternal and child health in X slums in Pune, India.  They rely on an equal relationship with the communities in which they work.  “We do not give food.  If we did, then it would change our relationship with the community.”   The NGO has facilitated the development of active community committees within each of the slum areas in which they are working.  In addition, community care workers visit each household on a regular basis to monitor the health of the household.  If someone in the communities is without food, the committees and the care workers identify resources within the community and through their ongoing relationships with existing government schemes, such as ICDS.  The community care workers continue to monitor the situation of the household.  In the meantime, IHMP has identified the primary causes of malnutrition in the community, and have addressed these through regular education and training interventions.  Hence, community members are taught to maximize the use of local foods in order to prepare them to yield optimal nutrition.  Education and training also focuses on intra-household distribution which has been identified as a primary source of poor nutrition within households.  
Handful of Rice:  Women’s self-help groups or government-initiated Development of Women and Children in Rural Areas (DWCRA) groups are involved in saving and micro-credit schemes in villages in Andhra Pradesh.  These self-help groups have started Sarvodaya Patra (Bowl for Holistic Development), facilitated by the Palmyrah Workers Development Society (PWDS), an India HIV/AIDS Alliance lead implementing partner.   Each member contributes a handful of rice every day. The rice is stored in a group-owned pot, and every month it is divided among families with children and young widows affected by HIV/AIDS.  This practice has also been taken up as a model by partner organizations in Tamil Nadu, where it has been adapted to the local context.  Attempts were made to initiate the activity in Delhi without success.   In Delhi, the area of implementation consisted of a high proportion of migrants to the city. The success in collecting contributions from village members may rely on the fact that the people in the village have a long history of knowing each other’s families, which is not the case in many locations within Delhi, where the population is fluid and relationships are more temporary.  

Linking with Government Schemes and FBOs: The Bridges budget does not include support for food distribution.  Instead, the project links eligible beneficiaries with the government scheme, ICDS, which provides early child education and nutritional support to nursing mothers and children under 6 years old.  In addition, Bridges has partnered with faith-based organizations that provide 40 children with food and other material support.   They also help beneficiaries access the government food program for people who are below the poverty line (BPL) so that they can use the government supported ration shop to purchase subsidized food.  

Supporting Children in the Community - Complementary to Orphanage Support: Naz India supports an orphanage in Delhi for children who are HIV-positive.   Naz also supports families affected by HIV/AIDS in the community so that families are able to continue to care for the children and don’t feel compelled to send them to the orphanage for what they perceive to be better care.  However, whereas children in the orphanage are guaranteed regular meals, families in the community are dealing with poverty and “there are families with no food in the house.”  Naz provides supplements of milk, eggs, and fruit to about 40 malnourished children in the community.  They provide the food through local venders, whom they pay to supply the food to the beneficiaries in the community.  If, for example, there are 3 children in the family, they provide enough food for two.  They provide family support for 3-4 months at a stretch.  Although it is not part of the program, “..through our running around and contacts, we’ve got people to donate with ration support.” They also provide dry rations (pulse, sugar, cooking oil, flour) to 10-15 families.  “We had to give in because there were a lot of families who didn’t have a square meal in their home…especially after people started getting ART and they didn’t have necessary food.”    
Food Distribution Related to Program Participation:  Salaam Baalak Trust provides meals to children living on the street.   One of the Salaam Baalak graduates who excelled at cooking obtains food for the children at a cost of 9 Rs per child.  All children at the NGO contact points are provided food.  They give the children food for a week or ten days and then find out if the child is willing to be a part of the program, a requisite to continue to get food from Salaam Baalak.  Otherwise, “the child will be dependent on you… he will use his money for drugs or something else…:” The ultimate goal is to get them off the street through their participation in the programs.  In fact, they need not come to Salaam Baalak just to get food because free food is available to them in Delhi at the temples and elsewhere. On the other hand, Salaam Baalak does provide medical care to all children who are in need, regardless of their participation.    
*Education

Education is critical to a child’s development and, especially in the case of orphans and other children affected by HIV/AIDS, education can provide stability in lives that otherwise may be unstable.  There are many reasons that children may not be in school, including those that are directly related to the impact of HIV/AIDS and those that are not.  Appropriate interventions must respond to the specific reasons keeping children out of school.  Many of the factors keeping children out of school in the low prevalence countries are similar to those in the higher prevalence countries in Africa. Often, parents and caregivers do not have the resources for school related expenses.  In some case, children living in HIV-affected households must care for sick parents, look after siblings, or they must work to compensate for lost income.  In Africa, children made vulnerable by HIV/AIDS have been found to suffer from sporadic attendance and other learning challenges.  Children of HIV-affected families are likely to be malnourished; they often need greater psycho-social support than their school peers; and they frequently face stigma and discrimination at school and in the community.  (Strickland et al, 2003) 
When considering the impact of HIV/AIDS on the education of children, it is important to bear in mind the educational opportunities that are (or are not) available to other children living in the same area.   For example, a UNESCO report released in 2005 revealed that India is home to 34 percent of the world’s illiterate people. A recent study consisted of three surprise visits to 3,700 randomly selected government primary schools, largely in rural areas, in 20 Indian states. The study concluded that, at any time, 25% of the teachers were absent from schools. A 1999 school survey of 188 government primary facilities in northern India revealed that, among teachers,” …the most common complaint is that schools are under-equipped, underfunded, understaffed, and overcrowded. More than half had a leaking roof, 89 percent lacked functioning toilets, and half had no water supply.  Some school buildings were misused as cattle sheds, police camps, teacher residences, or for drying cow-dung cakes.”  (Christian Science Monitor, 2004) 
Studies done in conjunction with the NGO, CHES, and their partners in Tamil Nadu state found a great deal of stigma and discrimination in the communities.  HIV/AIDS affected children were denied school education and health care; they were sometimes not allowed to mingle with the other children. When parents became sick or died as a result of AIDS, children often had to discontinue their studies. They found that children who had been orphaned due to HIV/AID faced a great deal of trauma related to school admissions, lack of materials for studies, and discrimination by their peer groups and relatives. It was a common practice to find that children were admitted into schools without revealing their status. (Manorama, 2005)

Children who are affected by HIV/AIDS have been denied school admission in many places throughout India.  These include children who are HIV-positive, as well as those whose parents are HIV-positive.  In some cases, parents of the other students have pressured the school not to admit the children because they fear that their own children will become infected.  Many HIV-positive children attend school by not revealing that they are, indeed, HIV-positive.  Human Rights Watch (2003) identified the following barriers preventing children affected by HIV/AIDS from attending school: discrimination by teachers and principals who separate them from other students or deny them admission entirely; frequent absences due to opportunistic infections that schools do not tolerate, often because children fear revealing that they are HIV-positive in order to ask for special measures; and the loss of a family wage earner leaving them unable to pay for school related expenses.  Children whose parents are ill as a result of AIDS may also be pulled out of school to work to make up for lost income or to work in their homes, getting water, collecting firewood, cooking, cleaning, washing clothes, caring for an ill parent, and caring for younger children.   (Human Rights Watch, 2004) 

Based on their long-term experience in community development, many of the local implementing partners supported by the India HIV/AIDS Alliance partnership resist fostering donor dependency on provision of material support.  As an alternative, some of the local NGOs have established mechanisms to raise financial or in-kind contributions from community members to support families affected by HIV/AIDS.  Some of these focus on providing education support.  For example, one of the NGOs, CAST, developed a “community ‘adoption’ scheme” to encourage individuals to donate the equivalence of $2.20 per month to support the schooling needs of children affected by HIV/AIDS.  Some give indirectly to affected families, while other give directly after informed consent has been obtained.  CAST also mobilized contributions from local businessmen who donated school uniforms.  A side effect of this activity is that the process led to increased awareness about the situation of people living with HIV/AIDS and their families and decreased discrimination in the community.   
Many NGOs raise funds to provide direct support to children for school related expenses.  However, the number of children who can be reached by this support and the number of years that it is available depend on the levels of fund that can be raised by the NGO.  These types of activities are often limited to a relatively small number of children for a limited time period.    
AIRD, one of the local implementing partners under the India HIV/AIDS Alliance, provides school uniforms, note books and school fees in some cases. The cost varies from Rs. 500 to Rs. 800 per child. Eighty-five children have been provided support by the project, and thirty others were linked with community networks and other organizations. Project staff has found that many times the educational needs of biological children are given preference over other children when caregivers do not have resources to provide for the cost of education for all the children in their care

In Cambodia, one of the primary objectives of the FBO, NXXX, is to send children to school.  Some of the children are given special classes to help them catch up because they may be behind due to the effect of AIDS on their education.  Eventually, most of them do attend the regular government school near the NXX center.  The FBO provides the building for the school in partnership with the government school.   They also provide training for the teachers.  

There have been numerous types of approaches to increase enrollment and attendance among children affected by HIV/AIDS in Africa. These include: community schools to address the educational needs of children who cannot pay school related expense, do not have a school nearby, or must work during normal school hours; use of incentives, such as scholarships, grants to schools, and school feeding programs; linking with programs that provide basic necessities such as shelter, food, clothing, medicine, emotional support and care - without which children are unlikely to benefit from educational opportunities; services delivered at school that support school attendance and learning outcomes, such as providing school snacks, deworming medicine and HIV/AIDS counseling; training teachers in child-centered communication and helping to instill attitudes and skills by which they can better support children affected by HIV/AIDS in the schools;  providing alternative learning opportunities through radio or distance education; modifying school timetables and calendars to fit the needs of children who are working within or outside of the household; providing nonformal or vocational training; providing early child development education or day care for younger children; as well as interventions to strengthen educational systems at the national level. (Strickland et al, 2003)  
Interventions vary by the number of children reached, the sustainability of the approaches, their cost, and the contexts in which they work and in which they don’t work.  It is unclear how much and in what form the lessons learned in east and southern Africa can contribute to improved program planning in India, Cambodia, and other low prevalence countries.  However, the impact of HIV/AIDS on the education of children is similar across countries and continents.  It is, therefore, likely that information about factors affecting education interventions in high prevalence countries in Africa can provide a significant contribution in considering programming options for children affected by HIV/AIDS in the lower prevalence countries.  .  
*Poverty; Interventions focusing on economic stability

· Poverty is at the heart of many of the factors that influence behavior associated with greater risk of HIV infection;  
· Poverty is exacerbated by HIV/AIDS related illness and its impact on limited household resources as families loose income when earners become ill, as they embark on an endless search for a cure, etc. 

· Poverty  influences access to HIV/AIDS treatment, and it influences access to adequate nutrition that is needed when taking the medications; 
· Poverty influences whether children who are affected by HIV/AIDS can remain in school or whether their labor is needed to make up for income lost as a result of the illness of their adult caregivers.  
Whatever the household financial situation, the impact of HIV/AIDS is likely to make it worse.  Families who are affected by HIV/AIDS experience increased poverty and debt - a legacy often left to the widow and children after the death of the husband.  A case study in India of the household impact of HIV/AIDS revealed that: 1) the average financial burden on households was 49% of household income, ranging from 82% among the poorest quintile to just over a fifth among the richest quintile; 2) between 31% and 46 % of households with PLHAs report substantial loss of income due to HIV/AIDS; and 3) borrowing is by far the most common coping strategy (up to 2/3 of households).  Reliance on borrowing increases as savings and productive assets are depleted (Palanigounder et al, 2003 re Martin et al, 2004) 



Throughout the world, one of the most frequent interventions implemented by HIV/AIDS organizations responding to the impact of HIV/AIDS is some form of income generating effort in response to the dire economic straits of their beneficiaries.  These are implemented in an attempt to attain economic stability for people affected by HIV/AIDS, including those who are HIV-positive.   Much has been written about these efforts in the context of HIV/AIDS in East and Southern Africa.  There has been limited success by HIV/AIDS organizations or other health-related NGOs that attempt to develop economic interventions without the experience and skills necessary to implement these activities.  Many of those that succeed reach only a relatively small number of beneficiaries.  There have also been many failures. In some places, partnerships have been established between NGOs that focus on economic strengthening and those that focus on HIV/AIDS mitigation.  These partnerships are often initiated when the health- related organizations recognize that they have the commitment but not the skills to develop and maintain these efforts.  Thus, the organizations that already have the skills, the experience, and the structure to conduct these types of interventions are implementing economic strengthening activities in areas and among populations that are affected by HIV/AIDS.  This approach may hold greater potential for success and efficient use of resources.  

In the low prevalence countries that are now beginning to experience the impact of HIV/AIDS, poverty is recognized as central to many (if not most) of the problems faced by program beneficiaries, especially in countries where the poverty rates are as high as they are in parts of India and Cambodia.  As has been the case in higher prevalence countries in Africa, NGOs are implementing various types of interventions in an attempt to provide economic stability to their beneficiaries.  These include:  providing small grants and loans; revolving funds to groups; skill development, such as tailoring, crafts, and computer use; agricultural inputs; providing animals, such as goats and chickens; business skill development, such as financial management; market assessments and recommendations; and vocational training for out-of-school youth who are affected by or vulnerable to HIV/AIDS. Self-help groups, cooperatives, and other income generating efforts are well established in many communities throughout India.  Establishing links between these ongoing income generating efforts and HIV/AIDS care and support efforts holds a great deal more potential than has yet been explored in India.    
The India HIV/AIDS Alliance Lead Partners have identified 37 local partners in Delhi, Andrah Pradesh, and Tamil Nadu to incorporate HIV/AIDS care and support activities into their ongoing efforts.  Most of the local partners did not originally focus on HIV/AIDS.  In fact, most were involved in economic development through self-help groups. This places them in an ideal position to integrate people living with HIV/AIDS into ongoing economic interventions, as is exemplified by the following case:  Isaki (27) is the secretary of a self help group (SHG) in a village in south Tamil Nadu.  She is an HIV-positive widow with three children.  Her husband died due to AIDS two years back. When Isaki tested positive for HIV, her husband’s family migrated to another village, as they feared the burden of caring for her would be foisted on them.  Realizing that giving in to despondency would not help matters, Isaki, with great effort, decided to pull herself together – she owed it, she says, both to herself and her three young boys.  Helping her in her resolve was the unconditional support offered by staff of Rural Education for Development (RED), an implementing NGO supported by the Alliance lead partner, PWDS.  ‘Meeting the RED staff was a godsend for me.  It was they who gave me the courage and strength to face life bravely.  I learnt how having a positive approach to life can make all the difference,’ says Isaki.  Fortunately for Isaki, a local SHG was adequately sensitized to issues of women living with HIV/AIDS.  In an inspirational show of solidarity and compassion, the group decided to promote another SHG to provide space for Isaki to be integrated into it as a member.  Today Isaki revels in her new-found status as an SHG member who is also the secretary of her group.  She says her new role has enabled her ‘to feel strengthened’, and has boosted her self-esteem and self-confidence.  Isaki remarks that the other members often say ‘You are one of us. We’re there for you.’  Such positive responses from the community can make a big difference to people living with HIV/AIDS.  
AIRD, recognizing the need of its beneficiaries for economic independence, has linked people living with HIV/AIDS into income generating programs that are part of its community development programs in order to help people earn their livelihood and to meet the cost of treatment.  Children affected by HIV/AIDS are also provided training in vocational skills, including computer applications. 
Income generating activities offered by the program include: tailoring, basket making, rearing, grinding, petty shops, vegetable vending, and dry fish selling. Before participating in a particular training program, the individual’s needs and past experience are assessed.  The NGO also provides training in enterprise development, management, and marketing.   Loans to start businesses are provided, with the expectation that they will be paid back to the NGO.  Initially, grants were given to people living with HIV/AIDS, with no return of the funds expected.  However, the NGO realized that rotation of funds was necessary in order to provide support to more beneficiaries.  Agreements are signed between the NGO and the person receiving the loan, specifying the repayment schedule.  This has facilitated increased repayment.  Even when there is a delay, the person receiving the loan generally repays some portion of the amount specified.  AIRD has provided income generating support to 40 people living with HIV/AIDS and 36 have received seed money to start businesses.   
*Protection

Protection efforts include those that aim to protect children from harm resulting from exploitation, neglect and abuse.  “Harm” takes a variety of forms and can affect children’s physical, emotional and behavioral development, their general health, their family and social relationships, their self-esteem, their educational attainment, and their aspirations.  (Tolfree, 2005)  Harm may occur within the family context or it may be the result of sources outside of the family.  Safeguards are needed to assure that children are protected from all types of harm – both intentional and non-intentional.  
In some places, community committees and/or community leaders have been mobilized to act as “watchdogs” within the community to identify and eliminate abuse and exploitation. Proactively, these efforts can foster a culture of decreased tolerance within the community by promoting discussion and raising awareness.  Community members can be educated on the signs of abuse or neglect among children so that they become more sensitive to the presence of such abuse and less tolerant of finding it in their midst.   At the same time, potential abusers are made aware of the increased risk of being caught.  And victims of abuse or people who are aware of abuse have a place where they can report instances of abuse.  In addition, children and youth are made aware of adult behavior that is not acceptable, and they learn that they can (and should) report it to an adult if it occurs. However, this is under ideal circumstances.  The key is whether such committees and/or community leaders can successfully identify and do something to eliminate cases of abuse and thus to gain the confidence of community members in their intentions and ability to create “zero tolerance” of abuse within the community.

In Cambodia, under the Buddhist Leadership Initiative, monks are trained to identify signs of abuse and exploitation of children.  As respected members of the community, the monks are aware of much of what goes on within the homes of community members.  They are well-placed to intervene on behalf of children in cases of abuse
Government has a primary role in protecting children from abuse and exploitation.  NGO efforts should seek to involve government representatives in protecting children.  They should seek opportunities to work with police and the legal system to promote an environment where the abuse and exploitation of children is not tolerated.   Donors and their implementing partners should work with government to support the ability of the relevant government departments to function in this capacity and to enable and encourage civil society to hold them accountable for doing so.       
Property grabbing and denial of inheritance to both widows and their children are issues that also require protection efforts from government and from community leaders.  “Some parental relations would come forward to take care of orphans because they were interested in the insurance money or property, which was the rightful property of the child after his/her parents died.” (Manorama, 2005).  Local organizations have developed various approaches to protecting beneficiaries from losing their property to relatives and non-relatives.  Some involve community leaders; some involve government representatives.  However, there remains much to be learned about how to prevent and protect children affected by HIV/AIDS and their widowed parent from these threats through programmatic interventions and advocacy efforts at local, state, and central levels.
Save the Children/US has developed and implemented Safe School Policies in Wabigalo RC Primary School in Uganda.  The Safe School Policies seek to address child and youth protection issues at school and in the community at large, to create safe school and community environments for youth and children.  The Policies include a set of guidelines that are formulated by a core group in the community that includes parents, school management committee members, the local councils, key community opinion leaders, the probation officer in charge of children’s affairs, the district education officer, children and other young people in the community.   Discussion is facilitated around issues involving the safety of children and youth and how to overcome the gaps and build on the strengths that exist in the community to improve protection of young people.  A policy has been drafted that includes priority issues, identifies standards and describes behavior that is not acceptable.  It clearly states the course of action that will be followed if the standards are violated.  For example, “no teacher should retain a pupil in school at odd hours or send children to his house at odd hours.”   If violated, “ … the teacher is to face the disciplinary committee and warnings should be administered…Should the teacher fail to adhere, the matter is forwarded to the DEO”.  

.  
  *Psychosocial Support 
In 2005, UNICEF supported a study to describe various types of approaches to the care and support of children and to document potential strengths and limitations of those different approaches.  Dr.Achal Bhagat and Ratna Golaknath conducted the study, which examined how the needs of children affected by HIV/AIDS were addressed by the 42 different organizations that they visited. As a basis for this analysis, they explain that “The needs of affected, infected and vulnerable children are similar to needs of any other children.  All children need resources for health, education, social support, emotional relationships and information and protection from risks to be able to fulfill their potential.  The needs of all children form a continuum.  However, in case of affected, infected and vulnerable children, the methods of helping such children to fulfill their needs may be different due to their specific circumstances.  Also, some needs may need to be prioritized before other needs.  The needs of such children are determined by the following factors (Bhagat et al, 2005):  
· Stage of development

· Contextual reality

· Pre HIV vulnerabilities

· Nature and extent of the impact

· Support Systems

· Relationships 

Dr. Bhagat points out that the impact of HIV/AIDS on the child is moderated by factors that facilitate resilience versus factors that increase the susceptibility of the child.  Though factors of resilience and other protective factors allow the child to develop beyond the risks that he/she faces, they can be undermined by difficulties confronting the child. (Bhagat et al, 2005)  The impact of HIV/AIDS has the potential to topple the delicate balance that sometimes exists between protective factors and threats to the child’s well-being.   There are multiple potential threats to the emotional and social well being of children affected by HIV/AIDS. At the same time, there are multiple protective factors that can be strengthened to counteract or reduce the perceived intensity of the threatening factors.  Approaches to providing psychosocial support to children might be “reactive” (reacting to an existing threat to the well-being of the child) and “proactive” (acting to change the situation or strengthen the protective factors before the threatening factors become a significant threat).  Interventions might work in the following ways: 
1) Protecting children from imminent or future threats to their emotional well-being, thereby preventing psychosocial distress before it arises;

2) Building resiliency in children so that they will be able to fare better when threats do arrive;

3) And “picking up the pieces” -  mitigating the impact of HIV/AIDS by moderating the effects that are already posing a threat to the child, thus helping children to  deal with the pre-existing situation.  

Some interventions to enhance or protect the psychosocial well being of children are best implemented indirectly, by providing support and skills to parents and other caregivers, community members, village leaders, religious leaders, teachers, etc.   Some interventions are implemented directly with the child.  

Interventions that maintain the material, physical, and emotional well-being of the family are discussed in other sections of this document and are intricately linked to the well being of the family, and therefore, the child.  For example, interventions that minimize debt and poverty in the household will indirectly affect the emotional well-being of the child by helping to ensure that (s)he continues to have adequate food, can attend school, and live in a family where relationships are not severely strained as a result of increased poverty.   These types of interventions prevent increased pressure for the child to work to provide income to the family.  They improve the probability that children will continue to attend school where they have increased opportunities for positive intellectual and social stimulation and growth.  

Providing care and support to ill parents protects them from the emotional and physical effects of caring for ill parents.  Providing medical care to improve the health of parents and enable them to carry on with their day-to-day responsibilities relieves their children of the  necessity of taking over the adult roles to maintain the household, such as cooking, caring for younger siblings, fetching water and collecting fuel.   

A child’s resilience reflects his/her ability to cope. It predicts the child’s potential to endure and flourish despite extremely difficult, challenging and stressful family and social circumstances.  Resilience can be fostered through good relationships and attachments to caring adults and peers (Save the Children, China). Many types of approaches have been developed by child-centered organizations to foster strength and resiliency among children.

Counseling protocols: FHI/India has initiated a project with South India AIDS Action Program (SIAAP) to develop counseling protocols for children vulnerable to, affected by, and living with HIV/AIDS.  The draft protocols use a client-centered approach and focus on the mental and physical health of children.  The protocols ensure age-appropriate information, reflecting development milestones of HIV-positive children and children affected by HIV/AIDS.  They emphasize the handling of consent and testing, confidentiality and disclosure, and the counseling of children on sexual abuse, separation, loss, death and grief (FHI Country Profile/India) 
Peer support groups: Many NGOs have incorporated various types of support groups, clubs, or drop-in centers for children within their target population.  These serve many purposes, including emotional support, recreation, information exchange, skill building, and a means for staff to monitor the situation of children.  India HIV/AIDS Alliance has initiated children support groups among its partners to provide children affected by HIV/AIDS with emotional and psychosocial support and to boost their confidence.  The support groups provide a sense of belonging as the children struggle with the stress associated with the illness or death of their parents and/or siblings.    
In Andrah Pradesh, The India HIV/AIDS Alliance and VMM have supported seven implementing NGO partners to conduct semi-annual participatory community reviews.  Community feedback is provided through these reviews, which is then used to modify existing programs to better reflect the needs of the community.  During the review process, children were asked to express their opinion.  Interestingly, the views of the children differed from those that were expressed by parents with regard to their children.  For example, parents (especially mothers living with HIV/AIDS) stressed their concern for the education and future security of their children.  The children, on the other hand, emphasized their need for acceptance and integration into community-level social and recreational activities, despite being affected by HIV/AIDS.  Their priority was for care and support to maintain the health of their parents and the happiness of their homes.  This process “also highlighted the strong desire of children affected by HIV/AIDS to become active participants in policy-making…the children noted that when NGO volunteers visited their families, they would typically talk only to the parents.  The children proposed that instead of being ignored or asked to leave, they should be included in the process, and that a regular forum be provided for them to voice their opinions and concerns…In light of these response, VMM and its partners have developed child-centered initiatives such as support groups, peer counseling and training on HIV/AIDS for affected children.  These initiatives have empowered the children and enabled them to express their feelings through murals, poetry and role-plays, which they have introduced into their local communities or through one-to-one discussions between themselves and their peers, and even their elders.” (Alliance, Moving forward)   
Life Skills training:  “Life skills” refer to psychosocial and interpersonal skills that enable a person to deal effectively with the demands and challenges of everyday life.  Programs to develop the life skills of vulnerable children and youth have been implemented throughout the world.  They vary a great deal, depending on the specific content of the curriculum, the process by which the skills are taught to children/youth; the age and capacity of the participants and of the educators; and the source of vulnerability or context which affects the demands and challenges of everyday life for the specific population of children.  (FHI, Life Skills Toolkit, Draft)  


FHI/India developed a Life Skills Toolkit in response to the needs of its NGO partners who are working with children affected by HIV/AIDS and also children who are vulnerable to HIV/AIDS.  The Life Skills Toolkit is addressed to health workers, facilitators, animators, social workers, teachers and others who work with young people.  It contains ten modules that focus on skills to help children protect themselves from the risk of acquiring STIs and HIV/AIDS and also to cope with the impact of HIV/AIDS on the daily lives of children affected by the disease.  Topics include: communication, relationships; decision-making; coping with emotions; preventing and living with HIV/AIDS; substance abuse; knowing oneself; and reaching goals.   It is implemented in a variety of diverse settings, such as shelter homes, on the streets, in communities and in urban and rural red light areas.  Children involved include those either living with parents with HIV/AIDS or orphaned by AIDS, children of sex workers, street children, and children living in marginalized communities and within migrant populations.  (FHI, Life Skills)
The Toolkit reflects an extensive process of staff training and review and feedback among the NGO partners.  Participating local NGOs were trained in child participatory methodologies, as well as the life skills content areas.  Onsite support was provided to a number of organizations that, in turn, provided extensive activity-by-activity feedback to the draft toolkit, based on their experiences implementing it among various groups of children within a variety of contexts.  A national level workshop was held to exchange experiences, synthesize the learning and incorporate feedback.  The final Toolkit incorporates these lessons learned from implementation among local NGO partners.  (FHI, Life Skills)    
Children as agents of change: Children can play a crucial role in ensuring community development and program and policy implementation in the village, slum, district and state. The Institute of Health Management, Pachod (IHMP) pioneered the Bal Panchayat (Children’s Councils) approach in 1992 A Bal Panchayat is a democratically elected body of children, similar in structure and functions to a Gram Panchayat.  It is a forum for organizing and mobilizing children into groups and for developing leadership skills in children.   This approach places children in the role of change agents, providing them an opportunity to voluntarily undertake various development activities for their village.  The children’s councils have the potential to be established and networked through out the state. In the context of children vulnerable to and affected by HIV, they can provide crucial social support. They can also monitor programmes for HIV/AIDS affected and infected children. (Kapadia Kundu, 2005; IHMP annual report)

Memory Book:The memory book activity was developed for use with families affected by HIV/AIDS in Uganda by a group of women living with HIV/AIDS.  This activity has spread throughout Africa and now has been adopted and adapted in many countries, in many contexts.  Momentos, photographs, birth certificates and other important documents, written memories, family histories, anecdotes about children and their parents, etc. are gathered together.  The “book” and the process of making it are used for various purposes.  It is used to preserve and transfer family information, memories, values, and guidance from parent to child; it is used as a process to facilitate disclosure of HIV status from parent to child; it is used to begin the discussion of planning for the future upon the death of the parent.   In the many places in which the memory book activity has been implemented, it has been modified and used differently, according to the experiences and lessons learned within each particular context.  There are memory books, memory bags, and memory boxes.  There are family tree activities and other forms of succession planning.  Information about the process has been shared extensively across countries and continents.  
DXXX/Cambodia uses a memory bag, which includes a blank book in which parent and child can write. Often, this memory book is used as a diary.  The NGO uses the memory book for parents “to write about where the child will go but not 100% can [do] that…because they are afraid to say”.   In  “Cambodia culture… We don’t want to talk about dying. If we talk about it, we will die very soon…  For parents to write about future, it is very hard to get parents to write this…Parents don’t want the children to know about bad things in the family.”  On the other hand, some NGOs have found that they have been able to encourage parents to plan for the future of their children.  
In Cambodia, NXXX began using memory books after the director of the children’s project was trained by a local NGO.  Some of the children who have already created memory books subsequently received training so that they could work with other children.  Volunteers from the University were also trained and are working with children in a sister-project to create memory books.  Approximately 130 children have participated in this activity.  Staff from a local street children’s project visited NXXX to learn how to make memory books.  They decided to implement this activity within their own programs, after making appropriate modifications to what they learned from NXXX.  

In Andrhra Pradesh, India, VMM and its local NGO partners encourage parents to make family trees with their children as a response to the “crises of identity that children face when they are separated from their parents and extended families.“  During the family tree activity, parents talk with their children about family traditions and how to keep in touch with their extended families. Parents living with HIV/AIDS say that it helps them, as well as their children, by encouraging them to remember happier times.  “It also helps parents begin to discuss their death and the changes that lie ahead.  These discussions have prompted parents to begin to make plans with friends and relatives for their children’s care after their death.  They say that these preparations have made them feel both physically and emotionally stronger.  In many cases, parents said the family tree activity has helped them to talk to their families for the first time about HIV/AIDS.”   (Alliance, Moving forward) 
*HIV/AIDS Prevention among the most vulnerable children and youth 
The number of children who are vulnerable to becoming infected by HIV/AIDS in India and in other countries of low OR high prevalence is huge and must be a priority population for HIV/AIDS prevention efforts.  Half of all new HIV infections worldwide are in young people aged 15-24. (UNAIDS website)  Vulnerability to becoming infected varies by individual and societal situations that affect young people.  In West Africa, for example, the decommissioned child soldiers in Freetown who are turning to intravenous drug use are highly vulnerable to HIV infection; as are the Northern migrant girls who carry loads in the markets of Accra and sleep under the market tables; as are the children of sex workers growing up around the brothels in Shagamu, Nigeria; and the “girl mothers” who are survivors of rape during the civil war in Liberia and abandoned by their families.  (Decosas, 2005; DRAFT).  

In India, according to the Delhi Commitment that was made at the conclusion of the National Consultation on Children Affected By and Vulnerable To HIV/AIDS, “vulnerable children” are those who “are more likely to be infected or affected because of their existing contexts and vulnerabilities. The street children, trafficked children, children in care and protection institutions, children of sex workers, children in conflict with law, children with physical or mental disability and children facing gender based risks are a few examples of the children who are vulnerable” (Delhi Commitment, 2005)
As efforts to provide care and support continue to gain increased attention and funding from government, donors, and implementers, it will be imperative to assure that HIV/AIDS prevention efforts do not loose momentum.  In many places around the world, young people represent the majority of new infections.  Lack of adult protection, guidance, and a caring relationship with adults contributes to their vulnerability.  Children who are orphaned by, or otherwise affected by, HIV/AIDS represent yet another population of youth who are vulnerable to HIV/AIDS infection.  The lessons learned from HIV/AIDS prevention programs with youth must be incorporated into the efforts that focus on children who are affected by HIV/AIDS.    

There is a large body of literature and experience in India, in other parts of Asia, and worldwide that focuses on HIV/AIDS prevention among young people who are vulnerable to becoming infected.  Any attempt to summarize this information within the context of this limited discussion document would understate the importance and the extent of the lessons that have been learned from these types of interventions.  In developing the objectives of this document, a deliberate decision was made to include programming issues specific to providing care and support to “children affected by HIV/AIDS”, and not to include the programming issues that are most relevant to HIV/AIDS prevention programming among vulnerable children and youth – the “children who are vulnerable to HIV/AIDS”.  The distinction is ambiguous.  In fact, providing care, support, and protection to children and youth may be an effective way of reducing their risk of infection.  However, there are many other types of interventions that also contribute to HIV/AIDS prevention that have not been described in this document.  These include sexual and reproductive health interventions, drug-related and harm reduction education, in-school and out-of-school HIV/AIDS prevention education.  These omissions represent a serious gap in a comprehensive approach to programming among children affected and vulnerable to HIV/AIDS.  Expanded documentation and analysis is needed, especially with regard to programming issues related to HIV/AIDS prevention among vulnerable children and youth.  Hopefully, this discussion document will help to stimulate further research and discussion regarding these issues.      
***Promoting long-term quality interventions:
*Sustainability of care

In most cases, the larger donors provide funding that is limited in time to relatively short funding cycles, such as three to five years.  However, the impact of HIV/AIDS on children will continue to increase in all countries for a decade or more after the incidence of HIV declines.  And children continue to need support as they grow into adulthood.  The legal definition of a child varies by country.  According to the UN Convention on the Rights of the Child, a “child” becomes an adult at the age of eighteen.  Whatever the legal age, the fact is that children who are affected by HIV/AIDS will need continued support and protection for longer than the current short-term funding cycles allow.  

There is a great deal of emphasis on “sustainability” by donors who seek to set up systems that will continue to have an impact after the termination of their funding period.  Two aspects of sustainability are involved:  

a) Sustainable impacts on the beneficiaries: Interventions focusing on people affected by HIV/AIDS and their families have the potential to produce long-term, sustainable effects on the well-being of their beneficiaries. For example, supporting income generating activities or enabling children to attend school can have long-term, sustainable impacts on the intervention beneficiaries.  Even if the intervention itself cannot be sustained in order to continue to expand its support to more people, the impact on those they were already able to support is sustainable.  

b) Program sustainability:   Some interventions cannot be sustained without continued funding at the same levels.   Others can proceed on significantly reduced funding levels at the end of the funding cycle. Ideally, the relatively large amounts of initial donor funding would be able to set up systems that can then be sustained at a lesser amount of funding after the initial funding period.  In some cases, community or government resources, though at significantly smaller amounts, have been utilized to maintain the activities upon termination of the donor funding period.  

Depending on the context, it may be unreasonable to expect that resources available from within the community or from the government would be able to provide continued support. A large proportion of beneficiaries are poor.  The relevant government personnel (such as teachers, and social affairs personnel) are often poorly paid.  Chances for sustained efforts are higher when initial planning takes into consideration the need for ongoing programming at a low cost.  Thus, choices can be made from the beginning that are more likely to withstand the loss of significant financial support from donors who provide only short-term funds. In addition, NGOs have recognized the importance of diversifying their sources of funding in order to withstand the changes in resources that will inevitably result, according to donor priorities and donor cycles.  However, it is questionable whether such programming can withstand the loss of all external funds.

The length of the donor cycle can have a significant impact on programming. There are a number of problems that NGOs face when implementing efforts when the funding cycles are very short.  One implication of short funding periods has been that it is difficult to identify competent staff who are willing to work with such limited job security.  Another example is the effect on strategic planning.  For example, community mobilization and community ownership are important elements in contributing to program effectiveness.  The level of community participation may also determine the future involvement of the community in sustaining efforts after donor funding is no longer available.  However, these types of efforts take time to develop.  They take more time than would be needed for the NGO to, for example, simply identify beneficiaries and directly provide material support such as food, education expenses, etc.  The latter is less likely to be an intervention that can be maintained after the termination of the funding cycle.  Funding that is provided for longer time periods is likely to foster more strategic and long-term planning.  

There are advantages of providing organizations with short-term, start-up funds, especially if other, longer term funding is not available to the recipients.  This approach has, in fact, enabled organizations to initiate new projects.  They are thus able to demonstrate some success and thereby acquire funds from other donors to continue their “pilot” activities. 
In India, the lead and local partners that are associated with the Alliance have begun a concerted effort to strengthen ongoing community safety nets by developing community sources of resources, thereby decreasing reliance on short-term donor funding and government welfare schemes. One of the lead implementing partners, PWDS, quantified the substantial donations obtained during a three-month period in 2003.  PWDS had raised donations of at least $4,500 from local well-wishers, and local implementing partners at three sites had raised $2,200 and 345 kgs of rice as community contributions to support children affected by HIV/AIDS. 

NGO as Consultant:  Large scale donors have recognized the need to support capacity building efforts for HIV/AIDS implementing organizations.  Some NGOs have developed their technical skills to the point where their expertise is recognized by other NGOs and by donors.  There is potential for NGOs that are facing constant threats to their own financial sustainability to subsidize their activities by marketing their technical expertise and their ability to provide capacity building to others…and by charging for this work.  

Naz/ India, for example, as is the case with most organizations providing support to children affected by HIV/AIDS, is faced with a constant need for more funds.  The NGO implements diverse activities related to HIV/AIDS and has developed the training skills of their staff. Naz now generates resources through training workshops on multiple topics provided to other NGOS working on HIV/AIDS related activities.  They charge for 3-4 day training workshops, but they provide short term training for free to the army, hotels, corporations, schools, etc.   
*Quality of Care
A recent review of over 40 interventions in India, focusing on support to children affected by and vulnerable to HIV/AIDS (Bhagat et al, 2005) emphasized the need for ongoing quality assessments and support to maintain the quality of interventions.  A wide range of quality was identified even among similar types of interventions – ranging from very helpful to very harmful to beneficiary children.  There was a lack of child-centered approaches, and even instances where living situations or care practices that were condoned by the program were potentially harmful to the child. 
Hand-in-hand with the maintenance of quality programming is the development of standards by the organization and the ability of the organization to communicate those standards to the staff.   Often, the standards that are expected of the staff reflect the personal expectations of those who manage the program.  These are subject to change as management staff changes.  Standards that are developed at higher levels of the bureaucracy of an organization are sometimes not communicated to those who manage or implement programs at the local level.  For example, proposals that are written to request funds from a donor may describe and propose standards that are not subsequently communicated to those who ultimately implement the activities at program level.  Implementing staff may not even see the original proposal.  In fact, the authors of the proposal are sometimes hired from outside of the organization and may not have the opportunity to consult with local implementers to incorporate standards that are most feasible in the field. 

At the national level, minimum standards of care are currently being developed in partnership with the governments in both India and Cambodia.  There are efforts underway in both countries to strengthen policy and develop minimum standards of care focused on children without parental care.  These efforts are initiated by organizations and government sectors that focus on child protection.  Their target generally includes children who are vulnerable due to all causes, including street children, abandoned children, children with disabilities, children who are abused or exploited, etc.  At the same time, there is growing attention to the situation of children affected by HIV/AIDS at the national government level in those countries. It is imperative that the work that stems from a child protection focus be linked with the evolving focus on children affected by HIV/AIDS.    In fact, the draft Alternative Care Policy in Cambodia does include children affected by HIV/AIDS.  Working groups that are providing support to the Policy’s development have drafted minimum standards of care for residential care, pagoda based care, group homes, and community/family based care – all of which would also apply to children affected by HIV/AIDS. 

Monitoring Quality by Civil Society:  After the policies and the standards are developed, the key question is whether they are implemented.  The role of civil society in monitoring and demanding a higher level of quality has been exemplified by a variety of approaches.   

As part of its work in 27 slums in Pune, IHMP mobilized community councils in each of the slums, consisting of 11 representatives.  Equipped with the knowledge of the policies and standards regulating government provision of health care in their communities, the committees have taken upon themselves the responsibility of monitoring the fulfillment of these government commitments.  They identified members of the community who regularly visit the health care centers to make sure that the health care professionals are where they are supposed to be.  Because the members of the councils are from the community, problems with provision of health care are quickly brought to the attention of the council members.  The council knows where and how to lodge complaints with government officials who are responsible for the oversight of the health centers.  When necessary, the council has the ability to mobilize a significant number of community members to bring their concerns to government officials in the form of a “critical mass.” 

Though the example above does not specifically focus on children in need of protection, it does demonstrate the potential for community committees that are committed to it, to demand and improve the quality of service provision within their community.  Government structures do exist for child protection.  Where they do not exist or where they are weak, there is the potential for the mobilization or strengthening of such structures.  For example, the Child Protection Network Committee in Cambodia includes representatives of government, NGOs, FBOs, teachers, and civil society.  These committees have the potential to take responsibility for monitoring the situation of children in their communities and for monitoring the quality of government and NGO services that provide support to children in need of special protection, including those affected by HIV/AIDS.

The involvement of groups that mobilize people living with HIV/AIDS provides an advocacy base for better quality in programming for people living with HIV/AIDS and their families in India and in Cambodia.  In Cambodia, people living with HIV/AIDS are part of the team that provides care and support in the hospitals, along with the medical staff.  Likewise, members of their network are on the committees that monitor and coordinate home care activities in the province.  At the same time, local networks of PLWHA have been strengthened and communication systems established between the local and the provincial networks.  Thus, problems and weaknesses that are identified by PLWHA at all levels of intervention have the potential to be shared throughout the network and brought to the attention of committees and other structures that are responsible for monitoring the quality of interventions throughout the system.     

Program level quality enhancement:
Quality assurance should be a priority in program planning and implementation.  Internal and external methods of assuring quality should be clearly identified and implemented on an ongoing basis.  Information that is used to identify and address quality improvement should include input and feedback from administrators, staff, volunteers, community leaders and other stakeholders, as well as beneficiaries.  Children who are involved in the intervention should be included in these consultations.  

At the program level, the following are some of the lessons shared from administrators of NGOs that are providing support to children affected by HIV/AIDS and their families:  
· Issues affecting program quality can be identified through a non-threatening and confidential process that is made available to staff and beneficiaries to report concerns and problem.  To maintain credibility, the system must demonstrate confidential and effective responses. 

· Organizational culture has a major influence on quality of services and commitment of staff.  Management is key in communicating expectations of the organization and providing role models for staff behavior. This includes a focus on open communication, treating staff and beneficiaries with respect, providing feedback in a positive and constructive manner, and focusing on the ultimate goal of the organization’s efforts, which is to improve the well being of people who are affected and infected by HIV/AIDS.  Choosing and training management staff accordingly will have a major impact on the quality of programming.
· External input and feedback, followed-up by appropriate skill development of the staff have the potential to enhance quality by identifying and addressing current gaps and building on potential that already exists within the program to enhance quality. This type of support might be provided by an external consultant or a technical expert from within the “parent” organization, particularly someone who is able to speak the local language used by staff and beneficiaries.  It is often difficult to honestly express concerns or problems to an outsider.  The approach must be clearly focused on a partnership with the staff to improve programs and not to judge or to be critical.   Ideally, this process would tap into the intrinsic desire of management and implementing staff to improve their ability to make a difference in the lives of the children with whom they are working.   

The role of monitoring and technical assistance: Monitoring is important to assure accountability – that the implementing organization is conducting activities and reaching the objectives that were agreed upon in exchange for the funds from the donor.  Monitoring also provides an excellent opportunity to work with the local organization to identify gaps or the need for technical assistance to help improve their efforts.   Technical assistance, capacity building workshops, production of tools and manuals, etc. should respond to local needs and not be planned, developed, and implemented by headquarters alone.   

Quality assurance can be implemented both by external and internal mechanisms.  Pathway and Bridges maintain a number of methods to assess and enhance quality through internal methods:

· Both NGOs schedule weekly meetings among their staff.  Pathway peer educators meet once a month and Pathway community teams meet regularly with the social worker who is their supervisor.  At these meetings, problems are discussed, training gaps are identified, and coordination among team members is established.  These supervisory meetings that are confidential and non-threatening increase the quality of programs by establishing a supportive and open relationship wherein problems and concerns can be freely expressed. 

· The regional PCI coordinator, who is the lead manager of the Pathway staff in Pune, has instituted confidential meetings with staff during which they are encouraged to express concerns and problems in a non-threatening environment.  

· Pathway has established a confidentiality and security committee to which problems and concerns can be submitted anonymously.  The committee meets once a month and consists of a representative of the beneficiary population who is HIV-positive, a doctor, a field worker who is HIV-positive, the regional director, and the monitoring and evaluation specialist.  

· An anonymous survey is being developed to be administered to clients either once or twice a year.  The survey will assess quality of project implementation.  It will be administered by someone who is not associated with service provision.  

*Coverage

There have not been large-scale assessments to examine the type and the amount of support given to children affected by HIV/AIDS in the Asian countries.  The methodology that would be necessary to collect this data would be challenging, and the indicator(s) would be difficult to pinpoint.  However, at the global level, there has been progress toward developing and testing methods that could contribute to determination of intervention coverage.  Indicators have been identified at a global level and have been tested in a few countries.  A guide, entitled Guide to Monitoring and Evaluation of the National Response for Children Orphaned and Made Vulnerable by HIV/AIDS, was developed under the direction of the UNAIDS Monitoring and Evaluation Reference Group. (UNICEF,  2005) Nine core indicators are provided and discussed.  These indicators could potentially be used to begin to measure coverage of support to children who are orphaned and made vulnerable by HIV/AIDS.  At this point in time, coverage is considered to be extremely low relative to the growing impacts of the disease on children.  Human Rights Watch (2004), for example, concludes from their research in India that “compared with the need, these programs’ reach is miniscule.”  Dr. Manorama (2005), who conducted an assessment in Tamil Nadu estimates that services offered by NGOs in that state have reached only 10% of the children affected by HIV/AIDS.  

Funding mechanisms and donor agendas sometimes result in particular areas having multiple and uncoordinated interventions while other locations face a dearth of interventions.  In addition, competition for funds might result in disincentives to coordinate among implementing organizations. Coordination and collaboration of existing efforts make an important contribution to increasing coverage by the limited NGOs, FBOs, and government services that are supporting children and their families who are affected by HIV/AIDS.  In fact, there are networks of partners in India that are working together under the auspices of lead partners such as FHI/India and India HIV/AIDS Alliance.  These facilitate information exchange and the provision of technical assistance.  However, these efforts reach only a relatively small proportion of the children and families who need the support they provide.  At the national level, the recent initiation of coordinating bodies in both India and Cambodia holds promise for more extensive coordination and information sharing.  

* NGO Partnerships with Government

Civil society and the private sector are unable to fill the gaps in relation to the social and economic impacts of HIV/AIDS. NGO response is important and provides useful services. But it is patchy, uncoordinated, and overly reliant on unpredictable and short-term donor funding.  (Green, Draft).  The coverage achieved by NGOs is often limited to particular types or areas of intervention.  It is important for NGOs to develop partnerships with government at national and local levels and help to strengthen systems that could ultimately function for the long term  - even after the NGO no longer has funds or has moved to a different location.   

There are a number of roles for which government involvement is imperative in providing long-term support to children affected by HIV/AIDS and their families.  These include:

· Providing a safety net that can include cash transfers, food, free education (even in many places where the government provides universal primary education, school related expenses are often prohibitive).  This might include provision of support in crisis situations or for the long-term.  Recipients might include children in family-based care or children in institutions.    

· Developing and enforcing minimum standards of care. This would include protection from abuse and exploitation by caregivers and others.

· Coordinating and monitoring implementation of interventions to minimize gaps in services and maximize quality and efficiency.  

. 
NGOs are currently providing support to government structures to enable them to function better in multiple ways, in multiple contexts.  This support is in the form of: technical assistance, including training; infrastructure (i.e. building schools); per diems; and salary subsidies.  The support is provided to individual government employees who work at the local level, to staff who are paid by the NGO and seconded to government offices – local and national, and to government employees for their participation in local committees, capacity building, etc. 
When children are orphaned, DXXX/Cambodia identifies extended family or foster families to care for the children in the community.  They work with a counterpart from the Department of Social Affairs.  This counterpart visits the home once a month, along with the NGO staff and the community volunteer, to follow-up to see how the children are being treated, to make sure they are going to school, etc.  The NGO pays a per diem to the staff member of the Department of Social Affairs. As explained by the NGO administrator:  “The government pay is very low..They cannot survive on that pay alone. What they get is below the wage they need.” …..”But it depends on the person.  There are those who do it not just because of the per diem.”  The social welfare workers also get coaching on counseling and facilitation skills; they learn alongside the NGO staff.

“We never work alone.  We work with the Department of Social Affairs.  We think about [the] future.  When our project is finished..existing infrastructure will still be there”

The importance of working with government and its representatives is acknowledged by NGOs that support social service related efforts around the world.  How to do so will vary according to the context and available resources.  In the example above, there exists responsible government structure.  With training and funds, government and NGOs can join their efforts to provide care for children in the community.  The government structure will continue in the long term.  When financial resources are discontinued by the NGO, the government employees will continue to have the capacity to carry on the work.  It is unknown how the continued work will be affected without the extra financial “incentive” - whether or not the motivation of working with the children will be adequate enough to result in continued protection of the children by government employees.  It is likely that the results will vary depending on the options that are available at the time and the personal commitment of the individual workers and their supervisors.

DXXX/Cambodia also works with the Child Protection Network Committee at the operational district level (OD).  Again, this is an existing government structure that focuses on child protection.  The Committee is a partnership between government and civil society.  How well it functions varies. The Committee meets once a month at OD level.  The NGO is currently working with 10 such committees.  The Committees provide an opportunity for coordination throughout the OD. Their focus is on child protection. The child network also helps to access education for vulnerable children.  In the government schools, education is provided for free during the first part of the morning.  The second part is available only to those children who can pay.  The Committee has convinced teachers to teach the children during the second half of the school day despite their inability to pay.  DXXX sometimes provides educational support to children in their program by giving the child the extra money to pay the teacher.

In the example above, the Child Protection Network Committee is a government structure that has been set up for the purpose of child protection but may also be an effective mechanism to address issues faced by children affected by HIV/AIDS.  These committees resemble a structure sometimes referred to as “community care coalitions” in Africa, but with the broader focus of child protection instead of specifically focusing on children affected by HIV/AIDS.  In low prevalence countries, linkage between child protection efforts and HIV/AIDS affected children needs to be deliberately strengthened.  Resources for child protection must also be utilized to provide support and protection to children affected by HIV/AIDS.  In some cases, outside resources have been provided to subsidize the function of the Committees to integrate the needs of children affected by HIV/AIDS. 

Facilitating coordinated services: Coordination of home based care activities for people living with HIV/AIDS is accomplished in target provinces in Cambodia through the Provincial Home Care Network, with support from a Cambodian NGO.  The NGO provides some incentive support to the Provincial Home Care Coordinator who coordinates the home care teams.  The coordinator is based in the Government AIDS office at the provincial level. There are several donors; multiple implementers; and all have a role in working with the local government health providers. There are 6 or 7 home care teams in the province.  It is important to facilitate their work to make sure the links with local government are working; that there is no overlap; that weaknesses and problems are identified early and addressed; and that information exchange (lessons learned, new resources, etc) is facilitated between and among the implementers.  The coordinator identifies and monitors weaknesses that are detected through this process, and then follows-up to address problems and barriers toward effective implementation.   

Linking with government schemes at the local level:  

In India there are many government programmes and schemes that are theoretically available to people who live below the poverty line (BPL), as well as others who are in need – such as mothers and their children who are below age six.   In India, as well as elsewhere in the world, a large proportion of people who are below the poverty line live in a context in which their risk of becoming HIV infected is especially high.  In addition, once they become ill as a result of AIDS, family financial resources are often severely strained as a result of loss of employment by those who are sick or are caring for the ill or due to increased spending for medical care.   Therefore, a large proportion of PLWHA and their families qualify as “BPL”, and thus qualify for benefits made available to people below a designated income level.     

Linking with government funds/schemes is often very difficult. In the case of migrants, they may not be eligible for the benefits that are available to local residents.  Even among those individuals who are eligible, obtaining benefits often involves paperwork, documentation and patience that may be too burdensome to overcome.  In that case, the NGO might be able to provide the following types of support:  figuring out the requirements to qualify for the scheme; getting the required documentation, such as birth registration, death certificates, identify cards, etc; and even making the application, especially when the NGO application will be facilitated quicker than will be the case if the application is submitted by the individual beneficiary. 
Bridges has identified government schemes that are available in the areas in which they operate and has been able to link beneficiaries with some of the resources offered by the government of India.  For example, Bridges developed a relationship with the government sponsored ICDS program.   The Integrated Childhood Development Services (ICDS), one of the largest development schemes of the Government of India, delivers care and nutrition to pregnant and lactating mothers, adolescent girls, and children below age six through ICDS centres called the “anganwadis”.   The Bridges budget does not include support for food distribution. The relationship between ICDS and the NGO has resulted in some Bridges beneficiaries receiving nutritional and other support from ICDS.  Bridges has, in turn, provided HIV/AIDS information and education to the ICDS project staff.  

The NGO staff also helps beneficiaries access the government food program for people who are below the poverty line (BPL) so that they can use the government supported ration shops to purchase subsidized food.  In addition, project staff has helped beneficiaries access the government pension for widows.  The municipal corporation implements a scheme for microcredit, for which they also helped beneficiaries submit applications.  

The government of Andhra Pradesh state, in India, runs a scheme called Apadbanbhava (Helping Those in Need), which gives a one-off grant to widows to meet their families’ immediate financial needs following the death of a breadwinner. If the breadwinner died due to AIDS, the family is often left with debts resulting from medical bills, as well as loss of his income.  Mahila Mandali, an NGO in Chirala and St. Paul’s Trust in Samalkot, refer widows affected by HIV/AIDS to Apadbanbhava.  The bridge funds provided by the programme help them maintain a minimum standard of living.  In addition, it has given them resources to save for their children and to invest in income-generating activities. Case example:  Gouri’s husband had been living with HIV/AIDS. But after his death, 24-year old Gouri was faced with debts, as well as needing to support herself and her two young daughters. Thanks to the funds from the Apadbanbhava scheme, Gouri was able to pay off her debts. She divided the remaining money equally between herself and her children, and opened fixed-deposit accounts in their names.  Gouri now has a financial safety net for her children.  In addition, she plans to invest her share in a sewing machine, which she will use to support herself and the children. (Alliance, Moving Forward)

Children who are orphaned as a result of HIV/AIDS are often cared for by their grandparents after their parents die.  Many of these elders do not draw the government pensions to which they are entitled because they cannot manage the overly bureaucratic application process. Vasavya Mahila Mandali (VMM), an India HIV/AIDS Alliance lead partner, and many of their local partners are helping these grandparents to access pension funds by assisting them with the application process (Alliance, Moving Forward) 

:  

 
National Level Support to Government

At the national level, support to government ministries is sometimes provided by supporting salaries of technical experts to work within the Ministries.   For example, in Cambodia, UNICEF supports a consultant for social policy and institutional strengthening who works within the office of the Director of Social Affairs and Youth Rehabilitation in the Ministry of Social Affairs, Veterans & Youth Rehabilitation (MoSVY).  The consultant has been instrumental in the development of the draft policy on Alternative Care for Children, which includes a section that specifically addresses children affected and/or infected by HIV/AIDS, as well as other children in vulnerable circumstances.   
UNICEF also supports the Ministry of Cult and Religion in Cambodia to implement the Buddhist Leadership Initiative (BLI). The goal of the project is to maximize the effectiveness of the Buddhist Sangha (the ordained temple community, such as monks, nuns, and novices) in reducing the impact of the HIV epidemic.  It is currently operating in over 300 pagodas in twelve provinces, with plans to expand its reach in the upcoming year. UNICEF pays the salary of the coordinator, and provides technical assistance to the Ministry, provincial implementers, and the cost of implementation.  The Ministry supervises the implementation of the Initiative, but their capacity to do so is limited. UNICEF continues to work with the Ministry to help to develop its capacity to implement and supervise the Initiative.   

In Cambodia, the Continuum of Care Initiative provides integrated support to people living with HIV/AIDS and their families.  This includes VCT, PMTCT, treatment of opportunistic infections, ARV, TB, home based care, as well as support for children affected by HIV/AIDS.  The Continuum of Care is currently operating in about 20-30 operational districts (OD).  The initiative is supported by the Ministry of Health and NCHADS and relies on coordination and partnership between government and civil society.  The NGO, GXXX, has provided technical support from the beginning.  The provincial technical support team for the initiative includes government, medical, and NGO personnel.  Local authorities were instrumental in identifying existing resources in their administrative areas, as well as the gaps in provision of care and support.  The District Governor, for example, was chair of the committee that mapped the resources in his district.  From the beginning, government personnel were involved in conceptualizing and planning the continuum of care.  Ownership by the government was a priority, and has resulted in a sense of commitment and pride in the work they are doing. 

***Non-Governmental Organizations
NGOs, have played a prominent role in implementing various components of India’s HIV/AIDS program (Sathyanarayana, 2005) Hundreds of local, state, and national NGOs work on HIV/AIDS issues in India, with funds coming from the federal or state governments of India, international donors, and local contributions.  (World Bank, June 2004).  
NGOs, including faith-based organizations, are key to providing ongoing support to children and their families within their communities, in conjunction with government efforts. As increased funds are made available by donors and by government to provide this support, there are a number of considerations that must be addressed in providing funds, technical support, and oversight to NGOs in order to ensure that funds are being used in a responsible manner to implement effective and efficient interventions and according to the intentions of the agreement between NGO and donor and/or government.
*Strengthening networks of local NGOs

As discussed throughout this document, the numbers of children who are and will be affected by HIV/AIDS in India will continue to grow for at least the next decade.  Long-term interventions are necessary.  At the same time, these children are spread throughout the country, which - in India - consists of over a billion people.  Large-scale coverage is necessary to identify and reach them with support.   India is a country with a multiplicity of contexts related to geography, economic conditions, weather conditions such as drought and other natural disasters, migration, caste, local government, etc.  Responding to so many unique situations will necessitate a variety of efforts implemented by a variety of stakeholders.   The International HIV/AIDS Alliance has developed a structure that has the potential to address some of these priorities in responding to children affected by HIV/AIDS at a large scale.  They have implemented this structure with a focus on children affected by HIV/AIDS in a number of countries, including India and Cambodia, as well as Botswana.   

The Alliance selects and strengthens “lead partners”, which in turn provide institutional strengthening and financial resources to local implementing NGOs.  The partner NGOs then deliver services as part of their efforts in the local communities in which they work.  In India, the Alliance works with three lead partner NGOs on implementation of care and support efforts, in Delhi, Andhra Pradesh and Tamil Nadu states.  The three lead partners were already established community development organizations long before their partnership with the Alliance.  From the Alliance, they have received capacity building and financial support so that they are able to provide training and mentoring to 37 local partner NGOs to incorporate HIV/AIDS related care and support into their ongoing activities.  Though the original donor funds provided to the Alliance were specifically for home and community based care and support for people living with HIV/AIDS and their families, the lead and local partners were able to expand their support to children affected by HIV/AIDS in 2000 when they received complementary funding from Abbott Laboratories Fund’s Step Forward Program. More than 11,000 children are registered in their programmes.  

Local NGO implementing partners are involved in a broad range of social development activities.  At the beginning of the project, only a few had focused on HIV/AIDS.  Local NGOs were chosen because of their potential to develop care and support activities as part of their community programs.  When the strategy was first proposed in 2000, it met with resistance from those who felt that the program would fail because of the limited HIV/AIDS related experience of the development NGOs.  However, according to an assessment of the project in 2003, “…this approach has been a critical ingredient in the successful establishment of this community care program, given the high rate of stigma in India.  A common refrain among NGOs is that the public brands organizations that focus exclusively on HIV/AIDS.  The choice of lead partners renowned for their community development activities has been crucial in reducing the development of stigma in program sites, a factor in the success of this initiative.” (Alliance, 2003).  
Through skill development and mentoring, the Alliance has helped the lead partners, some of whom had previously been limited to service delivery, develop the capacity to also provide grants and technical support to local NGOs.  Capacity building provided by the lead partner includes HIV/AIDS focused skills, as well as general development approaches such as strategic planning; participatory community assessments; community mobilization and ownership of initiatives; monitoring and evaluation; report writing and financial administration. In fact, evidence of the success of this capacity building is that at least 15% of the NGOs have competed for and received other donor funds.  

Before beginning interventions related to HIV/AIDS care and support, participatory community assessments are carried out by each of the local partners.  This enables the NGOs to ascertain the specific needs of their communities in order to guide its response to HIV/AIDS.  These assessments examine the particular contexts and difficulties faced by children and their families who are affected by HIV/AIDS (such as the presence of stigma and community-specific problems such as migration, access to education, health care and home care),  gaps in existing services, and the needs of people living with, and affected by, HIV/AIDS.  Interventions are subsequently developed to respond to the information identified through the community assessments.  This participatory approach to programming emphasizes the importance of local ownership and contributes to the effectiveness of local efforts in identifying families affected by HIV/AIDS; identifying and providing appropriate support; decreasing stigma within the community, and increasing the potential for local efforts to be sustained after the termination of project funds.  

*Building the long-term capacity of local NGOs: 

NGO capacity building is defined as actions that improve effectiveness of the organization as a whole, or its staff as individuals.  Capacity building can be as basic as providing increased resources to the organization in order to carry out work that it is already capable of implementing, given the funds to do so. Technical capacity building might provide opportunities to expand the technical knowledge and skills of program implementers.  Interventions to improve the functioning of the organization might address management practices, such as building staff knowledge and capabilities in specific management areas, helping design systems and procedures, improving decision processes, facilitating discussions, coaching leaders, and resolving conflicts. (Blumenthal, 2003)   

Organization research has demonstrated the importance of organization culture. ‘All areas of the literature: theoretical, anecdotal and empirical suggest that organizational culture is central in determining organizational outcomes, including performance.’ (Pettigrew, re Blumenthal).  Organization culture refers to commonly held values, beliefs, and attitudes that shape the behavior of organization members.  Its role in influencing the performance of the NGO is often overlooked by managers of nonprofit organizations. (Blumenthal, 2003) 

For many organizations, adding HIV/AIDS to their existing development or child protection efforts is a new area of intervention.  Often, the staff approaches the disease and people who are HIV-positive with the same stereotypes, fears, and judgmental attitudes as do the general population of which they are a part.  For many, the increased funds available as a result of HIV/AIDS will entail changes within their organization in terms of staff roles, financial accountability, and the need for technical expertise in areas that are new to the organization.  

Capacity building activities include workshops, trainings, on site technical support and visits between implementing organizations.  The larger NGOs, such as FHI/India and the India HIV/AIDS Alliance have conducted national workshops and training for staff of their partner NGOs.  One of the challenges to training is to ensure ongoing impact as a result.  There are multiple examples from the local implementing partners whereby the staff members who attend workshops to learn specific skills relevant to their jobs as counselors, life skills educators, etc, no longer work at the NGO a couple years later.  Other examples involve staff members who continue to work with the local NGO but, after a couple years, have been promoted; the new staff members who take their place have not benefited from improved technical skills offered by previous capacity building efforts. Ongoing training, supervision, or guidance is often unavailable to maintain and build on the skills acquired during the training sessions.  Some organizations provide training-of–trainers workshops in order to address the need to extend the benefits of the training sessions beyond the participating staff members.  

FHI/India supports 31 NGOs that provide support to children affected by and vulnerable to HIV/AIDS in seven states in India.  Beneficiaries of these efforts include 19,000 children.  The approach by which FHI builds and sustains the capacity of partner NGOs begins with an orientation toward various issues faced by children affected by HIV/AIDS, conducting formative assessments, and developing subagreements.  During the project implementation, partners are provided technical assistance through workshops on specific topics, such as monitoring, improving systems, documentation, program guidelines, and project management; and technical issues, such as counseling, life skills education, succession planning and quality assurance.  NGOS are provided on-site support through participatory monitoring and review meetings. Technical assistance is provided to NGO partners in specific areas such as adoption, de-institutionalization, nutrition care, home-based care and child-centered communication.  Assessments to determine training needs are conducted among partner NGOS, followed-up by structured training programs.  
FHI has developed protocols for counseling, testing, and disclosure of HIV status to children and also for teaching life skills education to children affected by and also vulnerable to HIV/AIDS.  Consultations with partners about these tools and related activities have been held. These consultations provide partners with information about how to implement the tools and activities; they provide an opportunity for partners to share information and experiences; and they provide an opportunity for partners to give input to FHI about the tools and their utilization at the local level.  

One of the primary objectives of both the Bridges and Pathway projects in Pune, India, is to build the capacity of local partners so that they are able to sustain program activities when the short-term project period is over.  In fact, one of the local partner NGOs, has recently received a grant from an international NGO, reflecting their increased capacity to compete for sizable project grants.  The other local partner has recently begun implementation of home-based care in a community, independent of the Pathway Project, reflecting their interest and increased capacity to implement home-based care activities on their own. It will be important to document the ongoing development of this new generation of programming, which has the potential to expand into new areas as well, thus increasing scale and sustainability of the initial home-based care efforts.  

ICC-HOSEA provides capacity building efforts in Cambodia that respond directly to the identified needs of their target population.  For example, in 2001, they conducted a survey of 65 alternative care facilities to identify the barriers to integrating children affected by HIV/AIDS into their ongoing programs.  As a result, they developed a five-module training curriculum.  They pay particular attention to ensure that training participants have ongoing supervision and support from ICC-HOSEA and also support to utilize their skills at the facilities in which they work.  Each participant is followed-up once a month at their place of work to find out how they are able to put what they’ve learned into practice. A mentor from within their organization must agree to support each participant before they begin the training.  Staff members of ICC-HOSEA visit the mentor two times during the course to find out if there is a change in the way the participant is working, if they are using new materials, etc.  Six months after the completion of the course, the participants and their mentors attend a retreat.  At the retreat, they share how their behavior has changed and how they are using what they have learned.

*Systematic threats to capacity of staff
Government, donors, and other stakeholders have increasingly recognized the threat of HIV/AIDS in India.  The availability of funds and programming have increased as a result, especially in the states with the highest prevalence of HIV/AIDS.   In Maharashtra’s Pune, for example, there has been increased HIV/AIDS related efforts, implemented by local and international organizations.   An unintended consequence has been the effect of increasing demand and, therefore, competition for professionals to staff these efforts.  In the past five years, salaries for HIV/AIDS professionals have increased significantly.  This has led to high staff turnover.  The better funded organizations are obtaining staff from among the competent professionals who gained their expertise through their work in local organizations.  Local organizations hire and train “freshers” (young, enthusiastic and inexperienced) and hope that they will remain in their jobs, without leaving for other organizations that can offer better salaries.  In this environment, where local organizations are unable to match the higher salaries, employee incentives and job satisfaction become of paramount importance.  

Pathway and Bridges face the challenge of maintaining their staff.  For example, there is a high turnover of community animators.  “They get little money and work is difficult.  For more money, they would be easily taken for a job sitting at an STI booth rather than go to home visits”.    The following are some of the ways that support is provided to staff to increase job satisfaction:  
· The monitoring and evaluation coordinator compiles data on the programs and then shares it with staff on a regular basis.  In this way, the staff has concrete feedback on the work they are doing and can take satisfaction and pride in their support of children and their families. 
· Staff meetings of field and central level staff are conducted weekly.  This provides an opportunity for staff members to connect with each other as a team.  It minimizes the sense of isolation that can result from working in the field.  Field workers are regularly confronting difficult emotional situations related to the impact of HIV/AIDS on the beneficiary families with whom they are working.  Regular opportunities to come together as a group provides them with an opportunity to share, commiserate and learn from each other.   At each staff meeting, time is also set aside for members to share information about themselves and their families, so that they are given the opportunity to interact on a personal level.  Meetings are sometimes held out of the office, providing an opportunity for staff members to relax together and develop a greater sense of connection. 
· Regular capacity building activities and giving staff members greater responsibility provide the staff with improved skills and greater self-confidence to tackle the demands of their job.
The founder and executive director of the street children’s project in Delhi, Salaam Baalak Trust, explains that it is “important to always be available to staff...if anybody has something they need to say..a problem or whatever…a child…a worker..they can also ask questions and talk with [her].” At the shelters for the street children, there is very low staff turnover.  “We as management treat them as family… have support groups with staff, with the mental health people…We are Salaam Baalak Parivaar  (family).”  There is low turnover among the coordinators of each activity.  Lower down the rungs, there is higher turnover.  There is a total of 83 staff, 20 of whom were previously street children.  Many workers at the contact points where they identify street children are community women.  The salaries are very low.  “it is pittance what we give….we have support groups of staff…they get burned out with the type of work we are doing… “ Before hiring a new staff member, the NGO hiring procedures require that the person take 10-15 days to visit all the projects.  Sometimes they get to know the type of work that is being done, and they decide at that point that they don’t want to work for the organization.  “It is difficult work, under difficult circumstances.” Prospective applicants are thus provided with an opportunity to understand the realities of the job before making a decision to work in that environment.   

According to the directors of Chelsea, a home based care program that also supports children affected by HIV/AIDS in a slum area of Delhi, “Our staff is from the community and that is why the community accepts us…we’ve trained them...”  Chelsea has not had staff turnover in the past 5 years.  Only four people have left and that is because they have been asked to leave…No one has left on their own.”   Chelsea’s low staff turnover may be due to a number of reasons.  They hire staff from the community.  They have expectations that they make clear to the staff from the beginning.  They train those who stay.  Chelsea makes sure that they get their salaries on time, even when the funding agency fails to send the check on time.  These are community members; they rely on the salary; and they get it as promised, whether or not Chelsea has to borrow money to cover the gaps due to delayed payment.   

IHMP, an NGO working in slum areas of Pune, has changed its approach to staff recruitment in response to high staff turnover.  Initially they would hire nurses and health workers based primarily on the skills they could bring to the job.  However, they found that, once employed, some staff members were uncomfortable and unwilling to work within the slum communities.  As a result, IHMP recognized the need to hire employee applicants who feel comfortable and demonstrate commitment to working in slum communities.  These are priorities that guide hiring decisions, even more than the skills the applicants have to offer when they begin the job.  Having thus identified staff members who are more likely to remain with the organization for the long term, IHMP supports its staff to develop their skills through on-the job training.  Case example:  Among the IHMP/Pune staff is a nurse who had grown up in the slums, was provided education support by a local organization, and subsequently was able to continue her studies in order to acquire nursing skills.  When she applied to work with IHMP, it was apparent that she not only had commitment to the beneficiary population, but she also had a realistic understanding of the challenges that she would encounter in carrying out her job with the NGO.   

*Flexibility in Planning and Implementation

Programming for support to children affected by HIV/AIDS is relatively new in India.  There is a dearth of documentation and guidance on what works and what does not work.  At this point, programs must usually learn for themselves what types of approaches will work best.  Even if more were known about existing approaches that are being implemented in India, as one of the directors of the local NGO pointed out, the interventions must address the particular context in which the intervention will be implemented.  “The context will change from place to place – even one slum area will differ from another slum area in the same city.” 
When developing a strategy and identifying priority activities for implementation at the beginning of the project, program planners will rely on their “best guesses” for what will work.  However, in order to be responsive to the needs of the beneficiaries and to provide effective and efficient use of resources, modifications will be necessary according to the particular circumstances within the area of implementation.  Flexible systems will be needed by which to respond to lessons learned in a continuing cycle whereby learning what works leads to changes, which in turn lead to better programming.  Some donors are better able to respond to this need for flexibility than others.  For some, the details regarding program implementation that are set forth in the initial proposal cannot be modified.  Others are able to encourage modifications that result when the program implementers identify unexpected barriers or challenges; when the context changes; or when lessons are learned about how to improve the effectiveness of efforts by modifying the program activities.  
In cases where follow-on funding is provided for pre-existing projects, it is also important to take advantage of experience gained from work in the field.  Field workers represent a wealth of knowledge as a result of their work in the community.  Bringing them together to discuss their experiences and their recommendations to improve programming can provide an invaluable opportunity to improve the work that will build on previous efforts.   Due to bureaucratic constraints, implementers are sometimes required to develop plans or proposals for ongoing programs on a tight time schedule.  Optimally, time and resources could be allocated to incorporate lessons learned from the field into future planning, especially in those communities where the projects are already operating.   

Organization research has demonstrated that an important factor in the effectiveness of an organization is its ability to solve problems and to engage in learning activities. Effective problem solving includes: identifying problems; analyzing root causes; developing solutions to address the most important causes; implementing solutions; and evaluating progress.  The ability to collect and use data to solve problems makes this process more effective.  Without examining objective information, the organization must rely on intuition for guidance.  Learning activities imply that the organization does not wait for problems to arise, but is more proactive in examining what is working best and what the barriers are to program implementation.  Organization learning requires an investment of time to evaluate how successful interventions can be improved and to examine aspects of the program that are not working well.  Time needs to be set aside for the organization to reflect on how well its program activities are working and whether they are meeting the NGO’s objectives.  (Blumenthal, 2003) Being accountable for effective implementation and being provided with the resources (time, technical, and financial) to conduct and follow-up problem solving and learning activities can lead to improved quality of care and support for people living with HIV/AIDS in the program areas.  

Pathway, together with its funding partner, CDC, conducts an annual review of the previous year’s activities.  Lessons learned from the previous year are used to modify plans for the upcoming year.  Thus, changes in programming are ongoing, responding to the particular context and leading to improved effectiveness based on prior experience.   This type of responsiveness can present a significant challenge to bureaucratic processes.  For example, budgets are required at the beginning of the project and are often expected to be very specific.  Itemized budgets for each activity are often required before implementation.  However, after initiation of the activity, project implementers may discover that the planned items are not the best use of resources in the area of implementation.  Therefore, the budgeting process and program planning would need to be flexible enough to be modified mid-stream in order to be responsive to findings from the field about optimal use of resources.   

*Holding NGOs Accountable: 

 Official estimates of the number of NGOs in India currently stand between 1 and 1.2 million.  Of these, roughly 5,000 have been blacklisted by the government. The director of a human rights NGO, quoted in the Hindustan Times (Hindustan Times, October 23, 2005), states that “the difference between NGOs and Government now is ‘about 20 paise [Indian currency]’.  If a certain amount of money goes to the government, only 10 paise out of every rupee will reach the intended beneficiary, he says.  If the same money goes to the NGO, about 30 paise reaches.”   

The number of NGOs that have received support to incorporate a focus on children affected by HIV/AIDS is, as yet, relatively small in India.  As attention and donor funds increase, there will be increasing numbers of NGOs who receive funds to incorporate support for these children.  It is easier for donors to set and enforce initial standards now rather than later, after many more organizations already become involved and the potential threats to responsible administration of funds increases.  Accountability is key.  Plans to regularly monitor the NGO must be made and agreed upon at the time of the signing of agreements between NGOs and donors.  Monitoring for accountability must be implemented according to the initial agreements and by someone who is objective and external to the NGO in order to provide an unbiased assessment of the NGO activities. 

It is important to identify a mechanism by which those who are most familiar with the work of the NGO in the community can voice concerns.  This is especially important when the beneficiaries are children and their own ability to protect themselves from unscrupulous organizations and adults is limited.  


The NGO should be answerable to its board of directors as well as to its funding agency.  Donors should emphasize the importance of a strong board of directors to provide oversight to the NGO that receives funds.  The Board should include representatives from the beneficiary group within the community.  The more transparent are the NGO activities, accounts, and accomplishments, the more will be the likelihood that they can be held accountable by beneficiaries, the rest of the community, and the funding organization.  This is not always the case.  As noted in the Hindustan Times of October, 2005, “…A lot of NGOs do have dubious boards.  Moreover, the people for whom the NGO is working usually have no representation.  A company’s board has the major stakeholders on it – not so an NGO.  Even Lalu [former chief minister and political leader of Bihar state] must keep his constituency happy if he is to keep his job, says Sengupta (Amit Sengupta of Delhi Science Forum and World Social Forum).  NGO workers don’t even have to do that.”  Technical assistance may be provided to support transparency and a strong Board that will hold the NGO accountable for its stated actions and objectives. 

Directing funds toward NGOs that have proved their reliability and commitment:  With increasing availability of funds, there is the potential for new NGOs to be formed in response to the money, rather than in response to the needs of children and their families.  Various means have been used to minimize incentives for NGOs that are primarily focused on the funds rather than the work in the community.  For example, initial support to some NGOs may be limited to providing technical assistance or training, until such time as the funding organizations is familiar with the skills and commitment of the NGO.  

The International HIV/AIDS Alliance lead partner in Cambodia, Khana, provides a small amount of money to local organizations during their first year of funding, along with a relatively large amount of technical assistance.  The technical assistance and the initial funds enable the local NGO/CBO to work with the community to assess the needs within that community, and develop and implement appropriate interventions.  During the following years, the proportion of funds increases, while the technical assistance decreases, as Khana becomes increasingly familiar with and confident about the capacity of the local NGO.  

***Expanding the Knowledge Base
Expanding the knowledge base regarding programming for children affected by HIV/AIDS is in the interest of the “greater good”.  Increasing the knowledge base through research and documentation and ensuring that information and lessons learned are widely disseminated will improve the general state-of-the-art.  Thus, children affected by HIV/AIDS are likely to benefit from improved effectiveness and efficiency among those who utilize the information to provide them support. However, individual organizations are unlikely to spend significant funding to contribute to the “greater good” for efforts from which the benefits will extend far beyond the organizations that implement them.  In general, program implementers are in a constant struggle for funds to implement their programs and do not have excess funds to pay for the cost of expanding the knowledge base to improve the general state of programming.  In addition, though many of the NGOs that provide support to children affected by HIV/AIDS believe strongly in the importance of good programming, they do not have the incentive to contribute to the “greater good” at the risk of depleting their programming funds. It is, in fact, an important role for donors – both public and private – and for governments to support these efforts. 
Donor support of research related to programming for children affected by HIV/AIDS is rare, especially in the lower prevalence countries.  Likewise, budgets for information collection, analysis, and dissemination are rarely included in program funding.  There are exceptions.  USAID funded the Asian Guides on Support to Orphans and Vulnerable Children that provide information on programming in Asia and have since been translated into Hindi, Khmer, and Thai.  Abbott Laboratories Fund’s Step Forward Program has provided funding to India HIV/AIDS Alliance to conduct research in Tamil Nadu and Andhra Pradesh states regarding child headed households and community foster care to provide information that will contribute to more effective policy and program initiatives.    

Designated funding to support improved programming through increased information, analysis, and access to that information will be an important contribution of donors and governments.  This is especially important now, as interventions will need to expand their ability to provide support to the increasing numbers of children affected by HIV/AIDS.  There are many lessons to be learned from efforts already implemented in India, Cambodia and in other lower prevalence countries.  In the interest of implementing interventions that reflect the best use of limited funds, it is important to learn from those lessons now, rather than to expand programming without the benefit of the wisdom that is there to be had.  
*Information sharing and exchange
The response by government and by civil society to children and their families who are affected by HIV/AIDS is relatively new in India and Cambodia and in other low prevalence countries.  Experience and exchange of information based on that experience is not yet readily available.   International and regional conferences that include information about children affected by HIV/AIDS are infrequent. Moreover, the information from those conferences rarely gets to the people who are actually implementing programs in grassroots efforts.  


At the global level, donors sometimes, though rarely, provide funding specifically for documentation and information exchange.  On the other hand, there is a great deal of anecdotal evidence that many local implementing organizations are exchanging information through informal visits to each other’s programs, informal discussions, etc.  Programs spontaneously share information and train each other, thereby increasing the scale of various types of programming approaches.  Increasing the effectiveness and reach of this type of exchange would be an important contribution.  Local implementers would benefit from increased opportunities to share information and exchange ideas – to resolve practical problems they encounter in the process of grassroots implementation.  The venue for this type of exchange might be training sessions, workshops, cross-site visits, etc. 
Throughout the low prevalence countries, implementing organizations will be dealing with similar problems and issues.  Some will experiment and come up with innovative and effective ideas to address these issues. Others will continue to struggle with them.  Facilitating exchange of innovation and experience would be an important contribution to the improved functioning of implementing organizations to achieve more effective use of scarce resources. 
During the process of collecting data for a study of programs to support children affected by HIV/AIDS in Central America, the researchers noted the importance of facilitating information exchange among program implementers:  “… the attendance at our group interviews, and the clear enthusiasm for the subject, illustrate the benefits of simply sharing information on what each organization is doing, and what they need or would like to happen in the future. In many cases gaps or duplication of services can be addressed informally at such meetings, without any need for external interference.” (UNICEF, 2005)
A successful model for information exchange that was pioneered by UNICEF/Botswana was to arrange a monthly lunch-time meeting of children’s stakeholders. The free lunch and the promise of useful information (including a guest-speaker) and/or a platform to let off steam were sufficient to draw good audiences. UNICEF took notes (and note!) of what was said and distributed them to all who attended, but there were few other formalities. Attendance was open to anyone, as long as they gave advance notice (for catering purposes). This is a good example of a project which achieves much more than appears at first glance. (UNICEF, 2005) 

USAID/FHI/India has organized two national and six state-level workshops during the last three years. National and state level partner’s workshops provide a platform to share experiences. “Market places” are set-up to exchange resources and materials. Exchange visits between partner organizations are also facilitated, as are dissemination meetings, public meetings, and media sensitization briefings
*Information Dissemination:

There is an enormous amount that has been written on programming related to children affected by HIV/AIDS from the East and Southern African countries. However, much of that information remains “foreign” to countries in other regions of the world that are now dealing with similar problems.  Making the existing information accessible to other regions would be a major contribution to programming in the regions outside of East and Southern Africa.  The information needs to be made available logistically, but also in such a way as to be useful to those who have limited time and capacity to sift through the “mountains of material” that exit.  
In an attempt to facilitate access to the extensive body of knowledge that has evolved through programming related to children affected by HIV/AIDS, especially in African countries, USAID supported the collaboration between FHI/IMPACT and the International HIV/AIDS Alliance to develop the web-based Orphans and Vulnerable Children Support Toolkit. The toolkit is an electronic library of resources that systematically addresses a wide range of themes related to support for orphans and vulnerable children– for example: situation assessments, access to education, psychosocial support, children’s participation, and monitoring and evaluation. In addition to some 500 resources that can be downloaded using the toolkit, each theme and its sub-themes have an introduction which highlights key issues to consider for orphans and vulnerable children support programming  (http://www.aidsalliance.org/sw505.asp)
In order to address the need for program guidance and information to implementing organizations in Asia, USAID supported the International HIV/AIDS Alliance to produce a series of practical guides.  The Asian Guides on Support to Orphans and Vulnerable Children were produced to assist policy makers, program managers, NGOs, CBOs, local government and communities to respond to the needs of children affected by HIV/AIDS in Asia.  They focus on how programs can strengthen the capacity of children, families, and communities.  They are based on a similar set of materials developed in Africa and on issues and case studies identified during a regional consultation in Chiang Mai, Thailand in 2003 with participants from organizations working with children affected by HIV/AIDS in Thailand, Cambodia, and India. The guides were developed to be generic resources that can be adapted and translated for national and local use.  In fact, they have been translated into Thai and, in India, they have been translated into Hindi; in Cambodia, they have been translated and disseminated in partnership with UNICEF/Cambodia. (http://www.aidsalliance.org/sw25230.asp)

In 2000, India HIV/AIDS Alliance hosted a workshop for its lead and local implementing partners that focused on the needs of children affected by HIV/AIDS, according to their developmental stages.  They invited representatives from their own partners as well as from other organizations outside of the Alliance partnership.  Conducting the participatory workshop were two experts from Africa, one from Kenya and the other from Uganda.  Both women had extensive experience working with children of all ages and their caregivers in the context of high HIV/AIDS prevalence.  They were able to bring with them lessons that they’d learned in Africa, while encouraging exploration of the developmental issues specific to the Indian context.  They facilitated a process by which the participants identified developmental tasks that are challenged by the effects of AIDS on the lives of children of different age groups.  Participants were then encouraged to examine implications for programming, considering the specific resources and challenges unique to their own NGOs and the communities in which they are working. 
***Conclusion 

This discussion document highlights some of the programming issues that were identified during interviews with program administrators and implementers, mostly conducted in India - in Delhi, Pune, Himachal Pradesh, Manipur, Andhra Pradesh, and Tamil Nadu - and in Phnom Penh in Cambodia.  As information was gathered for this discussion document, it soon became apparent that there are many lessons that have already been learned regarding the implementation of these efforts.  At the same time, it is clear that the wealth of knowledge and experience has not yet been tapped.  Some of the lessons from program implementers in Asia were recorded in the Asian Guides on Support to Orphans and Vulnerable Children (International HIV/AIDS Alliance), which have been translated in three languages.  Some of the larger NGOs are facilitating information exchange among their partners.  And the smaller NGOs are sharing information when they have the opportunity.    However, these opportunities are limited in their frequency and their scope. 

As the process of collecting information for this discussion document process progressed further, limited documentation and electronic discussion revealed that even in low prevalence countries in West and Central Africa and in Latin America and the Caribbean similar programming challenges are faced by stakeholders involved in developing and implementing programming, as well as those working on national level advocacy, policy development, and national action planning.  It became obvious that there is a wealth of information and experience that could and should be shared across the continents that also remains untapped.
The response by government and by civil society to children and their families who are affected by HIV/AIDS is relatively new in India and Cambodia and in other low prevalence countries.  Efforts are evolving, but they are in an early stage of evolution.  Relatively small numbers of children are being reached by a small number of NGO and government efforts.  However, there is growing acknowledgement of the need to address the increasing numbers of children affected by and vulnerable to HIV/AIDS in these countries.  As governments and donors recognize the need to provide support to these efforts, it is imperative that the expanded efforts that result will be informed by the experience that is already available in their own countries, as well as elsewhere.  

Now is an opportune time to increase an understanding within regions, and across regions, about how to improve the effectiveness and the efficiency of programming to support children affected by and vulnerable to HIV/AIDS.  Research, opportunities for information exchange and problem solving, and the documentation and dissemination of existing lessons would contribute to the general “state-of-the-art.  Thus, children affected by HIV/AIDS would be more likely to benefit from improved effectiveness and efficiency of programming efforts that would result.   

The following are some of the specific gaps related to programming that were identified in the interviews conducted for this discussion document:

· The focus of this discussion document is on programming to support children affected by HIV/AIDS.  The programming issues specifically related to prevention of HIV/AIDS among children and youth who are vulnerable to HIV/AIDS were not included.  In fact, the distinction is ambiguous. Children affected by HIV/AIDS are often at high risk of HIV infection.  Program implementers working with children affected by HIV/AIDS must address HIV/AIDS prevention among their vulnerable beneficiaries. A large body of literature and experience already exists in India, in other parts of Asia, and worldwide that focuses on HIV/AIDS prevention among young people who are vulnerable to becoming infected.  The information and the skills to implement these efforts must be made available to local implementers in a way that they can best utilize the information.

· There is a need to develop, test, and maintain ongoing systems to provide monitoring and protection of children living outside of parental care.  These systems of protection would apply to children living in situations throughout the spectrum of care, including foster and adopting families, group homes, and institutions.  Caregivers, community leaders, government representatives, and children themselves all need to be involved in preventing abuse and exploitation and ensuring that children are safe and protected from harm.  Some NGOs have set up ongoing systems to protect children.  These need to be examined for their ability to provide long-term and dependable protection in order to identify and strengthen weaknesses in the system and document lessons to share with others.
· Information and support are needed about community-based options to support children affected by HIV/AIDS in their families and their communities.  Even before this information and support will be useful, it will also be necessary to transform the general perception that institutions are the most appropriate option for these children.
· Institutions and group homes are reluctant to accept children who are HIV-positive, or even children whose parents were HIV-positive.  In many cases, this is the result of stigma associated with the disease; misconceptions or lack of information about the type of care that will be needed for these children; and lack of resources and skills to provide appropriate care to children who are HIV-positive.  A concerted attempt to provide information and support to these institutions and group homes could potentially result in the integration of HIV-positive children within existing models of care. 
· Linking support of children affected by HIV/AIDS with ongoing community development initiatives and child protection efforts holds a great deal of potential to expand identification of and support to these children.  Initiating and evaluating these approaches could provide alternative options for support, especially in areas of relatively low prevalence.
· With increasing access to HIV/AIDS care and treatment, there are increasing opportunities to identify and provide support to children affected by HIV/AIDS.  Research could accompany these joint interventions in order to assess optimal methods of integrating these efforts.   
· Increasing the availability of PCR to determine the serostatus of babies born to HIV-positive mothers would lead to more rapid and appropriate care and support of these children.   

· It is important for NGOs to develop partnerships with government at national and local levels and to help strengthen systems that could ultimately function for the long term.  Documentation and evaluation of methods to enhance government involvement is needed. Evaluation of various options should extend beyond the short time periods usually allocated for documentation and evaluation in order to assess the potential for providing the long-term support that is needed. 

· This discussion document is primarily directed at donors, program planners, and policy makers.   It is neither accessible nor useful to local organizations or local implementers.  Rather, information that will make a difference to programming for children will need to be transformed into a form that is both usable and useful to local implementers who work directly with children and their families.  

· Quality assurance should be a priority in program planning and implementation.  Internal and external methods of assuring quality should be clearly identified and implemented on an ongoing basis.

A Lesson Learned from the countries with higher HIV/AIDS prevalence: Many of the issues faced by programmers in India and Cambodia are the same that programmers in the high prevalence countries of eastern and southern Africa have long been struggling with. These include: 

· Stigma toward people living with HIV/AIDS and their families;

· Addressing fundamental needs of beneficiaries, such as food security and nutrition support; education, short and long-term economic stability; HIV/AIDS prevention; protection; and the need for psychosocial support; 
· Linking with government initiatives; 

· The need for sustainable, long-term interventions;

· Issues related to maintaining quality of programming; and

· Lack of support for research and documentation, along with opportunities for information exchange and information dissemination that reaches all levels of implementation – from global to national to local levels.  

There is an enormous amount that has been written on programming to support children affected by HIV/AIDS and their families in the African countries that have long been dealing with the impact of HIV/AIDS. In addition, national and regional resources and workshops have been initiated in Africa to discuss and summarize approaches to particular types of programming issues, such as programming to address psychosocial support; economic stability; food security; etc.  Even so, within the extensive information that does exist, a glaring gap among the “mountains of material” describing the approaches to programming in the higher prevalence countries is the lack of research and comprehensive evaluations to examine the effectiveness and efficiency of various types of interventions to provide support to children affected by HIV/AIDS. 
This lack of research and thorough evaluations can serve as a lesson to donors, governments, and program implementers in the lower prevalence countries that are in the initial stages of the response.  The numbers and the needs of children affected by HIV/AIDS and their families will continue to grow.  Optimal use of limited funds is imperative.  Information is needed about what types of interventions work, and the conditions and modifications needed to make them work best.  Supporting evaluation and research components that accompany program implementation can contribute to improved programming, better utilization of funds, and optimal contributions to the well-being of children affected by HIV/AIDS and their families.  
.

APPENDIX 1:

*Limitations of the Document:  

There were a number of limitations imposed by the process of data collection that was used to inform this document.  The bias built into the method of selecting activities and interviewing stakeholders limits the ability of the readers to generalize the information to their own contexts and programs.  The following are some of the sources of bias:

· The total population of India is 1.08 billion.  The massive size of the population and the complexity of the social structure, including the variety of ethnicities, castes, and socioeconomic status make it impossible to generalize without taking into consideration the particular context in which programs will be implemented.

· Interviews were conducted predominately with administrators who were mostly available in the Capital city or other major urban centers.  Program observations took place mostly in urban centers or in areas that were relatively easy to access from urban centers.

· Interviews were generally conducted in English.  Though almost all interviews were conducted without a translator, different information may have been available from those for whom English is not a comfortable means of communication.  The interviews were generally limited to respondents who could speak English, thereby missing the extensive program experience and insights that might have otherwise been available among those who could not speak English. 

· Because the interviews and program observations were limited by accessibility, there are related gaps in the representation of interventions that are specific to certain areas.  For example, in the Northeast States of India, the HIV/AIDS epidemic is driven by intravenous drug use and approaches to providing support to children affected by HIV/AIDS in those areas must specifically address the issues that arise as a result.  However, except for one case study in Manipur (a program that was quite difficult to reach for the consultant hired to conduct that particular case study), the issues and interventions from that area are not represented.  

· The number and variety of case studies and interviews were limited by the time available to conduct data collection.  

· The international organizations and the organizations supported by international organizations represent a type of programming that is likely to differ from other local NGOs and CBOs that were more difficult to access.  

· The focus of the document originally included “children affected by and vulnerable to HIV/AIDS”.  However, the information that is included herein specifically focuses on “children affected by” HIV/AIDS and not “children vulnerable to” HIV/AIDS.  Documenting issues faced by children vulnerable to HIV/AIDS and programmatic approaches to providing care and support and protection for those children is an extensive undertaking unto itself.  An attempt to include them within this document would have understated the extensive issues and experience in providing support to children who are especially vulnerable to the risk of becoming infected by HIV/AIDS.    

The information included in this document is limited regarding its relevance to other places and types of programming for the reasons mentioned above.  It is not clear whether and how much the observations and examples included in the document can be generalized to other areas and other variations in programming.  However, the objective of the document is not to provide prescriptive guidelines.  Rather, a primary objective is to stimulate discussion on various approaches to programming.  The examples described herein have not been evaluated.  There is no information on their effectiveness or their efficiency.  They merely provide examples from which to begin to consider issues and alternative programming approaches to support children affected by HIV/AIDS.  Most of all, they provide a starting point from which to expand the discussion, analysis, and even research on various types of programming.  

Another obvious limitation is that the document is primarily directed at donors, program planners, and policy makers.   It is neither accessible nor useful to local organizations or local implementers.  In the course of identifying gaps in programming, it became clear that there is little – if any – opportunity to exchange information and ideas among those who are working most closely with children and families who are affected by HIV/AIDS at the community level, and this document does not offer a direct contribution toward information that is useful, and greatly needed, at the local level.   

APPENDIX 2:

***HIV/AIDS Epidemic and Responses in India
*Status of the Epidemic

By the end of December 2004, there were 5.134 million people in India who were living with HIV/AIDS. (NACO, 2005)  Globally, India now accounts for more than a tenth of HIV infected adults and children and three quarters of people living with HIV/AIDS in South and South-East Asia. (Martin, et al, 2004)  In 1999, the estimate was 3.7 million people living with HIV/AIDS.   The epidemic in India is moving from “high risk” groups and urban centers to the general population in the rural areas.  Of the five million people living with HIV/AIDS, over 58% are from rural areas. The predominant route of transmission of HIV/AIDS in India is heterosexual (86%).  However, in north-eastern India, the epidemic is mainly among injecting drug users and their sexual partners.  (NACO, 2005)
The HIV prevalence is about .92 percent.  However, this is the average for the country which is larger than 3,287,263 sp. Km (Census, 2001) and includes more than one billion people.  In six states (Andhra Pradesh, Karnataka, Maharashtra, Tamil Nadu, Manipur and Nagaland), the HIV prevalence is over 5% among high-risk groups and over 1% among antenatal women.  (NACO, 2005). Given India’s population, only 0.1% increase in the prevalence rate would increase the number of adults living with AIDS by over half a million persons. 

Due to the long incubation period of HIV, the number of children orphaned by AIDS will continue to increase and will remain exceptionally high for the first half of the 21st century.   There are currently no estimates for the number of children who are orphaned specifically due to AIDS in India.  As of 2003, approximately 35 million children in India under the age of 18 had lost one or both parents due to all causes, which is approximately 9% of all children.  
 UNAIDS estimates that 170,000 children below the age of 15 years are infected with HIV/AIDS in India.  This estimate does not include adolescents between the ages of 15 and 18.  There is currently no data available describing the total number of children aged 0-18 who are affected by HIV/AIDS in India.   The Task Force on Children and HIV coordinated by the Department of Women and Child Development estimates that 57,000 children are infected every year through mother to child transmission.  The cumulative number of HIV infected children (0-15 years) had reached 220,000 by 2004. (Working group on women, young people, adolescents, and children-sub-group DRAFT) 

*Scaled up responses for care and treatment  

The scaling-up of HIV/AIDS programming in India is recent relative to that in the higher prevalence countries and has predominately focused on increasing awareness and prevention of the spread of the AIDS.  Due to the lag time between initial infection and the increase in morbidity and mortality that results, India has only recently begun to recognize the impact of the disease. The national level response to the growing numbers of people living with HIV/AIDS began in the last five years. (NACPII)

In 1992, the Government of India formed the National AIDS Control Organization (NACO) within the Ministry of Health and Family Welfare and initiated the first phase of the National AIDS Control Programme (NACP-I), focusing on the prevention and control of HIV/AIDS.  In addition to the focus on prevention, the second phase (NACP-II 1999-2006) scaled up the availability of voluntary counseling and testing (VCT) and also included a component that supported community-based care for people living with HIV/AIDS.

NACO has expanded VCT centers (VCTC) in district hospitals throughout the country.  By March 2005, a total of 709 VCTCs were functioning in all States and Union Territories.   307 centres have begun providing PPTCT services, and there are sixty community Care Centres, run by NGOS.  NACO is also supporting 22 state-level PLHA networks country wide.   State and Union Territory AIDS Control Societies fund the treatment of opportunistic infections in government-run hospitals up to the district level. (Sthyanarayana, 2005)  (NACO, 2005).

In April 2004, the government launched a program for the provision of free ARVs. The target is to operationalise 100 centers — 10 per cent of which may be in the private set up — for providing medicine to one lakh (100,000) patients. According to the Ministry of Health, the provision of ARV to patients is running way behind target.  As of November 30, 2005, only 15,000 people were given ARVs at a cost of Rs 550 per month in 40 hospitals. (AIDS-India,Dec 1, 2005)   The Health Secretary, however, remains confident that over one lakh  patients will get the drug by March 31,2006  ( Sinha, AIDS-India, 2005) (Sthyanarayana, 2005)  (NACO, 2005).
*Responding to Children affected by and Vulnerable to HIV/AIDS


In order to develop a comprehensive and sustainable response to children affected by and vulnerable to AIDS in India, a National Consultation was held in Delhi on March 28-29, 2005.  The consultation, initiated by the Department of Women and Child Development in partnership with UNICEF/India, brought together representatives from the Government of India, UN partner organizations, NGOs and faith-based organizations providing services for children vulnerable or affected by HIV/AIDS, networks of people living with HIV/AIDS, and donors.  At the national consultation, the five strategies that are the mainstay of the international Framework for the Protection, care and support of orphans and vulnerable children living in a world with HIV and AIDS were endorsed by The Government of India, represented by Ministries of Human Resource Development (Department of Women and Child Development), the Ministry of Health (National AIDS Control Organization), and the other participating stakeholders.   

The following are the definitions used to describe the children who were the focus of the National Consultation and subsequent follow-up activities:  

Children affected by HIV/AIDS are those who are living with a parent, caregiver, or other family member who has HIV/AIDS, children who are orphaned due to HIV/AIDS related causes, and/or children who are HIV-infected.  
Children who are especially vulnerable to HIV/AIDS are those who are more likely to become infected or affected by the disease because of their existing contexts and vulnerabilities. The most vulnerable are street children, trafficked children, children who are injecting drug users, children in care and protection institutions, children of sex workers, children in conflict with law, children with physical or mental disability, and children facing gender- based risks.
One of the outcomes of the National Consultation was that a task force of stakeholder representatives was initiated under the stewardship of DWCD, NACO and UNICEF to follow-up on recommendations and key actions that were identified during the Consultation.  (Delhi Commitment, March, 2005).  Since then, the Task Force continues to meet in order to follow-up on recommendations.  In addition to representatives from the Government of India and the National AIDS Control Organization (NACO), participants include representatives from WHO, UNICEF, donors, and NGOs. 

Toward the latter part of 2005, NACO constituted a Working Group on Gender, Youth, Adolescents and Children to provide inputs to the draft of the next phase of the National AIDS Control Policy (NACP-III).  A sub-group helped to prepare a strategy for NACP-III that addressed suggestions related to children affected by HIV/AIDS and focused on policy environment, scaling up programs, increased resources and institutional requirements.  Whereas the second phase of the NACP did not include a mandate for a response to children affected by HIV/AIDS, the draft of the third phase of the policy does.  
A significant barrier to government planning and policy development is that data has not been available to describe the size of the population of children affected by HIV/AIDS.  Previous global estimates and projections of orphans due to AIDS utilized a methodology that was limited to countries with high HIV/AIDS prevalence (UNICEF, Children on the Brink 2004).  POLICY Project was asked to adjust this methodology in order to estimate the numbers of orphans due to HIV/AIDS and vulnerable children due to HIV/AIDS in India.  POLICY Project has partnered with NIMS (National Institute of Medical Statistics) in order to provide these estimates, and the process is underway.  

Also in follow-up to the National Consultation, a rapid appraisal was undertaken by the Futures Group’s POLICY Project to assess the local situation and contexts related to children affected and vulnerable to HIV/AIDS in the States of Maharashtra and Tamil Nadu. The aim of the Rapid Assessment, Analysis and Action Planning process (RAAAP) was to understand the micro and macro factors influencing the situation of affected and vulnerable children in order to provide direction on how programming and policy responses can be framed, scaled up, and adapted to a larger state level context. Further details are provided in Appendix 4. 

In August, 2005, the Government of India launched the National Plan for Children, which focuses on all children and includes a specific and extensive section on children affected by HIV/AIDS. Also in August, the draft of the HIV/AIDS Bill was presented to NACO.  The draft of the Bill includes special provisions directed at children and young persons.  It is currently under review, before being tabled in the Parliament.

*Central  Government Involvement  ((Working group DRAFT)  

National AIDS Control Organization (NACO):  NACO and the state AIDS societies have had limited focus on the issue of children affected by HIV/AIDS since there is no special segment on children affected by HIV/AIDS in the current NACO policy (NACPII). NACO’s targeted intervention programmes have addressed street children as a target group that is vulnerable to HIV/AIDS.  About 1,066,365 pregnant women have also availed PPTCT services as of the end of 2004, out of which 10,711 tested HIV- positive and about 42% mother-baby pairs received Nevaripine. 

NACO and the State AIDS Societies have the potential to integrate the needs of children affected by and vulnerable into current programming.   At this time, however, support to children affected by HIV/AIDS beyond the interventions to prevent mother-to-child transmission (PMTCT) is limited.  However, a study conducted by UNICEF (Bhagat, 2005, draft report) points out that the PMTCT intervention is restricted to medical treatment and does not include interventions for long-term development of the child.  “The prevention of transmission of the infection does not rule out the fact that the child will continue to remain an affected child.”  Counselors in adult programs report that nearly 80% of adult who come for testing have two or more children and their greatest worry is related to their family and children.  
A rapid assessment of community care centres supported by NACO to provide care for people living with HIV/AIDS found that all care centres experience the need to care for HIV infected children and orphans.  However, there is no mechanism for such care within the current centre programming. The report recommended that NACO incorporate services for children, trying out alternative models for inclusion of children.  (NACO, 2005; DRAFT) 

Department of Women and Child Development (DWCD): DWCD is in the process of developing its future strategy to address children infected and affected by HIV/AIDS. The Department implements many programmes that might have the potential to integrate a response to children affected and vulnerable to HIV/AIDS.  In addition, DWCD is keen to promote community-based responses and to strengthen legal and regulatory mechanisms to protect the rights of children.

Ministry of Social Justice and Empowerment (MSJ&E)
: MSJ&E programmes include children in crisis situations such as street children, abused and abandoned children, orphaned children, children in conflict with the law, and children affected by conflict or disasters.
 The Ministry is in the process of developing plans to reach out to children affected by HIV/AIDS.

Department of Education (DOE): Currently, the School AIDS Education programme is being implemented by DOE and NACO for children in the age group of 12-15 years. The Sarva Shiksha Abhiyan (SSA) scheme is presently providing free schooling, school feeding programmes and flexible policies around uniforms for children affected by HIV/AIDS.

*Donor Funds to support children affected by HIV/AIDS    

Donors such as the U.S. Government, DFID, the World Bank, the Gates Foundation, and other private foundations have pledged hundreds of millions of dollars towards HIV/AIDS in India.  Most donor funding supports prevention efforts. There has been a relatively small amount of funds for care and support activities and very little support for programs focusing on children infected and affected by HIV/AIDS. USAID has supported FHI/Impact and its implementing partners to provide support to children affected by and vulnerable to HIV/AIDS.  USAID is currently developing its future strategy to support children affected by HIV/AIDS India. DFID supports targeted interventions through the NACP-II, including a focus on street children who are particularly vulnerable. DFID has recently launched the Challenge Grants, which could potentially provide support to programming related to children affected by HIV/AIDS.   Abbott Laboratories Fund’s Step Forward Program has funded India HIV/AIDS Alliance to strengthen the capacity of local NGOs to provide support to orphans and other vulnerable children affected by HIV/AIDS.  Other private foundations have also provided limited funding for efforts to support children affected by HIV/AIDS. 
APPENDIX 3
***National Level Efforts :  Cambodia;  Central America
At the National Level, governments outside of East and Southern Africa have begun to recognize the need to respond to the growing numbers of children affected by and vulnerable to HIV/AIDS.  Some have taken an approach that incorporates vulnerability due to HIV/AIDS within the broader context of the multiple sources of vulnerability affecting children within their countries. In some countries, children affected by HIV/AIDS and/or children who are especially vulnerable to AIDS are specifically addressed in the context of National AIDS Plans and Policies. In order to stimulate and refine national level responses to the vulnerability of children associated with HIV/AIDS, the Rapid Assessment, Analysis, and Action Planning Process (RAAP), was developed by UNICEF, USAID, and Futures Group early in 2004.  It was initiated in high prevalence countries; components of the Process have since been utilized in low prevalence countries, some of which are briefly described below.  

Cambodia:

In August, 2004, stakeholders attended an Orphans and Vulnerable Children (OVC) Policy Dialogue workshop organized by the POLICY Project/Cambodia and CARE/Cambodia.  At that workshop, there was agreement that a mechanism was required through which organizations in Cambodia that provide care and support to children affected by HIV/AIDS could coordinate the development and implementation of guidelines at program and policy level.  (POLICY II, 2005) 

Following up on action suggested at the Policy Dialogue workshop, POLICY Project/Cambodia and Save the Children/Australia identified resources and staff to initiate and facilitate an OVC Task Force.  The Task Force continues to meet periodically. Participants include representatives of the Government of Cambodia, including the National AIDS Authority (NAA) and the Ministry of Social Affairs, Veterans, and Youth Rehabilitation (MoSVY), UN agencies, donors, and NGOs.  A Coordinator and a Project Officer were hired by Save the Children and POLICY Project to coordinate and facilitate the task force activities during its initial phase.  These staff members also conducted a review of policies related to orphans and vulnerable children in Cambodia. (Elliott and Saroeun, 2005).  The term,“Orphans and Vulnerable Children” was defined in the document as follows:

Orphan: Anyone below the age of 18 years who has lost one or both parents.

Vulnerable Child: Anyone below the age of 18 years whose psychological, physical, social or economic circumstances place them at risk of abuse or exploitation and whose fundamental rights for survival, protection and development are threatened.   

The Government of Cambodia, in partnership with UNICEF/Cambodia has drafted a National Alternative Care Policy. The draft Policy includes children who are vulnerable due to many causes, and it includes a specific section on children affected by HIV/AIDS.  One of the working groups that have been initiated to support implementation of this Policy is the Minimum Standards Working Group.  This Working group has already made significant progress towards its mandate to develop minimum standards for residential care, community and family based care, pagoda based care and group home-based care.  

Central America: 

A UNICEF sponsored study in five countries in Central America (Belize, Guatemala, Honduras, Nicaragua and Panama) found that all five countries reported that they have some form of regular stakeholders’ meeting to discuss children’s issues.  Only Honduras and Panama said that they have a formal multi-sectoral structure to coordinate action for orphans and vulnerable children.  

Only Honduras has a formal plan of action for orphans and vulnerable children, but all the others have a functioning plan for children in general.  All the countries in the study except Guatemala have made the decision to develop a plan specifically for orphans and vulnerable children.  
It is not clear to what extent children’s issues are incorporated into national HIV/AIDS planning, but the researchers believe it to be limited.  Nicaragua reported that they were undertaking strategic planning related to HIV/AIDS and would consider including children in the plan. (UNICEF: 2005)

*Rapid Assessment, Analysis, and Action Planning Process (RAAP) 

The Rapid Assessment, Analysis, and Action Planning Process (RAAP) was developed by UNICEF, USAID, and Futures Group early in 2004.  It consists of a methodology to assess national level resources and action to support children affected by HIV/AIDS. By assessing the current state of action, the goal was to stimulate further action toward scaling up the response.  The process includes analysis of data using the Index of Programme Effort (IPE), a tool to assess the impact of HIV/AIDS on children in individual countries. During the course of 2004, this tool was used in 36 African countries. (UNICEF, 2005)  (www.futuresgroup.com/ovc)
In 2005, the UNICEF regional office in Latin America and the Caribbean undertook a five-country study in Central America using a modified version of the IPE in Belize, Guatemala, Honduras, Nicaragua and Panama.  The use of this process and the tool was then expanded to include three countries in the Caribbean region – Barbados, St Lucia and St Vincent. (UNICEF, 2005).  In 2005, the Futures Group’s POLICY Project/India, as follow-up to the National Consultation on Children Affected by and Vulnerable to HIV/AIDS, conducted rapid assessments in two states, Maharashtra and Tamil Nadu, also using a modified version of the IPE. (see Appendix 4)
In May, 2005, POLICY/Cambodia, in partnership with Save the Children/Australia, facilitated a National Consultation to Support Policy Formation. At the consultation, they used a participatory approach and the IPE as a framework for discussion about policy related activities in Cambodia that focus on orphans and vulnerable children. Participants found the tool difficult to answer.  This may be because the workshop was part of the early initiation of national level activities.  Therefore, the relevant action to which the tool refers did not yet exist.    
APPENDIX 4:
*State Level Assessments in India:  Maharashtra and Tamil Nadu 

A rapid appraisal was undertaken by the Futures Group’s POLICY Project/India to assess the local situation and contexts related to children affected and vulnerable to HIV/AIDS in the States of Maharashtra and Tamil Nadu. The aim of the Rapid Assessment, Analysis and Action Planning process (RAAAP) was to understand the micro and macro factors influencing the situation of affected and vulnerable children in order to provide direction on how programming and policy responses can be framed, scaled up, and adapted to a larger state level context.

Local contexts and initiatives were assessed by visits and interviews with child welfare NGOs, HIV/AIDS implementing organizations, faith-based organizations, and government agencies. The macro context was examined by assessing existing child development policies, government child welfare schemes and child rights networks. The methodology also included a desk review to identify existing published and “grey” literature on the topic of children affected by and vulnerable to HIV.

The following are some of the findings from the draft assessment reports in Maharashtra.  Further information is also included in the relevant sections of this document. (Kapadia-Kundu, 2005): 

· There are about 6,000-7000 children with HIV in the state (MSACS). According to Maharashtra State AIDS Control Society (MSACS), 66 children were on ART across the state as of January 2005. The actual roll-out has been difficult and slow.
· Spectrum of Care for Affected and Vulnerable children: The models of care available in Maharashtra for HIV infected and affected children range from biological family to extended family foster care and non-kin foster care,  to adoption, temporary shelters run by NGOs, institutional arrangements run by faith based organizations, government, NGOs, and those that are hospital-based. It is important that all options of the spectrum of care are strengthened. To do so, it is necessary to work at multiple levels – policy, implementation, advocacy and research.  

· Almost all the community based initiatives for HIV affected children are limited to the major urban areas of Mumbai and Pune. These initiatives, however, provide direction on how some of the efforts can be replicated in the rest of the state, thereby ensuring wider access and reach.

· In Maharashtra, the Child Development Policy was announced by the Chief Minister of Maharashtra  in 2002.  India has some of the best policies on paper, as the National Plan for Children 1992 and 2005 have shown. Most of the government and NGO representatives interviewed for the rapid assessment were unaware of the relevant policies at national or state level.   The major obstacle lies in policy implementation. It is necessary to review the policy development process and identify gaps that have hindered the implementation of the policies for children. Therefore the focus at the national, state and local levels should to be on policy implementation.  Dissemination of National policies and plans was also identified as a major gap.  
The following are findings from the assessment in Tamil Nadu (Manorama, 2005)

· Based on numbers collected from NGOs and from a rapid assessment conducted by the NGO, CHES, the latter estimates that there are approximately 4819 children affected by AIDS benefiting from support by NGOs in Tamil Nadu, which was estimated to be less than 10% of the total.  

· NACO and the State AIDS Societies have the potential to integrate the needs of children affected by and vulnerable into current programming.   At this time, however, support to children affected by HIV/AIDS beyond the interventions to prevent mother-to-child transmission (PMTCT) is limited

· The Tamil Nadu State AIDS Control Society (TANSACS) has the potential to serve as a coordinating organization, bringing related sectors and organizations together,  providing technical assistance, developing linkages and identifying referrals, and identifying action to be taken statewide and at district level.  This approach could serve as a model of multi-disciplinary action, integrating HIV/AIDS affected children with other related efforts.   A stakeholders meeting on children affected by HIV/AIDS could be initiated by the State Health Department and TANSACS to inform and share information on the services that exist and mechanisms to support children affected by HIV/AIDS.  Ultimately, efforts need to be implemented at District Level.  Collectors, therefore, should also be included in strategic planning

· Advocacy needs to be extended to policy issues at State, as well as at Central level.  Policies and legislation should be introduced or reformed to define standards of protection and care of orphans and other vulnerable children based on the best interest of each child and the right of children to family life. Fostering and adoption, birth registrations, protection of inheritance and property rights, and provision of community based care are among the key issues that need to be addressed. 
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 “Children who are affected by HIV/AIDS” include the following: 


Children who have lost one or both parents due to HIV/AIDS


Children who are HIV-positive


Children living with a parent or adult caregiver who is ill as a result of HIV/AIDS


Children living in households where the resources (financial and emotional) are severely weakened as a result of HIV/AIDS. This includes households where increased dependents such as orphans result in a drain on available resources.  


Children living in communities where resources have been affected by the impact of HIV/AIDS. These include economic, psychosocial, and human resources, including the availability of teachers and medical personnel whose numbers have been depleted as a result of AIDS.


“Children who are vulnerable to HIV/AIDS” include:


Children who are at high risk of becoming infected by HIV/AIDS, due to their behavior or the risks posed by the environment in which they are living (i.e. without adult protection; without means of acquiring material support other than through transactional sex; lack of knowledge and skills to prevent behavior related to HIV/AIDS transmission)  





 “For Anand…disclosure was traumatic.  His family, though wealthy and highly educated, suffered from numerous misconceptions about the virus. After Anand tested positive, his brother turned him out of the house.  They were convinced Anand was suffering from a highly contagious disease and that he would be dead in a few days anyway. He was left at the doorstep of his grandmother, as she doted on him.  But even she didn’t know what to do with him.  So, he was locked up in a room and food was placed at the door regularly, as if he were a pariah.” (Jain, 2002) 





An example of unintended consequences that could result from providing benefits based on HIV status is the request reported to a local NGO in India: An HIV-negative woman appealed to the VCT counselor to “Please give me a positive HIV certificate”.  She expected that this would enable her to benefit from the HIV/AIDS support programs.  





“My mother had a strange illness because she sold her blood she then died some months later.  My father was examined and was found to be infected with AIDS. Doctors told him this illness couldn’t be cured.  Four or five days after he came back from the hospital he drank poison…” (Save the Children, China) 





One of the local NGOs identified elderly women to function as foster parents for two children.  They receive the equivalent of $85 per year in the form of material goods at festival times.  Originally, three other women had also volunteered to be foster parents, but they were dissuaded from doing so by the objectives of members of their family.





A local implementing organization in India became concerned at the growing numbers of double orphans – children who had lost both parents - in the communities in which they were working.  In an attempt to identify family placements for these children within their own communities, the NGO established a campaign to promote fostering by unrelated families. A businessman who was familiar with the work of the NGO owned an electrical company that employed 50 staff members.  The businessman spoke to his staff, encouraging them to foster double orphans.  One of the electricians who worked at the company had recently had a baby but he was responsive to his Muslim faith, which encourages generosity toward orphans.  He and his wife decided to foster a brother and sister aged 5 and 7 years old.  They receive school fees and a small monetary gift.  The children are treated as part of the family and the community is slowly learning to accept the children as permanent members of the electrician’s family  (Ref)





A grandmother was caring for 5 children receiving support from the Little Folks program. The grandmother turned out to be an awful caregiver.  She was drinking, playing cards, etc.  The field worker gave her three warnings to improve her care of the children.  One day, she sold her utensils and left, taking one child with her.  She left the other four children behind with the village leader.  The village leader and his wife took care of them temporarily with the support of NXXX.   





The Maharashtra government was the first in India to introduce a government foster care scheme for children in 1975, the Bal Sangopan Yojna.  The scheme was introduced with the purpose of providing temporary care for children within substitute families. The foster family could be the child’s mother, relatives or others. The foster family is provided with Rs 250 per month and Rs 50 is given to the NGO per child per month for administrative expenses. NGOs complain that often the grants are not released on time and the amount of Rs 250 per child is highly inadequate. CSA reports that only 40 percent of the grants were released in 2002. Despite difficulties in the implementation level of the Bal Sangopan Yojna, the scheme has a wide reach through out the state and has the potential to reach children vulnerable to and affected by HIV through an already existing government mechanism. (Kapadia Kundu, 2005) 





In Central America there is also a tendency to institutionalize children, rather than addressing the cause of their distress.  In a five-country study, respondents confirmed that “most children in ‘orphanages’ are not, in fact, orphans but are there to escape poverty or violence” (UNICEF, 2005)   





The Maharashtra assessment reports that there are at least 7 institutional/group foster care homes in Maharashtra state (mostly operated by faith-based organizations and NGOs) that specifically care for HIV-positive children in addition to HIV affected children.  The numbers of HIV affected children living in these institutions/group foster homes is small (less than 300).  There are two types of child-care institutions in Maharashtra – statutory institutions and non-statutory institutions. The statutory institutions are run under the Juvenile Justice Act.  Some institutions receive government funds, though they are not sufficient to provide adequate care of the child.  One such institution, for example, that accepts court committed children, including those who are HIV-positive, receives funding of Rs 500 per month per child including the HIV+ children (CSA, 2002). However the institution estimates that it requires Rs 1500 a month for children living with HIV/AIDS. Since the government provides them with Rs 500, they raise the rest of the money through private sources ( CSA, 2002).  The Quality institutional Care for children and Alternatives (QICC&A) campaign was initiated in Maharashtra in 2002. It was started nationally by CRY with Saathi as its implementing agency in Mumbai. The goal of the campaign was twofold – to ensure quality institutional care and to explore de-institutionalization options that could be either family or community based.  According to the Commissioner, at the Commissionerate office in Pune, the issue of children affected and vulnerable to HIV had not been given specific consideration in this regard by the WCD department.  He said that institutions were not the answer but did not know how to operationalise community based approaches; if a blueprint is provided on how to address the issue of children affected and vulnerable to HIV, they would be ready to implement it.











During the past two years, my mother’s illness cost us over 20,000 yuan.  In order to cure my mother’s illness, whenever my father heard there was a good doctor who was said to be brilliant, no matter how far it was, my father would take my mother to that hospital.  Sometimes my mother wanted to give up.  She said to my father, ‘don’t waste money on me, leave some money for our children, if you spend all the money how can our children live after I die?’  But my father always persuaded her not to give up.  …she died on 29th June last year, my heart was broken.  .. now my father also has AIDS.”  (Save the Children, China)  





A doctor in Chennai explained:  “We started giving ARVs to children, and then realized we had to treat the mothers as well.  Nobody can care for children as well as a mother can.  If we can provide ARVs for the mother, then the child will have someone to care for them.  This minimizes the number of orphaned years.”    (Human Rights Watch, 2004) 





Idaya M. told Human Rights Watch that “she had not told her six-year old daughter’s school that the girl is HIV-positive.  Her oldest daughter was kicked out of a residential school in Chennai in 1999 when Idaya told school officials that her husband was HIV-positive, she said. ‘I’ve already gone through that once.  My older daughter was negative, and this girl is positive, and I anticipate a lot more discrimination.  I want this child to be fully educated and receive the best education – for this child even more than the others.’” (Human Rights Watch, 2003) 





Though not disclosing the children’s HIV status may enable them to attend school, it often prevents children from accessing special considerations that might help them to stay in school and it also may prevent them from accessing the medical care they may need.  As explained by a community health worker, “Some teachers consider the child truant, that he or she is always giving some excuses.”  As reported by Human Rights Watch, “A number of HIV-positive children cited frequent illness as a problem – teachers would scold or threaten to beat them for being absent, but they could not ask to be excused from school for fear of being stigmatized.”  





Kalpana Jain, interviewing a woman living with HIV/AIDS at a care center, observes that financial constraints caused Sangeeta to remain at the Center.  “Sitting on her bed in the women’s ward, Sangeeta says she does not know whether her husband’s relatives will take her back home”, where her two children are being cared for by her mother-in-law, Sakubai.  Sakubai explained that she would like to get Sangeeta back “but the cost of feeding another ailing person is beyond her.”   Her son had earned enough to look after her and his family.  After he died due to AIDS, Sakubai went to work in the fields where she is paid Rs 20 ($.50) a day.  Jain observes “The close bonding amongst the villagers cannot possibly extend to monetary help – even amongst close relations.” (Jain, 2002)





Sahebrao Sambhaji Sarak…used to work as a watchman in a paper mill. He is unable to go for work anymore. Quite often he needs to get admitted to a hospital for treatment of opportunistic infections…His wife too is infected. While Sahebrao has stopped working, largely due to the depression he is in, she has little choice.  Despite failing energy, she goes to the fields to earn that precious Rs20 so as to look after her husband and three children – two daughters, aged seven and four, and a two-year old son.  She has no time, nor can she afford the treatment of her opportunistic infections, for without her daily wages, she cannot feed her children.”  (Jain, 2002)





There is widespread acknowledgement of the limitations of funds in the face of the growing need.  Most organizations are in a constant struggle for funds, especially because the donor funding cycles are generally 2, 3 or 5 years.  Yet the impact of the epidemic will continue to grow in India, reflecting the lag time between initial HIV infection and the time when people become ill due to AIDS.    There will be increasing numbers of people who are ill and of their children who will be orphaned or otherwise affected by HIV/AIDS.  The response to people affected by HIV/AIDS must be made with the recognition that the problems will be long-term; and funding will be limited.  Interventions must be efficient and they must be effective.  From the beginning, it is imperative to consider how responses can be implemented for the long-term, guiding decisions about the types of interventions to initiate and how to maintain them.    





As the response to children affected by HIV/AIDS continues to grow in these countries, there is a simultaneous need for support to enhance the coordination among the stakeholders.  Strengthening coordination and referral systems will be important from the level of local implementation, up to the level of coordinated national planning.   





Organizations that are providing limited coverage are struggling with the increasing numbers of people in need of their support.  Many organizations feel pressure to expand the number of beneficiaries, while struggling with the limits to their financial and human capacity.  NXXX, a faith-based organization in Cambodia is almost at its upper limit, which they plan to cap at 500 children. “There is so much need but we can only take care for so much to assure best care. …[it is a] small drop of water in the bucket..we want to do it the best we can…to give quality services…..  In the coming years we will have more parents who will die…we will need more foster families.  How many children in Cambodia need the support?  How do we develop ourselves? “








Accessing government benefits can be quite challenging to the individual citizen.   The staff of some NGOs has taken on the role of helping beneficiaries to overcome the obstacles to obtain government support – one beneficiary at a time.  A more sustainable approach would be to eliminate the obstacles so that dependency of the beneficiaries on NGO staff in order to access these government schemes is ultimately reduced. However, this is likely to be beyond the influence of individual NGOs, necessitating coordinated action and advocacy. 





An NGO in an African country was receiving funds for education, food and other material support to children and their families who are affected by HIV/AIDS.  Community members, including teachers, were aware that there was some abuse taking place.  The charismatic director of the local NGO was demanding sex from young girls in exchange for the school related expenses that were provided by the NGO.  Nobody felt that they could report the behavior of this man. There was nobody they felt they could report it to. Even if there had been, they were afraid of repercussions from the director himself or from the donor whom they were afraid might withdraw funds from the community support provided by the NGO.  When someone from outside the community recognized what was happening and reported it to the representative of the funding organization, the latter did not believe him and did nothing to investigate.  Some time later, the funding organization assigned a technical advisor to supervise the NGO.  She quickly realized that things were not as they should be.  Her enquiries revealed that money had been stolen from the NGO account; children were not getting food as per the agreement; teachers complained of sexual harassment; at least one girl came forward to say that she had been raped by the director; the NGO trustees had never met and they were threatened and even abused when they questioned the director.  It has been difficult to enlist the help of the legal system.  The director has been sent to jail a couple times, but was able to purchase alcohol for the policemen and was released without being charged.  On the other hand, he is no longer directing the NGO and the board of directors is now functioning, with technical assistance provided by the funding organization.  Anonymous informant 





There is currently no mechanism to identify information and tools to help program implementers that focus on children affected by HIV/AIDS in India.  There is an electronic source of information that is global, but none that focuses on the India – or even Asian – context.  Such a forum for information sharing and exchange would be a useful contribution to improving the effectiveness of program implementation. 





Efforts to support children affected by HIV/AIDS are evolving in low prevalence countries but these efforts are relatively recent.  Now is the time to share them more broadly, examine them more critically, and to use the information to plan for future programming.





Multiple types of interventions and approaches are being implemented in India. Opportunities exist to identify, document, evaluate, and learn from them, and to facilitate information sharing and exchange to improve and expand programming. (National Consultation, Working Group, March 2005).  There is potential to develop and implement large-scale responses.  The potential, however, remains untapped.





A key strategy to provide ongoing support to children affected by HIV/AIDS is through the mobilization of community responses. (UNICEF, Framework) In India, community development efforts have long been moblilizing community action around issues of importance to its members.  Integrating efforts to support children affected by HIV/AIDS and their families into broader community initiatives offers potential for long-term responses that can also reach relatively large populations.  Evaluating these approaches could provide alternative options for support, especially in areas of relatively low prevalence.











Ongoing mechanisms are needed to monitor and protect the well-being of children throughout the spectrum of care.  This includes family-based care as well as institutional care.  Caregivers, community leaders, government representatives, and children themselves all need to be involved in preventing abuse and exploitation and ensuring that children are safe and protected from harm.





Establish systems that are flexible enough to support iterative programming, whereby lessons learned are used to make changes that lead to improved programming. 


Establish flexible processes by which budgets and plans can be modified to reflect lessons learned from the field.


Support opportunities to identify and incorporate lessons learned from the field in developing plans for future activities.  





Suggestions for Donor Involvement: 





Participate and support national level responses


Provide increased funding for support to children affected by HIV/AIDS through:


Direct programming


Enhanced capacity of local organizations 


Enhanced coordination and collaboration


Research, documentation, and analysis


Information exchange and Information dissemination 





Funding should:


Support Long-term efforts


Facilitate flexibility in programming to encourage and incorporate lessons learned 


Emphasize quality in programming


Reach community-level efforts





Basic Questions Facing Programmers to Support Children Affected by HIV/AIDS in India and Cambodia:  





How to identify program beneficiaries?


How to integrate the needs of children affected by HIV/AIDS within broader community initiatives?


How to include children within HIV/AIDS programming?


How to address fundamental needs of children affected by HIV/AIDS and their families? 


How to support children within the various options of care?  


How to implement long term programming?


How to maintain the quality of programming?


How to enhance harmonization between NGO and government interventions? 


How to increase the knowledge base to enhance effective and efficient programming?

















Approaches to Identifying Beneficiary Children Who Are Affected by HIV/AIDS





2-stage targeting: 


Stage 1: Identify locations where there is relatively high HIV/AIDS  prevalence


Stage 2: Utilize community definitions of vulnerability to identify the most vulnerable children and their families within the location identified in Stage 1





Integrate children affected by HIV/AIDS within broader development and child protection efforts, and other government initiatives





Link activities for children affected by HIV/AIDS with other HIV/AIDS efforts











There is a need to develop, test, and maintain ongoing systems to provide monitoring and protection of children living outside of parental care.  These systems of protection would apply to children living in situations throughout the spectrum of care, including foster and adopting families, group homes, and institutions.  





Increasing the availability of PCR to determine the serostatus of babies born to HIV-positive mothers would lead to more rapid and appropriate care and support of these children.   





Information and support are needed about community-based options to support children affected by HIV/AIDS in their families and their communities.  Even before this information and support will be useful, it will also be necessary to transform the general perception that institutions are the most appropriate option for these children. 





Institutions and group homes in India and elsewhere are reluctant to accept children who are HIV-positive, or even children whose parents were HIV-positive.  In many cases, this is the result of stigma associated with the disease; misconceptions or lack of information about the type of care that will be needed for these children; and lack of resources and skills to provide appropriate care to children who are HIV-positive.  A concerted attempt to provide information and support to these institutions and group homes could potentially result in the integration of HIV-positive children within existing models of care. 





With increasing access to HIV/AIDS care and treatment, there are increasing opportunities to identify and provide support to children affected by HIV/AIDS.  Research could accompany these joint interventions in order to assess optimal methods of integrating these efforts.   





Many of the issues faced by programmers in providing for the fundamental needs of their beneficiaries who are affected by HIV/AIDS are the same that programmers have long been struggling with in eastern and southern Africa.   There is an enormous amount that has been written on programming related to these issues in the higher prevalence countries.  Increasing access to the existing information from other regions could be a major contribution to programming.  





The focus of this discussion document is on programming to support children affected by HIV/AIDS.  The programming issues specifically related to prevention of HIV/AIDS among children and youth who are vulnerable to HIV/AIDS was not included.  In fact, the distinction is ambiguous. Children affected by HIV/AIDS are often at high risk of HIV infection.  Program implementers working with children affected by HIV/AIDS must address HIV/AIDS prevention among their vulnerable beneficiaries. The information and the skills to implement these efforts must be made available to local implementers.  





It is important for NGOs to develop partnerships with government at national and local levels and to help strengthen systems that could ultimately function for the long term.  Documentation of methods to enhance government involvement is needed. Documentation of various options would need to include more than the usual short-term time periods in order to assess the potential for providing the long-term support that is needed. 





Quality assurance should be a priority in program planning and implementation.  Internal and external methods of assuring quality should be clearly identified and implemented on an ongoing basis.





Increasing the knowledge base through research and documentation and ensuring that information and lessons learned are widely disseminated will improve the general state-of-the-art.  Thus, children affected by HIV/AIDS are likely to benefit from the improved effectiveness and efficiency of the implementing organizations that provide support to them and to their familes.





Ideally, donor mechanisms could be set up to provide long-term funding – even at relatively small amounts – to ensure the continuation of community efforts.  








� Children on the Brink 2004: A joint report of new orphan estimates and a framework for action. UNAIDS, UNICEF, USAID. 2004: www.unicef.org/publications/index_22212.html


� Available interventions and the need for services for children in need of special care and protection (including HIV/AIDS).  Interim Report, Draft, MSJE and Unicef. 2004?





� http://socialjustice.nic.in/social/welcome.htm
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