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Finding a Way Forward

Reducing the Impacts of HIV/AIDS on Vulnerable
Children and Families

John Williamson

The number of children and families made vulnerable by HIV/AIDS is
massive and will remain so for decades. As the previous chapters have
shown, the pandemic is causing unprecedented child and family welfare
problems, and the collective response in every seriously affected country
falls far short of what is needed. What affected children and families require
and what their own countries and the international community owe them

is a combination of efforts, large and small, that collectively match the scale
and duration of the impacts of AIDS. However, only a small percentage of
children and families affected by HIV/AIDS are currently benefiting signif-
icantly from assistance from outside their own extended family (USAID,
UNAIDS, WHO, UNICEF, and The Policy Project 2004:27). While many
effective programs are in operation, there remains a huge gap between the
results of these initiatives and what needs to be done. This chapter recom-
mends strategies and interventions that, taken together, would begin to
close the gap between what is being done and what must be done.

THE ELEMENTS OF AN ADEQUATE AND EFFECTIVE RESPONSE

By itself, no single intervention will make a sufficient impact on the

full range of economic and psychosocial problems HIV/AIDS is causing
among children and families, because the problems are too many and too
varied. What is needed is a planned and coordinated set of policy, social-
mobilization, and programmatic interventions by public sector and civil
society actors. Achieving this goal requires a strategic response from lead-
ers that only recently has been seen in a few countries.

If governments and other key stakeholders are to mobilize and guide
strategic responses, leaders at every level of government must under-
stand the type of collaborative responses needed and use their policy

and public leadership capacities to support sustained, multisectoral com-
mitment to the task. Uganda, Thailand, and Senegal have shown that
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open, committed leadership in vigorous prevention efforts can make a
difference in an HIV/AIDS epidemic. UNICEF/ bilateral donors such as
USAID (U.S. Agency for International Development), and nongovernmen-
tal organizations (NGOs) are playing critical supportive roles, particu-
larly in sub-Saharan Africa, in stimulating and helping to guide national
policy development and planning regarding orphans and vulnerable
children.

Massive, sustained action by national and international actors is essen-

tial to build an effective response to children made vulnerable by AIDS,
and the primary emphasis must be to strengthen family and community
capacities for protection and care. The vast majority of children orphaned
by AIDS are living with a surviving parent or within their extended family,
but HIV/AIDS and poverty continually erode caretakers' ability to meet
even the basic needs of these children. As shown in Chapter 1, on the scale
that is needed there are no viable alternatives to family and community
care for orphans and vulnerable children. Unless the coping capacities of
families and communities seriously affected by AIDS are reinforced, the
number of children slipping through these primary social safety nets will
overwhelm any feasible set of alternative-care programs.

Building family and community capacities, however, is not enough.
Through school and other opportunities for learning and action, children
must be prepared to meet their own needs. Governments must provide
essential services and ensure protection and care for children outside family
care - on the street, in child-headed households, or in residential care. Broad
social mobilization is also necessary to counter stigma and discrimination
and promote support for children and households in greatest need.

In 2001 the United Nations General Assembly Special Session

(UNGASS) on HIV/AIDS passed the Declaration of Commitment on
HIV/AIDS (United Nations 2001), which includes specific goals regard-
ing orphans and vulnerable children (see Figure 10.1). These goals have
spurred some governments to develop national policies and action plans.
Their commitments and plans must be translated into adequate support

to those living on the front line.

Through a series of regional workshops in Africa organized by UNICEF,
USAID, and other organizations, a consensus has emerged in favor of five
steps each country must take to achieve the UNGASS goals for the needs
and rights of orphans and vulnerable children:

1. Carry out a collaborative national situation analysis concerning
orphans and vulnerable children.

2. Develop a national plan of action.

3. Address policy issues.

4. Establish mechanisms for information exchange and collaboration.
5. Monitor and evaluate interventions.
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We, the heads of state and governments, declare our commitment to...

65. By 2003, develop and by 2005 implement national policies and strategies
to: build and strengthen governmental, family and community capaci-
ties to provide a supportive environment for orphans and girls and boys
infected and affected by HIV/AIDS, including by providing appropri-

ate counseling and psycho-social 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;

66. 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;
67. Urge the international community, particularly donor countries, civil
society, as well as the private sector to complement effectively national
programmes to support programmes for children orphaned or made vul-
nerable by HIV/AIDS in affected regions, in countries at high risk and

to direct special assistance to sub-Saharan Africa.

Source: United Nations 2001.

FIGURE 10.1. Goals Concerning Orphans and Vulnerable Children Included in the
United Nations General Assembly Special Session on HIV/AIDS

ANALYZING THE SITUATION

Building an adequate response requires careful consideration of the factors
that drive an HIV/AIDS epidemic and its social, political, and economic
consequences. It is necessary to recognize the problems at the individ-
ual level - how parents, children, and orphans' guardians are affected

and struggle daily to cope. But this perspective, by itself, is inadequate

to guide the scaling up of responses to these problems. As stressed in the
Introduction, it is also essential to take into account the magnitude and
duration of the HIV/AIDS pandemic and its collective impacts. The indi-
vidual and aggregate consequences of HIV/AIDS play out differently in
every country. Thus, situation analysis and ongoing monitoring are essen-
tial to planning and implementing effective interventions.

Situation analysis involves gathering and analyzing quantitative and
qualitative data about the social, economic, cultural, religious, historical,
and demographic dimensions, as well as information on resources, capac-
ities, and problems and the dynamic interrelationships. It also includes
gathering information about a country's HIV/AIDS epidemic, including
its consequences, household and community coping responses, and rele-
vant polices and programs. Once the information has been gathered and
analyzed and geographic and programmatic priorities have been identi-
fied, specific actions can be recommended. Situation analysis provides a
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basis for making difficult choices about how and where to direct available
resources to benefit the most seriously affected children and families.

A situation analysis is also an important means of building consen-

sus among key stakeholders. Collaboration to mitigate the impacts of
HIV/AIDS becomes essential as a country's epidemic spreads. Conducting
a situation analysis as a broadly inclusive, participatory process is a way to
bring together key agencies and organizations - those already engaged and
those who will need to be. Participants develop a shared understanding

of the situation and reach consensus on the best way forward and the next
steps. A participatory situation analysis should enable the organizations
involved to reach consensus on priority issues and generate information
on the current and future magnitude of orphaning and other impacts of
HIV/AIDS on children and families. For program heads and policymak-
ers, a situation analysis should provide clear answers to the question. Why
should I care about these issues?

As has been seen in Zambia, Namibia, Uganda, and other countries,

broad participation is important. Participants can include relevant gov-
ernment ministries or departments, international organizations, donors,
NGOs and their coordinating bodies, associations of people living with
HIV/AIDS/ religious bodies and programs, women's associations, mem-
bers of seriously affected communities, university departments, civic orga-
nizations, the business community, and other concerned groups. Actively
involving stakeholders in a situation analysis increases the likelihood of
their feeling ownership of the findings and being committed to imple-
menting its recommendations. Inclusive participation means the process
will take longer than one contracted out for implementation by a technical
group, but the investment in time can make the difference between a report
that occupies shelf space and a process that generates action.

A situation analysis should identify the geographic areas where families
and communities are having the most difficulty protecting and providing
for the most vulnerable children, and thus where action is most urgently
needed. Identifying geographic priorities requires consideration of such
information as census or survey data on orphaning and adult mortality; the
pattern of spread of an epidemic; its impacts on different farming systems
and other economic activities; vulnerability indicators regarding health,
nutrition, education, and other factors; and the geographic reach and effec-
tiveness of current services. Geographic priorities for action should not

be based, however, only on statistical information. They also require val-
idation through active consultation with people living and working in
HIV/AIDS-affected communities.

The process should produce specific recommendations for action. Sim-
ply making a wish list will not help, though. Participants must identify
what needs to be done, by whom, within a specified time frame. Consider-
ing all their recommendations, participants should organize, integrate, and
present them in terms of sequence and strategic priorities. A participatory
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situation analysis is a springboard to generate decision making, planning,
and action.

A situation analysis provides an overview of the impacts of HIV/AIDS
on children, responses to the problems, and priorities for action, but
because conditions will continue to evolve, ongoing monitoring is also
necessary to help guide and adjust interventions over time. A system to
monitor the impacts of AIDS on children and families should be one of
the results of a situation analysis. The process will have identified sources
of information that can be tapped periodically for ongoing monitoring of
changing circumstances. One of its recommendations should identify a
body to be responsible for compiling, analyzing, and disseminating rele-
vant information to track trends (Williamson, Cox, and Johnston 2004).

A STRATEGIC FRAMEWORK

Countries with advanced epidemics have recognized that HIV/AIDS is

not just a health issue but a major development issue as well. Agriculture,
education, health, social welfare, community development, and business

all are seriously affected, and a multisectoral, strategically linked set of
responses is necessary. The beginnings of such a coordinated response are
emerging in some of the worst-affected countries.

Government policy and public leadership can make a difference in the
course of an HIV/AIDS epidemic. NGOs are developing effective inter-
ventions. Faith-based groups and networks are also emerging as struc-

tures with great collective potential for responding to HIV/AIDS. Their
efforts are most likely to make a difference if all of these actors listen to and
strengthen the capacities of families and communities who are the first line
of response.

An effective response to the impacts of HIV/AIDS requires the active,
ongoing collaboration of actors across all sectors. In addition to estimates
and projections on orphaning. Children on the Brink 2004 (USAID, UNICEF,
and UNAIDS 2004: 22-4) presents the following five strategies to guide
development of an effective national response to the impacts of HIV/AIDS
on children and families. (For an earlier version of these strategies, see
USAID, UNICEF, and UNAIDS 2002:13-14).

1. Strengthen the capacity of families to protect and care for orphans and vulnerable
children by prolonging the lives of parents and providing economic, psychosocial,
and other support.

2. Mobilize and support community-based responses to provide both immediate
and long-term support to vulnerable households.

3. Ensure access for orphans and vulnerable children to essential services, including
education, health care, birth registration, and others.!

! Children on the Brink 2002 (USAID, UNICEF, and UNAIDS 2002) and its two previous
versions referred to building children's capacities to meet their own needs. Comments
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4. Ensure that governments protect the most vulnerable children through improved
policy and legislation and by channeling resources to communities.

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

These five strategies provide a framework for each country to shape its
own comprehensive response. An uncoordinated collection of individual
programs is inadequate: The programs must fit together into a coherent
whole shaped by a national policy and plan of action. But national policies
and plans will not be effective if they are simply imposed from the top. To
ensure that policies and plans are grounded in reality and have legitimacy
in the eyes of those expected to implement them, they must be developed
with the participation of the community groups on the front line and the
agencies that will be involved.

Governments have a responsibility, through laws, policies, and action, to
support the coping capacities of individuals and families and provide them
basic protection. Fulfilling these responsibilities requires particular atten-
tion to the situation of children and women; key elements of a framework
to protect them include laws and effective structures for their implemen-
tation, such as provisions for:

» protection of children against abuse, neglect, and sexual contact with
adults,

* elimination of barriers to school enrollment and completion,

* prohibition of discrimination in health care, schools, employment, or
other areas based on actual or presumed HIV status,

* protection of the inheritance rights of orphans and widows,

* enactment and enforcement of laws ensuring women the right to own
property,

« prohibition of harmful child labor, and

* protection and care for children without adequate family care, includ-
ing children of the street, those in residential care, and child-headed
households.

PROGRAMMATIC INTERVENTIONS

If the needs and rights of children made vulnerable by AIDS are to be ful-
filled, a set of interventions appropriate to each country must be scaled up
through increased coverage, scaled out through replication, and sustained

for decades. When agencies consider possible programmatic interventions,

made during the review process of The Framework/or the Protection, Care and Support of
Orphans and Vulnerable Children Living in a World with HIV and AIDS indicated that this
concept was not clear, and the current wording was substituted. This change clarifies part
of the strategy, but unfortunately omits what many advocates feel is the essential element of
children's active participation. The editors recommend that subsequent versions of Children
on the Brink and The Framework clearly affirm the importance of children's participation.
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they need to assess and compare the respective potential of alternative
approaches for improving the capacities of families, communities, and vul-
nerable children to meet their own needs. In a country with an advanced
HIV/AIDS epidemic, the most effective interventions are those that:

« fulfill children's basic needs and rights,

» are directed to the most vulnerable geographic areas, communities, and
population groups,

* are targeted, in turn, by each community to its most vulnerable children
and households,

* can be sustained for decades or generate ongoing improvements in
coping,

* have an affordable cost per beneficiary,

* are widely replicable, and

» mesh together into an adequate collective set of responses.

Recognizing the need to provide guidance regarding programs for chil-
dren affected by HIV/AIDS, UNICEF, USAID/ and UNAIDS (the Joint
United Nations Programme on HIV/AIDS) initiated a consultative pro-
cess to forge international consensus on principles to guide programming.
The process began at the i3th International AIDS Conference in Durban,
South Africa, in July 2000 and incorporated feedback from subsequent
regional meetings involving governments, NGOs, international organi-
zations, the private sector, community organizations, and young people.

It culminated with the formation of the Global Partners Forum in Octo-
ber 2003. The synthesis of this process. The Framework/or the Protection,
Care and Support of Orphans and Vulnerable Children Living in a World with
HIV and AIDS, was issued in July 2004. It can be used to guide collabo-
rative action at each level, from grassroots to national and international
efforts. The Framework presents a version of the original five development
strategies and includes program guidance on the following key points
(27-30):

* Focus on the most vulnerable children and communities, not only chil-
dren orphaned by AIDS.

* Define community-specific problems and vulnerabilities at the outset

and pursue locally determined intervention strategies.
* Involve children and young people as active participants in the

response.

* Give particular attention to the roles of boys and girls, men and women.
* Address gender discrimination.

* Strengthen partnerships and mobilize collaborative action.

 Link HIV/AIDS prevention activities, care, and support for people liv-
ing with HIV/AIDS, and support for vulnerable children.
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* Use external support to strengthen community initiative and
motivation.

KEY INTERVENTIONS

A mix of interventions is needed to build an adequate, collective response
to orphans and vulnerable children. This section gives an overview of seven
categories for each country to consider as it develops its set of responses:
education, community mobilization and capacity building, microeconomic
strengthening at the household level, other development interventions,
direct services, support grants, activities to promote the psychosocial well-
being of children affected by HIV/AIDS/ and a very broad set of interven-
tions that includes HIV prevention and treatment and the care of those
living with HIV/AIDS.

Education

Education is fundamental to the well-being and development of all chil-
dren and is recognized as a human right by the United Nations Convention
on the Rights of the Child (CRC) (United Nations 1989). Making primary
education free and compulsory for all children is among the responsibil-
ities undertaken by governments that have ratified the CRC. The reality,
however, is that in developing countries there are educational costs, and
typically the poorest children have difficulty attending school. The vulner-
abilities caused by AIDS exacerbate attendance problems.

Paying school expenses can be a prohibitive financial burden for families
affected by AIDS. Girls, on whom future family and community well-being
substantially depend, are often forced to drop out before boys. From the
national to the community level there have been a variety of responses to
help orphans and other vulnerable children stay in school, but there are no
easy answers to the resource deficits HIV/AIDS is causing (Hepburn 2001).
Providing scholarships is a direct and efficient solution, but the expense
makes it difficult to sustain as an escalating number of children are pushed
out of school. Some ministries of education have waived school fees for
orphans, which helps, but the resulting deficits in ministry and school
budgets have to be made up from other sources.

Some organizations have provided supplies and equipment and con-
structed classrooms for schools prepared to accept orphans. Some commu-
nities have started their own basic schools to provide education for chil-
dren unable to afford regular schools. The schools may be less expensive
per pupil than government schools, but communities face significant chal-
lenges to support them indefinitely (Nampanya-Serpell 1999; Sikwibele,
Mweetwa, and Williamson 2001). Countries such as Malawi, Uganda, and
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Kenya that have eliminated all fees for primary school have seen dramatic
increases in enrollment.

Some orphans are not in school simply because their guardians do not

send them. Community groups concerned with orphans and vulnerable
children in Zambia and Malawi have helped some students return to school
by persuading guardians that these children need an education. Appeals by
local religious groups, emphasis on traditional values and responsibilities,
parenting skills classes, and sensitization to children's rights help motivate
some care providers to send children to school.

Measures to improve household economic capacity, particularly where

the participants are women, can be one of the most important and sustain-
able ways to address problems of educational access. Evaluations of micro-
finance programs involving women (for example, Adelski et al. 2001; Alien
2002; Alien, Koegler, and Rushawa 2002; Tumushabe 1999; Wright et al.
1999) have found that educational expenses are one of the primary uses of
participants' income. Chapter 3 addresses these and other education issues.

Community Mobilization and Capacity Building

Community mobilization is a process through which a community (on its
own or with an outside catalyst) identifies and takes action on its shared
concerns. Capacity building involves strengthening or developing skills,
methods, and organizational functioning. It may include linking communi-
ties with outside resources (training and information or material, financial,
or technical support) or providing limited resources to the community.
External resources must follow mobilization and action initiated by the
community, however, not lead it. Effective mobilization is based on com-
munity ownership of a problem and a sense of responsibility to address

it. Community mobilization is not a matter of persuading people to take
action by giving them resources, nor to work as volunteers in an agency's
program.

Communities become mobilized when residents collectively define
strongly felt, shared concerns and identify how they can address these
concerns themselves (Donahue and Williamson 1999). As a large number
of communities have shown, people at the grassroots level are not only
concerned about the growing number of orphans and vulnerable children,
they are also prepared to respond to their needs using local resources.
Some groups eventually secure additional funding or material support
from external sources.

While many community groups have addressed the needs of orphans on
their own initiative, it would be unrealistic to expect that most communities
will eventually do so. Spontaneous grassroots efforts are scattered and their
collective coverage is limited. The programmatic challenge is to develop
ways to systematically assist communities to mobilize their responses and
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The Families, Orphans, and Children under Stress (FOCUS) Program in Mutare,
Zimbabwe, has mobilized volunteers to visit orphans regularly, monitor their
situation, respond as appropriately as possible with community resources, dis-
tribute small amounts of externally provided material support, and refer urgent
problems to government authorities. Some nine thousand needy children bene-
fit from the program, and the cost per household visited was less than US$io per
year in 1998 and lower the next year. Its 1998 budget of US$i3,800 broke down
as follows: 44 percent to material assistance, 7 percent to volunteer allowances
and uniforms, 5 percent to volunteer training and meetings, and 44 percent to
salaries of the coordinator and assistant coordinator and administrative costs.
Program efficiency was subsequently increased by integrating visiting orphans
with home-based care and HIV/AIDS prevention activities. The FOCUS Pro-
gram is implemented by Family AIDS Caring Trust (FACT).

FIGURE 10.2. FOCUS: A Volunteer Program in Zimbabwe

help them sustain their efforts. Programs such as those described in Fig-
ures 10.2 and 10.3 have shown that this is possible, with limited amounts

of support.

Communities' strongly felt concerns for their children are the driv-

ing and potentially sustaining force behind their initiatives. Concerns are
not created by the community mobilization process; rather, the coming
together of mobilized communities, both rural and urban, stimulates a
shift in perception from seeing the needs of orphans and, especially, vul-
nerable children as being the responsibility of individual households to
recognizing that children's needs are a shared community responsibility
that can be addressed more effectively through cooperative efforts. Because
the motivation to participate comes from shared personal concerns, com-
munities must define for themselves which children and which threats to
their current and future well-being concern them most. Consequently, an
outside agency cannot predetermine the specific activities or outputs that
the process will generate, or even the specific issues that will be addressed.
These are decisions community members must make for themselves.
Mobilizing a community or building its capacity does not necessar-

ily mean helping it to develop a new organizational structure. It may
involve enabling an existing community committee, school, religious
group, women's association, or other body to broaden or strengthen its
action for vulnerable children and households.

The specific kinds of capacity building needed after an initial mobi-
lization process depend and build on a community's existing capacities,
opportunities, resources, and commitment to its most vulnerable children.
Capacity building may include training in writing proposals, develop-
ing and managing programs, mobilizing local resources, fundraising, or
training in child development, health care, nutrition, and children's rights.
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Zambia's Strengthening Community Partnerships for the Empowerment of
Orphans and Vulnerable Children (SCOPE-OVC) was designed to mitigate the
impact of HIV/AIDS on orphans and vulnerable children through mobilizing,
strengthening, and scaling up community led responses aimed at benefiting
orphans and vulnerable children. The project has organized district and com-
munity committees in twelve of the country's seventy-three districts. Collec-
tively, these committees reached over 137,000 orphans and vulnerable children
in 2002, over 26 percent of the estimated total number in these districts. In
ethnically mixed urban communities and rural areas, they have helped resi-
dents to respond to children in need. Many community committees have started
community schools for children too poor to attend government schools. Other
community initiatives include intervening to protect abused children and orga-
nizing group income-generating projects. The district committees also provide
a forum for information exchange and coordination among government, NGO,
church, and business members. The SCOPE-OVC project is being implemented
by CARE Zambia supported by Family Health International with funding from
USAID.

Other capacity-building efforts include strengthening district and commu-

nity partners to address the interrelated issues of children's psychosocial needs
and household economic strengthening through training in community and
resource mobilization, strategic and action planning, monitoring and eval-
uation, business development and microfinance services, and psychosocial
support.

To supplement local mobilization efforts, the project has a small grants com-
ponent aimed at helping communities and organizations scale up the support
they are providing.

FIGURE 10.3. Mobilizing Communities in Zambia: SCOPE-OVC

It is an ongoing process that involves helping communities (1) identify and
use their own capacities and local resources, (2) develop skills in assess-
ment, decision making, planning, monitoring, and evaluation, and (3) link
with external resources. Chapter 1 describes community action for vulner-
able children (see also Phiri, Foster, and Nzima 2001).

Microeconomic Strengthening

Many of the problems of AIDS-affected children and families result

from their deteriorating economic situation. HIV/AIDS-related illness and
death lead directly to economic problems that undermine children's well-
being in a variety of ways (see Figure 1.2 in the Introduction). Conse-
quently, improving the ability of vulnerable households to support them-
selves is fundamental. "Economic strengthening," however, is easier said
than done. It is probably safe to say that all the major child-focused
development organizations have had significant experience with failed
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income-generating projects. The challenge, then, is to implement appro-
aches that work and that can be replicated with reasonable consistency.
Typically, what seem most likely to fail are group income-generating
projects whose profits are intended to benefit vulnerable children. They
are very difficult to sustain when they are run only by volunteers, and
profits, if any, are generally quite limited. What shows much more promise
are microfinance services and savings mobilization approaches that enable
participants to carry out their own individual income-generating activities
for the benefit of their own households (Donahue 2002: 5).

Most microfinance programs do not specifically aim to benefit children,
although children typically do benefit. Evaluations (Adelski et al. 2001;
Barnes 2002; IFAD 2002; Tumushabe 1999; Wright et al. 1999) show that
women who participate in microfinance programs spend most of their
profits on household needs such as their children's school expenses, health
care, and food. The Uganda Women's Effort to Save Orphans (UWESO)
program, however, has shown that targeting vulnerable children is possible
in a financially sustainable program (see Figure 10.4).

Microeconomic interventions are needed for the majority of vulnerable
households, but children and families at the very bottom who have already
slipped into destitution need immediate, direct assistance. Their commu-
nity, with some outside support, is in the best position to provide such
help.

The economic stability of the entire community requires attention where
HIV/AIDS is widespread. If too many families are allowed to become des-
titute, the community safety net will be overwhelmed. Effective microeco-
nomic interventions that help stabilize household incomes can reduce the
number of people who need immediate relief as well as increase the ability
of poor and less-poor households to help those more vulnerable than them-
selves. Sustaining the capacity of families and communities to cope with
the impacts of HIV/AIDS requires ongoing interaction between commu-
nity mobilization and capacity-building activities, on one hand, and inter-
ventions that build household and community economic resources, on the
other. Figure 10.4 makes this point, indicating that microeconomic strength-
ening and community mobilization are complementary approaches, both
of which are necessary. Chapter 2 describes approaches to microeconomic
strengthening.

Other Development Interventions

Appropriate development interventions can be targeted to geographic

areas where families and communities are having the greatest difficulty
protecting and providing for their most vulnerable children. For exam-

ple, one of the recommendations of an assessment conducted in Uganda
(Alden, Williamson, and Salole 1991) was to upgrade roads linking villages
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While evaluations have shown that microfinance programs can help households
In areas affected by HIV/AIDS to better meet basic expenses, the large majority
Did not aim for this goal. They set out simply to provide saving and credit
services (and in some cases other services, such as microinsurance) to poor
people in a sustainable way without specific social goals. The Uganda Women's
Effort to Save Orphans (UWESO) Savings and Credit Scheme is an exception.
Founded by the First Lady of Uganda, Madame Janet Museveni, UWESO started
in 1986 making charitable responses to orphans of Uganda's years of armed
conflict and brutal repression. By the early 1990s, increasingly, it was responding
to children orphaned by AIDS. By 1994, through grants and donations, it was
paying school fees for about five thousand orphans.

Recognizing the massive and growing task it faced, UWESO began to seek

a more sustainable way to respond to orphan's needs. Initially, it tried fund-

ing group income-generating activities, but as many organizations have found,
the rate of economic success was very low. Then UWESO tried starting small
revolving-credit schemes, but these did not prove sustainable. In 1996, UWESO
took a new tack and initiated its Savings and Credit Scheme, targeting house-
holds caring for orphans and using a village banking approach complemented
with health and other training. As of 2002 some one hundred thousand chil-
dren were receiving ongoing benefits from the program. Evaluations have found
that children of school age are in school, the quality and frequency of meals has
improved, and that between 1999 and 2003 there has been substantial improve-
ment in the well-being and economic circumstances of participating households.
The loan repayment rate has been 95 percent.

Women in some of UWESO's village banking groups also benefit from infor-
mation and training in health, household, and social issues. Some of the topics
include business skills, improved agricultural methods, HIV/AIDS, children's
rights and protection, nutrition, water and sanitation, and property rights.

Sources: IFAD 2002; Tumushabe 1999; Ntambirweki, Pelucy. 'The UWESO Sav-
ings and Credit Scheme (USCS), Uganda," in White, J., Facing the Challenge:

NGO experiences of mitigating the impacts of HIV/AIDS in sub-Saharan Africa, final
draft. Natural Resources Institute, University of Greenwich, UK, November

2002; Tumushabe/ ]., "Quantitative Assessment of the Impact of The UWESO
Development Programme," (Draft Report), Department of Population Studies,
Institute of Statistics and Applied Economics, Makerere University, 2004,

FIGURE 10.4. Microfinance with a Difference: The UWESO Program in Uganda

to markets. Roads had deteriorated badly over the country's years of mis-
rule and civil war. In a city market, the staple plantain cost ten times what
it would bring in a more remote village due to transportation difficulties
and the related breakdown in agricultural marketing systems.

In that situation, upgrading roads was one of the measures that

offered good possibilities for improving the care of orphans in struggling
communities. In other situations, supporting key agricultural inputs or
tools, establishing new market linkages, and a variety of other development
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interventions might be effective ways of improving the economic situation
of families and communities.

In most countries women bear the major burden of caring for the ill and
for orphans, in addition to most household tasks and many key economic
activities. Development interventions that women identify as being impor-
tant deserve particular attention in mitigating the impacts of HIV/AIDS.
Examples might include improving access to safe water to reduce the
amount of time and effort required to carry it, supporting collaborative,
community-based childcare to free women's time for economic activities,
and introducing fuel-efficient stoves or planting fast-growing tree vari-
eties to reduce the time and effort needed to gather firewood. Laws that
strengthen and protect the rights of women to own land and for widows

to inherit property also benefit their children.

Direct Services

Children and households who slip to the level of destitution need direct
support, which is often provided by community residents or local religious
groups. Formal programs that deliver direct services for orphans and vul-
nerable children (for example, repairing houses, paying school expenses,
providing food and material assistance, and health services) are often run
by NGOs or government agencies. Many service delivery programs have
produced good results, but with limited geographic coverage and at a cost
per beneficiary that is too high to reach more than a fraction of the vulner-
able children and households.

Direct service delivery is needed in all countries, but because it is
resource intensive it can be the principal type of response only in countries
with a strong economic base, or in less-developed countries during the
early stages of an HIV/AIDS epidemic when fewer children are affected.
As the number of children made vulnerable by HIV/AIDS escalates in a
poorer country, the priority must be to shore up family and community
capacities to protect and care for vulnerable children. This can keep to a
manageable level the number of children whose survival and well-being
depend on the ongoing delivery of direct services.

Support Grants

Some developing countries with high HIV prevalence are using household-
level support grants to help vulnerable households to provide more ade-
quately for especially vulnerable children. A working paper from South
Africa concluded:

[T]he most equitable, accessible and appropriate mechanism for supporting chil-
dren in the context of the AIDS pandemic would be through the extension to
all children of the Child Support Grant mechanism that is currently in place,
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and for the means test that restricts children's access to be removed. Progres-
sive implementation of a universal Child Support Grant should be based not

on providing grants in the interim to particular categories of children (such as
orphans) but rather on drawing more impoverished children - irrespective of
their parental circumstances - into the social security 'safety net' (Meintjes et al.
2004).

A separate study in South Aftrica, which included a total of 5,000 house-
holds in three provinces, found that over half of the income of these house-
holds came from current Government grant programs, old age pensions
being the most significant source. Twenty-eight percent of the households
were receiving child support grants (Vermaak et al. 2004).

The Progresa program in Mexico is receiving attention as a model for
possible adaptation in countries with a large number of orphans. Targeting
poor households with poor villages, Progresa benefits more than 20 million
people through conditional cash grants. Selected households can receive

a monthly cash grant for each child in grades three through nine who is

in school and who attends at least 85 percent of the time. Each household
is also eligible for an additional nutrition grant, conditional upon each
child receiving two to four health check-ups per year, each adult having an
annual check-up, and any pregnant women receiving seven pre- and post-
natal checkups. The results have included increase in secondary school
enrollment of more than 70 percent, a decrease of at least 20 percent in
illness among children under five years of age, and a 45 percent reduction
in the severity of poverty (Filmer n.d.).

Providing a large number of household support grants is beyond the

means of many of the poorer countries without extensive external sup-
port, but some countries with a relatively strong economy, like South
Africa and Botswana, are already using this mechanism as part of their
response to the needs of orphans and other vulnerable children. Where
such an approach can be sustained at scale, it is an effective way to provide
support.

Activities to Promote Psychosocial Well-being

Psychosocial distress is less tangible than the material problems many
AlIDS-affected children suffer, but concerned organizations increasingly
are addressing these issues. Enabling a family to cope more effectively
with the material problems they face is a major step toward helping them
deal with their psychosocial distress, but it is not enough. Effective mea-
sures to address psychosocial needs do not necessarily require separate
programs; they should be incorporated into all activities for children and
families affected by HIV/AIDS.
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Interventions with psychosocial benefits include:

* Helping HIV-positive parents create memory books to assist them in
talking with their children about important aspects of their shared past
to deal with problems related to increasing illness, and to ensure chil-7
dren's future care.

* Enabling children to stay in school.

» Keeping orphaned siblings together by enlisting support from families
and communities.

* Encouraging religious observances or traditional ceremonies to help
heal grief and promote social integration.

* Training teachers to recognize and respond supportively to children's
withdrawal or disruptive behavior.

* Encouraging and supporting communities to conduct structured recre-
ation, art, cultural, and sports activities that enable isolated orphans and
other vulnerable children to integrate socially.

* Organizing regular home visiting for orphans and children whose par-
ents are ill. r

* Reducing stigma and discrimination associated with HIV/AIDS
S e« Providing counseling services for children who are not responsive to
other community-based interventions.

Chapter 4 addresses psychosocial issues and interventions.

HIV/AIDS Prevention, Treatment, and Care

While it is beyond the scope of this chapter to deal substantively with
the wide range of approaches to prevention, treatment, and care related
to HIV/AIDS, these services are directly relevant to the well-being of
orphans and vulnerable children. Preventing HIV infections prevents
orphaning. Treatment and care prolong the lives of HIV-positive parents
and this is one of the most important ways to help their children What

is addressed here is the need for better integration of prevention and care
activities.

Among HIV/AIDS care efforts there has been increasing attention to
coordination and integration of home-based care for people living with
HIV/AIDS and support for orphans and vulnerable children Programs
providing care and treatment for people living with HIV/AIDS have direct
opportunities to identify the needs of children in the same household. Also
linking care and prevention activities seems particularly relevant for child
dren and adolescents. Teenagers frequently show a willingness and capac-
ity to organize and address community problems. For example creating

a framework in which older children and adolescents meet some of the
emotional or daily living needs of orphans or people living with AIDS
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provides opportunities to convey and reinforce HIV-prevention messages
among participants, as well as benefitting those assisted.

Because families and communities are the first line of response to
HIV/AIDS, programmatic interventions must be organized in ways that
make sense in terms of people's day-to-day needs and struggles. Unfor-
tunately, the focus of HIV/AIDS programs often has more to do with the
skills of the professionals planning and managing them than it does with
the problems the interventions are intended to address. For example, HIV
prevention programs are typically planned by public health specialists,
home-based care programs by medical service providers, programs for
orphans by social welfare specialists, and microeconomic interventions
by relevant specialists. Often these programs are quite separate, but the
people on the front line do not categorize their lives in this way. Inter-
ventions for care or prevention, if they are to be effective, must be inte-
grated in ways that make sense in terms of the daily realities of those most
affected.

SCALING UP AND SUSTAINING RESPONSES

Because the number of children orphaned by AIDS can be expected to
increase and remain high for decades, responses must match the scale

of these impacts and be sustained indefinitely. This is not to say that an
individual program should attempt to achieve country-wide coverage.

But interventions must do so collectively, and available resources must

be apportioned effectively among them.

One implication of the need to identify, scale up, replicate, and sustain
effective interventions is that much more attention must be given to the
per capita costs of effective interventions (see Figure 10.5). It is essential
to develop affordable measures that can significantly improve the survival
and development of vulnerable children and that can be replicated on the
same scale as the pandemic's impact.

The only realistic way to scale up is for agencies and groups to develop

a collective set of responses, including grassroots initiatives, larger NGO-
supported programs, action by faith communities, and national develop-
ment initiatives and policies. At each level of society, from the village to the
nation, concerned individuals, groups, and agencies must come together,
analyze needs and capacities, and find ways to collaborate to secure the
protection and care of the most vulnerable children. Each country and com-
munity must review and consider its own situation and build its own set of
responses, and committed leadership is needed at every level to make this
happen. There is no viable alternative to this strategy, and it is beginning
to materialize.

Countries in Africa are starting to conduct national situation analy-

ses, develop national policies and plans of action concerning orphans

and vulnerable children, and develop networks through which they can
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The strategic importance of basic cost-per-beneficiary analysis was highlighted
during a program assessment in Malawi (Williamson and Donahue 1996). All
of the program's activities were relevant to the problems of AIDS-affected chil-
dren and families. They included health care needs, education, training, and
psychosocial needs of children, as well as training in home-based care, sup-
port for gardening and other income-generating activities, and microfinance
services. The staff of the program considered it to be community-based because
many of its activities were being carried out by community volunteers. It became
evident during the assessment, however, that the ongoing participation of the
volunteers depended on the continuing involvement of the sizable NGO staff
and the material inputs that the program provided. The NGO's plans to shift

the program to another geographic area seemed likely to result in the collapse
of the activities that had been started in the initial area of operation. Further, the
cost per beneficiary was too high for the program to be scaled up significantly
Taking these considerations into account, the program's leadership decided to
revise it radically, and they began a community mobilization approach through
which less costly, sustainable, and community-owned and managed activities
were initiated.

FIGURE 10.5. Considering Cost per Beneficiary

exchange information and find ways to work together on an ongoing basis.
By late 2003, of the forty-six sub-Saharan countries, twenty have carried
out situation analyses concerning orphans and vulnerable children, the six
had developed a response policy, and seventeen had established a coor-
dination mechanism (UNICEF 2003: 51). In addition to the obvious need
for such action, a motivating force has been the goals concerning orphans
and vulnerable children established by the UNGASS on HIV/AIDS in the
Declaration of Commitment (United Nations 2001). Technical guidance
and opportunities for information exchange are being provided through
sub-regional workshops on orphans and vulnerable children organized by
UNICEF, USAID, and other organizations.

Much remains to be done, however. In particular, each country needs
mechanisms to channel technical, material, and financial resources as well
as essential information to the community groups on the front line of
response. Initially, a collaborative national response may resemble more

a patchwork quilt that is continually being revised and repaired than a
neat organizational structure. But the central issue will be whether the var-
ious bodies manage collectively to make a positive difference in the lives
of the most vulnerable children and families.

TARGETING RESPONSES

Scaling up requires targeting responses to improve the well-being of the
most vulnerable children and families and using available resources as
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effectively as possible. Resources may not be sufficient for even cost-
effective programs to be uniformly implemented and sustained throughout
a country. Targeting resources directs them where they are most needed,
gathering information for subsequent targeting should be part of a situa-
tion analysis.

There are two stages of targeting. The first is to identify and direct finan-
cial and material resources to the geographic areas where families are hav-
ing the greatest difficulty protecting and providing for the care of their
children. This requires the use of data indicating the prevalence of prob-
lem conditions and responses, broken down to the district level or a lower
administrative level, and might include rates of orphaning, adult mortality,
infant mortality, malnutrition, school dropouts, income levels, and other
poverty measures. Rates of children whose parents both have died can be
used to identify areas where an HIV/AIDS epidemic is more advanced. A
census or major health survey provides an opportunity to generate data to
aid in targeting.

Targeting also includes mapping the availability of key services to

address such questions as: where are interventions already underway;

how adequate are these interventions; and where is the mismatch greatest
between problems and existing responses? Such data must also be tested
by review on the ground and consultation with people in the communities
where problems appear to be greatest.

The second stage of targeting depends even more heavily on people

in the most affected areas who can say which of their many problems
concern them the most. They are also in the best position to identify the
children and households who are at greatest risk. The most vulnerable
members of a community are the least able to make their needs known,
and local residents generally understand much better than outsiders what
factors indicate serious vulnerability. Through a participatory process, they
can identify locally relevant indicators of vulnerability and use these to
assess relative levels of need among children and households. For example,
communities have identified such factors as the following:

» whether either or both parents are living and provide care,
* age and health of the guardian,

» whether there is an adult guardian,

* age and sex of the children,

 whether the children are in or out of school,

* household size,

* health problems,

* loss of home or possessions,

* separation of siblings,

* how frequently a cooking fire is seen at a household,
* quality and frequency of meals,
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* past and current economic activity,
* receipt of external support, and
* access to arable land.

Local targeting is most effectively done by communities that are already
mobilizing and using their own resources to address local needs: They are
very careful to direct locally generated resources to the children and house-
holds they are most concerned about. Competition and other problems can
arise, though, when external resources are offered and local residents are
asked to decide how to distribute them. Community groups that have
already begun to use local resources to assist those about whom they are
most concerned are better able to channel external resources effectively.
Effective targeting also requires transparency. Local groups can best
stimulate broad community participation and support when they are open
about their aims and activities. Likewise, any external body that provides
support for a local initiative is well advised to let the community at large
know what resources it has provided and for what purpose, so residents
and leaders can hold accountable those responsible for allocating and man-
aging the resources provided.

MONITORING, EVALUATION, AND RESEARCH

The unprecedented characteristics of the HIV/AIDS pandemic necessi-
tate ongoing monitoring of its impacts, evaluation of interventions, and
research on strategic issues. To ensure that interventions actually make
a difference in the lives of vulnerable children and families, their results
must be measured. The findings, in turn, provide a basis for adjusting
interventions to make them more effective and for deciding how best to
use resources. These mechanisms should include participatory appraisal
methods that community residents can use to measure the local impacts
of HIV/AIDS and the effectiveness of their responses.

It is also important to identify within a country those NGO, univer-

sity, and private-sector groups that can be called on to undertake short-
term research and produce quick, practical reports on specific issues.
Examples of possible strategic monitoring and research issues include the
following:

* Develop child and community vulnerability indices to use in mapping
and setting geographic priorities for interventions.

* Identify the processes, approaches, and models most suited to urban,
periurban, or rural communities and different farming systems.

* Create ways that home-based care activities, especially those involving
children and youth, can contribute to HIV prevention.

* Monitor impacts of HIV/AIDS on family and community economic
coping strategies.
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BUILDING POLITICAL, PUBLIC, AND DONOR SUPPORT

The safety, well-being, and development of a massive and growing num-
ber of African children are progressively being undermined by HIV/AIDS.
Serious, concerted action is finally beginning to emerge in the most affected
countries of that region. It is imperative that the countries in Asia, Central
and Eastern Europe, the Caribbean, and Latin America do not make the
mistake of most African countries by avoiding the issue until it reaches dra-
matic proportions. The UNGASS goals for orphans and vulnerable children
have been agreed on by all countries and they call for serious, concerted
action now. The only hope for an adequate and effective response lies

in planned, collaborative action by all parties. Policymakers, community
leaders, religious organizations, donors, the academic community, and the
public all must play a role in each country to piece together and maintain
an effective national response.

Generating increased awareness is essential but not sufficient; it will
stimulate sympathy but probably little action. Awareness-raising must be
linked with efforts to generate a broadly shared sense of responsibility to
support and protect those affected by HIV/AIDS. It is important to convey
a clear vision of how to help affected children and families and to identify
the concrete steps necessary to make this happen.

A participatory national situation analysis, carried out jointly by key
bodies in government and civil society, can be the first step in mobi-
lizing action. This kind of process can generate information needed for
broad social mobilization as well as for specific program and policy devel-
opment. A campaign to sensitize the public should involve leaders and
well-known individuals who can amplify and transmit key information
and messages. This may include government leaders, representatives of
the media, religious leaders, and popular sports and entertainment fig-
ures. In Zambia, for example, journalists formed the Media Network for
Orphans and Vulnerable Children. National leaders must find the wisdom
and courage to speak out clearly and often - not only about the threats
posed by HIV/AIDS, but also about what is being done and what remains
to be done.

CONCLUSION

Families and communities are the first line of response to children affected
by HIV/AIDS. Millions of people struggle every day to survive and to
provide whatever care they can to their vulnerable children and ill family
members. But their resources are limited and many cannot by themselves
provide adequate care, protection, and support. Families and communities
cannot win this fight alone and many desperately need external assis-
tance. Mobilizing communities and strengthening household economic
and caring capacities can be the foundation of effective, sustained national
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responses. External assistance and capacity building can enable commu-
nities to expand their activities incrementally as their capacities grow. Sig-
nificant programmatic and policy action and planning are also needed to
piece together an adequate national response. Governments must fulfill
the right of every child to attend school and to access basic services, and
governments also have the ultimate responsibility to ensure children's pro-
tection. Approaches to HIV prevention, care, and treatment that have been
shown to work must be expanded and replicated. Better forms of family
and community-based care must be greatly expanded to ensure protection
and nurturing care for any child who slips through family and community
safety nets. Each of us must recognize the urgency of these tasks, find ways
to work together, and do it now.
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