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Introduction

KATHY BARTLETT AND LOUISE ZIMANYI,
CGECCD SECRETARIAT

-affected children from birth to eight
(those infected with HIV; affected
by HIV/AIDS through infection or

the illness/loss of one or both parents and/or family
members; orphaned due to AIDS; or made vulnerable
by the AIDS pandemic) face threats to normal human
development beyond those of physical survival. The
deprivation of consistent, responsive care and inter-
personal and environmental stimulation in children’s
critical early years of life leads to measurable increas-
es in malnutrition, morbidity, and mortality; this
neglect also inhibits healthy psychosocial and cogni-
tive development. Over the long-term, deficient psy-
chosocial and cognitive development among AIDS-
affected children will have very real significance for
the societies in which they live. Meeting young chil-
dren's developmental needs is essential to produce the
sound and stable citizens that every society needs—
@ 'y those societies hard hit by AIDS.
ERIC
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Meeting young children’s developmental
needs is essential to produce the sound and
stable citizens a society needs, especially
those societies hardest hit by AIDS.

Consider the following statistics:

B Two out of three children born to HIV positive
mothers will not be infected with HIV, nor
will they die of AIDS (UNICEF 2000). New
Mother-to-Child-Transmission (MTCT)
initiatives will further increase survival rates
by lowering transmission of the virus.

& Children on the Brink (July 2002) describes the
following trends:

— More than 13.4 million children have lost
one or both parents to the epidemic in
sub-Saharan Africa, Asia, Latin America, and
the Caribbean—a number that will increase
to 25 million by 2010.

— Africa has the greatest proportion of children
who are orphans. In 2001, 34 million children
in sub-Saharan Africa were orphans, one-
third of them due to AIDS. Because of
AIDS, the number of orphans is increasing
dramatically. By 2010, the number of orphans
will reach 42 million. Twenty million of
these children—or almost six percent of
all children in Africa—will be orphaned
due to AIDS. In 2001, twelve countries in
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sub-Saharan Africa were home to seventy
percent of the orphans.

— Asia has the largest number of orphans. India
has the largest number of AIDS orphans of
any country in the world, standing at 1.2 mil-
lion in 2001, and predicted to rise to two mil-
lion in five years and 2.7 million in ten years.
Due to Asia’s large population, the number of
orphans in Asia is much larger than in Africa.
In 2001, there were sixty-five million
orphans, with approximately two million
orphaned by AIDS. The populations in many
Asian countries are so large, however, that
even at a low prevalence, the number of peo-
ple with HIV/AIDS (leading to even greater
numbers of orphans due to AIDS) threatens
to surpass the numbers in some of the most
severely affected African countries.

B The Center for Disease Control estimates that
one in every three children orphaned by
HIV/AIDS is under five (CDC 1). What this
means in the thirty-four countries currently
hardest hit by the epidemic is that by 2010,
nearly fifteen million children under five will
be orphaned by AIDS and many more will be
living with sick parents and exhausted care-
givers in impoverished conditions.

It is critical that we continue to not only focus
efforts on the needs and the rights of children to sur-
vive but also on children’s rights to be protected and
cared for beyond survival. At the same time the failure
to ensure children’s rights creates opportunities for
HIV infection, HIV/AIDS creates opportunities for
the violation of children’s rights to survival, protec-
tion, and development. This is at a time when
increased poverty, abandonment, rejection, discrimi-
nation, or the added burden of responsibility for
themselves and other family members already puts
children at increased risk for abuse and exploitation.

For decades, international AIDS efforts have
focused on prevention and treatment. There is, how-
ever, a dearth of substantive research, programmes,
and policies which respond to the diverse needs of
young children affected by AIDS, particularly in
developing countries.

The Consultative Group on Early Childhood Care
and Development (CGECCD) is increasingly

concerned with the lack of attention to children,

Q
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particularly under the age of five years, impacted by
the HIV/AIDS pandemic and is responding in
various ways:

This issue of the Coordinators” Notebook outlines and
begins to looks at five things that need to be better
and more widely understood to help ensure that
orphans and vulnerable children under five have a
proper place on international, national, and local

AIDS agendas:

W The scale of the problem

W The likelihood of survival for young children in
AIDS-affected households

W The consequences of inadequate care for young
children

W The special vulnerabilities of the under-five age
group in AIDS-affected areas that need atten-
tion to ensure sound survival

W The kinds of action programming most feasible
and most likely to affect sound survival and
development

We hope this issue will stimulate further discussion
about effective and efficient action to improve the
lives of young children affected by AIDS, including
finding out more about the work that others are doing
in this area as it relates to policy, research, and pro-
gramming. We would also like to hear from those
trying to develop pilot programmes for communities
that address the multiple issues involved. You may
reach us at info@ecdgroup.com or send a note to our
mailing address.

In addition, we would hope to complement and
coordinate this information with the proposed work
of the Consultative Group over the next year to 1)
systematically compile and disseminate information
and lessons learned around the work on HIV and the
young child within and, most importantly, beyond the
CGECCD consortium; 2) get Early Years issues on
the agendas of International meetings and National
level planning meetings related to HIV/AIDS and visa
versa; and 3) to develop proposals to take the work
forward (joint action by the CG consortium and other
interested organisations/networks). The overall aim is
to build up momentum during this next year through
a series of coordinated and linked meetings, discus-
sions, and dissemination/communication efforts by the
CG consortium to culminate in a major, high-profile
meeting. Please visit www.ecdgroup.com for updates
On our progress.



HIV/AIDS AND EARLY CHILDHOOD

One in three children orphaned by AIDS is under 5. By 2010 in 34 countries hardest hit by AIDS, nearly
15 miillion children will be orphaned by AIDS.

The Two Who Survive

The impact of HIV/AIDS on young children, their families and communities.

DIANE Lusk AND CHLOE O'GARA

ithin the AIDS crisis, there is a virtual

absence of attention to and information on

the impact of HIV/AIDS to children under

the age of five and their various caregivers.

Although there is considerable attention to impor-
tant issues such as prevention and treatment, mater-
nal/child transmissions, and the impact on the broad-
er education system, there is virtually total neglect of
the broader and longer-term issue of the care and nur-
turing of the youngest children (and especially chil-

dren under three years) in families and communities”
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impacted by HIV/AIDS. For example, in the Declara-
tion of Commitment on HIV/AIDS agreed upon
at the United Nations General Assembly Special
Session on HIV/AIDS (June 2001), there is broad ref-
erence to the special assistance that children
orphaned, affected, and made vulnerable by HIV/
AIDS need, however there is no specific reference to
the very youngest children. In addition, the ongoing
series of Children on the Brink Reports (USAID,
1997, 2000; UNAIDS, UNICEF, USAID 2002)
dramatically highlights the impact of HIV/AIDS on
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children and outlines key strategies to help families
and communities but does not address the complex
and different needs of children of varying ages.

The Center for Disease Control (CDC 1999) esti-
mates that one in every three children orphaned by
HIV/AIDS is under five and that by 2010, in thirty-
four countries currently hardest hit by the epidemic,
nearly fifteen million children under five will be
orphaned by AIDS and many more will be living with
sick parents and exhausted caregivers in impoverished
conditions.

A further key point is that what happens to these
young children will certainly be a factor related to
eventual demand for schooling. If they are not cared
for or nurtured or even helped to survive—they will
not be ready and able to learn and make use of any
formal or non-formal education opportunities.

In undertaking this overview we conducted a liter-
ature review asking for case studies, but little direct
programming for children under five was found. It is
not that young children are specifically excluded in
most programmes—except in school-based and
school-fee raising activities—but rather they are not
programmed for. The needs of children under five are
distinct, especially those needs which arise from
HIV/AIDS. The work of the Consultative Group has
already shown that damage done in the early years
cannot be undone, and that children under five need
targeted programming. Children whose lives have
been devastated by AIDS are no exception.

For decades international AIDS efforts have focused
mainly on prevention and treatment. Programming for
the mitigation of the impact of this disease is just
beginning, and has so far been focused primarily on
adults and school-aged children. Two types of pro-
grammes that do bring volunteers in touch with the
under-fives are home-based care (HBC) and home-vis-
iting programmes. In HBC programmes, community
health workers or other volunteers train caregivers of
AIDS patients in self-protection, hygiene, patient
bathing and feeding, medication, and some coun-
selling. Home-visiting volunteers visit households to
offer spiritual support, counselling, and often small
material donations of cash, food, or soap to caregivers
from their own pockets. Both types of programmes are
well-suited to providing support for children under
five, yet in a recent thirty-page manual developed for
home-based care training in Kenya, no mention was
made of children at all, nor is there any evidence that
home-visiting programmes include any special atten-
tion to children.

Where communities do focus on children, the
most common efforts involve fundraising for school
fees. For example, the Children in Need Network
(CHIN) lists seventy-three organisations assisting
children in especially difficult circumstances in
Zambia; while most target orphans, only four have a

Orphans and children made vulnerable by AIDS
need to have a proper place on international,
national, and local AIDS agendas.

Communities often see school as both children’s and
families’ best hopes for the future, and give education
the highest priority. Communities may also feel
immediately pressured by the sight of out-of-school
children; the threat of street gangs seems very real.
Finally, in many places where resources are scarce and
people are not sure that children from AIDS-affected
households will survive at all, young children may not
appear to present the best return on invested energy
and funds.

At least five things need to be more widely under-
stood to help ensure that orphans and vulnerable chil-
dren under five have a proper place on international,
national, and local AIDS agendas:

— The scale of the problem

— The likelihood of survival for young children in
AlIDS-affected households

— The consequences of inadequate care for young
children

— The special vulnerabilities of the under-five age
group in AIDS-affected areas that need attention
to ensure sound survival

— The kinds of action programming most feasible
and most likely to affect sound survival and
development

Many of the following arguments will not be new
to readers of the Coordinators’ Notebook—what is new in
this issue of the CN is a presentation of the logic and
facts specifically related to the AIDS epidemic. We
hope they will be useful in both your advocacy and
programming efforts.

Scale

The scale of AIDS impact on young children is so
enormous that it is difficult to address in thought, let
alone action. As World Bank President James

Q »nent which addresses the needs of under-fives.
ERIC
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Wolfensohn expressed to the U.N. Security Council
in January of 2000, "HIV/AIDS is having more impact
than all the wars of the twentieth century combined.”
Not only are an estimated forty million living with
HIV today, including almost three million children
under the age of fifteen (LINAIDS, UNICEF, USAID,
2002), but according to the recently released report,
Children on the Brink (UNAIDS, UNICEF, USAID,
2002), by the end of 2001, 13. 4 million children cur-
rently under fifteen years of age lost a mother, father
or both parents to AIDS. This number will increase to
twenty-five million by 2010. In 2000 alone, AIDS
newly orphaned approximately 1.8 million of the
world's children—about 5,000 children orphaned
each day (CDC 1999, 2).

The number of young children affected by AIDS is,
and will be, greater still. Many are very directly affect-
ed; others less directly. Children who have not yet
been orphaned live with parents who are ill, and bear
not only the grief, worry, and reduced circumstances
that sick parents inevitably bring, but these children
often become primary caregivers for both parents and
younger siblings during their parent's illness. The chil-
dren of adult caregivers of AIDS patients—most care-
givers are poor women (Participatory Assessment
Group 1999)—lose the time, attention, energy, and
income their mother used to provide. Children whose
mothers work long hours or travel to cities to replace
the income of a sick family member lose her comfort,
security, and care. Children in households that take in
the orphans of relatives find that food, attention, and
care are spread very thin.

Yet more children are affected through the weak-
ening and collapse of child services: AIDS is seriously
eroding health and educational systems. In the first
ten months of 1998, for example, 1,300 teacher
deaths—twice the total for all of 1997—were record-
ed in Zambia. Children also lose out on education
when teachers and health workers become ill or die,
or when they are absent for long periods caring for
sick relatives and attending distant funerals.

The Center for Disease Control estimates that one
in every three children orphaned by HIV/AIDS is
under five (CDC 1999). In the thirty-four countries
currently hardest hit by the epidemic, this means that
by 2010, nearly fifteen million children under five will
be orphaned by AIDS and many more will be living
with sick parents and exhausted caregivers in impov-
erished conditions.

The time frame of the AIDS disaster for children is
as unique as its scale. Large-scale orphaning from war,
famine, and other diseases have been relatively short-
term, one-time problems. National and international
agencies have some experience to bring to these
crises. People living with AIDS, however, may contin-
ue to live and bear children for about ten years after
infection (the time it takes the average person who

Q s the virus to succumb to full-blown AIDS,

:

-

MAGNITUDE OF ORPHANING

M 13.4 million children currently under the age of 15 years
of age lost a mother or father or both to AIDS, most in sub-
Saharan Africa (UNAIDS, UNICEF, USAID, 2002).

M By 2010, an estimated 106 million children in 88 countries
(sub-Saharan Africa, Asia, Latin America and the Caribbean)
are projected to lose one or hoth parents with 25 million of
this group orphaned due to HIV/AIDS (UNAIDS, UNIGEF, USAID,
2002).

W With few exceptions, the number of children being
orphaned in the countries currently hardest hit by AIDS will
accelerate through at least 2010 (USAID 2000).

W HIV-positive infants and children (approximately 30% of
children born to KIV+ mothers) are excluded in estimates of
orphans; estimates are also adjusted for under-five mortality
rates for each country. The number of orphans under 5 years
of age at any given time, then, may be underestimated,

M Each year approximately 1.6 million children become
orphans; 1in 3 of these children is likely to be under 5 years
old (UNICEF/UNAIDS 1999),

W United Nations’ statistics show that 35 countries have
experienced a doubling, tripling, or quadrupling (as in
Botswana) of the number of orphans between 1994 and 1997
(UNAIDS 2000).

M Last year, 3.8 million people in Africa contracted the virus
(World Bank 2001). The U.S. Gensus Bureau projects a total
population loss of 118.9 million people in 24 heavily infected
sub-Saharan African countries by 2015, In at least 7 sub-
Saharan African nations, infection levels in the general popu-
lation are 20% or higher: 1in 3 adults in Botswana; 1in 4
adults in Zimbabwe and Swaziland; 1 in 5 adults in South
Africa, Lesotho, Namibia, and Zambia. Most of those infected
are of reproductive age, likely to live on average 10 years: all
their children will become orphans, In Africa, only Uganda
and Senegal seem to have curbed their growing epidemics
(USAID 2000).

M |n at least 8 countries of sub-Saharan Africa, between 1in
5and 1in 3 children under 15 have lost one or more parents,
M |n Brazil, 10,400 children have already heen orphaned as
of 1998, and during that year about 137,000 more children
had mothers living with HIV.

M n the Americas, 2.7 million people are currently living
with HIV; 1.4 in Latin America, 390,000 in the Caribbean, and
nearly 1 million in North America. Every day some 600—700
new HIV infections occur in the region; estimates put the
number of deaths from AIDS at 100,000 in the year 2000 alone
(PAHO 2000, 1),

M |n the Caribbean an estimated 1 out of every 50 people is
infected (PAHO 2001).

M As of May 2000 the total number of AIDS cases reported in
the Americas showed an increase of more than one-third ina
3-year period (PAHO 2000).



THE IMPACT OF AIDS ON CHILDREN, FAMILIES, AND COMMUNITIES

Survival

& AIDS-related mortality will
eliminate the gains made in child
survival over the past 20 years in the
34 hardest hit countries

™ Orphans are more likely to be
infected with HIV through birth and
breastfeeding

m Orphans are more likely to contract
HIV in later life as they are more like-
ly to be sexually abused and forced
into exploitative situations, such as
prostitution, as a means of survival

Chronic malnutrition

# Loss of productive adults means
that labour to produce or buy food
is lost

# Orphan caregivers are predomi-
nantly poor women with less access
to property and employment to buy or
produce food

# Research in Tanzania has shown
that the loss of either parent and
deaths of other bread-winning adults
will worsen the stunting of children

Psychosocial trauma

% Long periods of uncertainty and
anxiety, as well as intermittent
crises, as HIV-positive parents pass
through phases of illness

# Stress as they witness their par-
ents' deterioration and death

# Trauma of witnessing parents’
pain in countries where pain allevi-
ation medicines are unavailable or
costly

= Immense grief, anxiety and
depression watching parents die

& Guilt over helplessness to save
parent or reduce parent suffering;
they are often blamed for causing pain

Separation from siblings

M Rejection by foster siblings,
schoolmates, teachers, friends, and
health centres due to stigma and fear

® Anxiety about source of livelihood
and ability to remain with family after
parent's death

# Loss of family home, multiple
relocations, uncertainty about home
and shelter

% Shame and fear due to stigma

Education

@ Orphans are more likely to drop
out of school for a variety of reasons
and are removed from school to help
with farm or household work

i Rejected by school administrators,
teachers, or peers

# Unable to attend school due to
lack of funds to pay for schoo! fees,
uniforms, and supplies

% Recent data assembled by UNICEF
shows that the proportion of double-
orphaned children in school is lower
than that of non-orphans in every
country for which data are available,
and is markedly below in some coun-
tries

# Research in Tanzania has shown
that maternal orphans and children in
households with recent adult deaths
have delayed primary enrolment

% In Zambia, one study reported that
for urban areas, 32% orphans vs. 25%
non-orphans are not attending school;
in rural areas 68% orphans compared
with 48% of non-orphans

Shelter

"4 Loss of rights to home through
inheritance rights or relative stealing

# Forced out of homes through fear
of contagion or witchcraft

& Sent away to earn income in city,
becoming street children

Love, attention, affection

# Removed from normal family life

% Loss of caring adults who can pro-
tect, teach, mentor, and love

# Qften treated harshly or abused

by step or foster parents, suffering
physical, sexual, and emotional abuse
& Many live in child-headed or elderly
-headed households with caregivers
who are too old or too young and/or
impoverished to provide for them emo-
tionally as well as financially

& Neglect

# Denied friends and social life due
to fears of AIDS contagion and stigma

Pressed into work

:# To care for younger orphans and
foster siblings

% To care for ill and dying parents
# To add income to foster household
& To add farm and domestic labour
to foster households

“% Pressured into sex to help pay for
necessities their families can no
longer afford or to support self and
siblings in child-headed households

Health services

«% Elderly or child-headed households
lack basic knowledge of important
health interventions

<4 |[mpoverished households lack
health service fees, money for
medicine and transportation

(USAID 2000), and few countries have curbed their
epidemics. The scale and intensity of orphaning is
expected to accelerate through at least 2010 and
remain high through 2030. Nothing has prepared us
for this.

hardest hit by AIDS, survival expectations are very
short. AIDS kills children far faster in developing
countries than in the West. In Europe, eighty percent
of HIV infected children survive at least until their
third birthdays, and more than twenty percent reach
the age of ten. In Zambia, however nearly half of the
HIV infected children in one study were dead by the
age of two (Panos 1997). Massawe and Taylor (1999)
report that fifty to seventy-five percent of infected
children in developing countries die before their fifth

8

Likelihood of Survival

For young children who are or become HIV-positive
-o5'in life in the thirty-four developing countries
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birthday. The U.S. Census Bureau estimates that, in
the hardest hit countries, half of HIV-positive infants
will die before their first birthday; most of the rest will
die before their fifth birthday (LUSAID 1999).

The impact on projected under-five mortality is
devastating, as can be seen by the following:

— Kenya: by the year 2010 an expected increase
in under-five mortality from forty-five deaths per
1,000 live births to 105 deaths (LISAID 1999).

— Malawi: by 2010, an increase in under-five
mortality from 190 to 232 per 1000 live births
(USAID 1999).

— Zimbabwe: by 2010 the mortality rate among
children under the age of five will be three and a
half times higher than it would be without
HIV/AIDS (UNICEF 1999).

— Namibia: by the year 2005, AIDS will be
responsible for forty-eight percent of deaths of
children under age five in Namibia (IRIN 1999).

— South Africa: by the year 2005, AIDS will be
responsible for fifty percent of deaths of children
under five (UNICEF 1999).

However, the large majority of infants born to
HIV-infected mothers are HIV -negative. Two of three chil-
dren born to HIV -positive mothers can survive. About twenty
percent of infants born to HIV-infected mothers are
infected before or during delivery. HIV-infected
mothers who breastfeed their infants infect an addi-
tional fourteen percent, about one in seven (LINK-
AGES 1998). These estimates, based on average trans-
mission rates in several studies, closely correspond to
the reported rates of transmission, for example, in
Kenya, thirty-forty percent of infants born to HIV
positive mothers are infected (NASCOP 1998); in
Uganda the rate is twenty-seven percent.

Two-thirds of children born to HIV-positive moth-
ers can physically survive; unfortunately, however,
their survival is often threatened in other ways.
Survival may be drastically affected by a
family's beliefs about the likelihood of
the child’s prolonged survival. Families
coping with the economic and emo-
tional costs of sick and dying parents
and children have few resources, and if
they believe their efforts will be futile,
family members may fail to spend life-
preserving resources on the very young.

The belief that HIV-positive mothers
inevitably pass the infection to their
children is common in Southwestern
Uganda: forty-four percent of orphan
caregivers interviewed doubted that a
child born to an HIV-infected mother
could escape infection (Mast et al.
1996). A worst-case set of beliefs influ-
encing young orphan care were record-

"'@ study in rural Mossi areas of
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Burkina Faso where infection of an infant was seen as
inevitable and systematic, occurring in utero if the
mother had AIDS; respondents believed that “no care
should be taken of children born to women with
AIDS" and that “such children should be abandoned
and left to die” (Taverne 1999). These beliefs are also
reported in Zimbabwe, where de facto triage means
that children of sick parents are not admitted to hos-
pitals. The presumption, even among medical person-
nel, is that these children will not survive and there-
fore scarce health care resources should not be invest-
ed in them.

The ground-breaking twenty-three country study
of orphaning, Children on the Brink, recommends that
information campaigns "be used to help mothers
understand that not all of their children are necessarily
HIV-positive"—an indication that this belief in “auto-
matic” mother-to-child transmission is very wide-
spread (Hunter and Williamson 1997). When caretak-
ers believe that the orphans they care for must be
infected themselves, their commitment to provide
adequate food and health care from nearly empty
pockets is seriously challenged.

Consequences of
Inadequate Care

Research, agency reports, and news articles about
AIDS orphans and vulnerable children generally treat
the whole birth-fifteen age span as an integral group,
with the incidence of orphans as the main concern.
The inclusion of “orphan care” in an article or report
title typically refers not to nutrition, health, stimula-
tion, and love, but to the physical housing of
orphans—i.e., are they living in child-headed house-
holds? with grandmothers? on the street? School
attendance is sometimes highlighted for school-aged
children; young adolescents are often the focal points

B
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Two-thirds of children born to HIV-positive mothers can physi-
cally survive, however their survival is often affected by a fami-
ly’s beliefs about the likelihood of the child’s prolonged survival.
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Young children need simple interpersonal and environmental stimulation to prevent long-term
cognitive and psychosocial consequences.

for prevention research and programming. Some
mother-to-child transmission reports deal with the
total context of feeding children under two (National
Food and Nutrition Commission Ndola District
Health Management Team 1999, LINKAGES 2000)
but address only the incidence of breastfeeding and
survival rates.

Abandonment represents the far end of the spec-
trum of inadequate care, and it is usually fatal in
AIDS-affected countries. Many HIV-positive women
in Kenya abandon their newborns in the hospital
where they delivered (even though such infants
may not be HIV-positive); in the public hospitals,
where resources for these abandoned babies are
limited, the majority die within a few months (Petito
1996). Johannesburg, South Africa reported 120 aban-
doned infants in the first half of 1998, two-thirds of
whom were HIV-positive.

Little is known directly about the state of care of
young orphans, but a variety of factors suggest the
presence of many risks. As orphans, children under
five may be the least welcome foster children. They
can contribute almost nothing to household work or
income and require the most intensive care. Being
closer in time to a parent’s death than older orphans,
young children are more likely to be seen as part of
the death, bringing with them contagion or the curse
of witchcraft; they may also be seen as inevitably
infected through birth and breastfeeding. Many
young orphans are in the care of elderly grandparents
or older siblings in child-headed households who have

@ nowledge of the nutritional and medical needs
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of young children. Children under five in all circum-
stances are more vulnerable to potentially fatal malnu-
trition, diarrhoea, and pneumonia; in the context of
AIDS, children are less likely to receive any treatment
which requires extra travel time, time, and medical
fees. How do caregivers invest the time, energy, emo-
tion, and money in the care of young children they
see as both dangerous and likely to die?

Children who do not receive good care are likely to
be impaired in multiple ways. Malnutrition during the
first few years of life causes irreversible stunting and
impaired cognitive functioning well into late child-
hood (Mendez and Adair 1999). Immunisations and
treatment for basic infections in the early years can
make a life-and-death—or damage—difference.
Young children deprived of consistent caregivers and
simple interpersonal and environmental stimulation
suffer long-term cognitive and psychosocial conse-
quences. This, in turn, will have long-range, multiple
effects on society. Studies show higher levels of phys-
ical, cognitive, and emotional well-being, as well as
increased lifetime learning and earning, are associated
with good early childhood care. Children without
quality care in the early years are more likely in the
future to fail out of school, turn to a life of crime, and
perpetuate the cycle of poverty as adults (Deutsch
1999).

Community members in AIDS-affected societies
understand to some extent that orphans require care
and planning: “if we don't care for them, they will be
thieves” (personal communication, Sudan); “we don't
want a generation of street children here” (personal
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TOOLS FOR ASSESSING THE CARE OF CHILDREN UNDER FIVE IN AIDS-AFFECTED AREAS

M Assessing the care of young chil-
drenis not only a natural prelude

to mitigation work, but it has great
potential for linking mitigation and
prevention efforts. Planning for the
future care of young children brings
acknowledgement of AIDS to the fore;
knowledge about HIV transmission is
an important part of allaying fears
and encouraging foster care for young
children.

M |n preparation for fieldwork in
Western Kenya, the staff at Ready

to Learn Center in the Academy for
Educational Development searched
for tools to assess the status and car-
ing situation of young children that
could be used in AIDS-affected areas.
Very little was found. (See
“Assessment and improvement of care
for AIDS-affected children under age
5" on our website at: www.aed.org/
readytolearn/RTLActivities_publica-
tions1.html for a review of tools
examined.)

% Assessment tools for orphan care
in general range from the very simple,
designed primarily to identify appro-
priate heneficiaries or to acquire
basic enumeration data, to multi-
stage studies involving stakeholders
from household to national levels.
Basic demographic information is
common to all; the range of topics
addressed beyond this depends partly
on the degree to which the process
was participatory and partly on the
focus of the group conducting the
survey,

¥ Procedures for collecting data
have included household visits,
Participatory Learning Activity (PLA)
mapping exercises, questionnaires,

group discussions, workshops, and
participant observation. Most studies
reviewed used a combination of tools,
and there was little uniformity on
what information was collected
beyond the number of orphans, the
identity of caretakers, and orphan
school attendance,

M Some major surveys have elicited
data about characteristics of house-
holds that do affect under-five
children such as the number of meals
typical for a day, the occurrence of
visits by health workers, and house-
hold income. The most specific child-
oriented questions involve children
over five: attendance at school, par-
ticipation in recreational activities,
knowledge of agricultural skills, and
knowledge of HIV/AIDS transmission
and prevention,

W (Questions addressed specifically to
the whole care situation of children
under five years of age were largely
missing from the tools. Some relative-
ly lengthy and sophisticated tools for
assessing breast-feeding
practices, dietary practices
for children under five, and
community health systems
were found, but nothing
more comprehensive or
easier to use. Since that
time, the ECD team at the
World Bank has launched

a Child Needs Assessment
Toolkit. Designed by the
Task Force for Child
Survival's Genter for Child
Well-Being and U.S. Center
for Disease Control and
Prevention, the toolkit is
designed as a survey (see

It is an epidemiological instrument

to assist organisations (at the district
or city level) in assessing (through
the use of a survey of households)

the scope and needs of young children
and families living in communities
affected by AIDS. It has been pilot
tested in Zimbahwe, however, full
field testing using cluster sampling
has not been done.

M Most children under five in AIDS-
affected areas are most likely to be
reached by local community volun-
teers; community health workers or
home-visitors from church and com-
munity groups. They will need tools
that touch on the key aspects of
good care for young children—
nutrition, health, stimulation, and
affection—that are simple to under-
stand and use as a basis for future
visits or community planning. Ready
to Learn has designed prototype
tools with these goals in mind and
is currently field-testing them in
Western Kenya.

Children under 5 in AIDS-affected areas
are most likely to be reached by local
community volunteers, community

health workers, or home visitors from

Peru: PAHO/3-33/6;rlos Gaggero

semi-structured interviews, focus

page 62 for more details).

church or community groups.

communication, Kenya). Communities need more
information about the kinds of care most crucial to
keeping children, and communities, safe.

Special Vulnerabilities
of Children under Five

Nutrition

The prevalent feeding patterns in much of Africa and

Asia are particularly dangerous for the welfare of HIV-
" @ children. These patterns are characterised by
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premature (before six months of age) introduction of
foods that have little nutritional value, that often are
vehicles for infections, and that reduce the nutritional
and disease-preventive properties of breastfeeding.
Beliefs and practices about foods and feeding of young
children makes good nutrition for healthy children
relatively rare, and even more rare for children who
are ill or thought to be ill.

Several studies have reported that orphans under
five are more likely to be stunted or malnourished
than non-orphans (Tembo and Kakungu 1999; Semali
et al. 1995; Poulter 1997; Nduati et al. 1993). Foster

g



Aruitoxt provided by Eic:

{1993) found no difference. Cultural beliefs concern-
ing the importance of good treatment for orphans will
impact results, along with careful controls for HIV
infection and mortality in the age group. Rates of mal-
nutrition, which mostly affects under-fives, are expect-
ed to increase sharply in AIDS-affected communities
as medical costs, loss of labour, and the selling or dis-
persal of assets due to medical and funeral costs reduce
households’ ability to buy and produce food.

A researcher of breastfeeding practices in a heavily
AlDS-affected region of Zambia reports the special
difficulties faced by the under-five age group:
“Nutritionally, the under-fives are very, very vulnera-
ble.. families can't afford to feed them...Everyone is
assuming that the younger kids are being taken care
of.. . This is Africa and Africans take care of kids," but,
“Little kids fall through the cracks” (Piwoz 2000).
Households fostering orphans do have reduced abili-
ty to provide food. Kraak and other (1999) found that
when families care for orphans they lost time working
at income-producing and food-producing activities.
Food consumption has been found to drop by as much
as forty percent in families and communities affected
by AIDS (UNICEF and UNAIDS 1999). Traditions
that require the sacrificing of livestock and other
assets for male funerals further deplete the financial
resources available for orphan care. Among the Luo in
Kenya “one cannot attend to farm work or other
income generating activities after a death within the
close relative circle until all the rituals are completed.”
W hen this requires waiting for travelling relatives to
arrive, the lack of labour “only worsens the already
threatened food security of the bereaved” (Ayieko
1998).

The nutritional needs of every age group under five
are threatened in unique ways by the epidemic:

Children ages 0-6 months of age: breast-
feeding Breastfeeding provides optimum energy,
protein, and micronutrients for young infants and tod-
dlers; its anti-infective properties help prevent or
reduce the severity of common illnesses, including the
diarrhoea and pneumonia that are major causes of
death in developing countries. Maternal orphans, chil-
dren of mothers who are too sick to breastfeed, and
children of mothers who know they are HIV-positive
and choose not to breastfeed, are deprived of the
essential nutrition in breast milk, its protection against
common diseases, and the physical and psychosocial
interaction that accompany breastfeeding.

Because of the high costs of special milk or formula
to replace breast milk, it is difficult for families to pro-
vide them in sufficient amounts for infant feeding.
Likewise, ensuring that replacement milk is fed to chil-
dren under hygienic conditions is extremely difficult
in most developing countries. The fuel, utensils, water
and soap needed for hygienic preparation add mone-
tary, time, and energy costs beyond the means of

Q rerished and over-stretched caregivers.

Caregivers in child-headed households or elder-
headed households of AIDS affected children often
lack knowledge, as well as funds and time, to provide
adequate replacement feeding.

Burkina-Faso caregivers believe that the breast milk
of infected mothers automatically infects children.
Wet-nursing is not seen as an option because this
group also believes, correctly, that healthy women can
become infected by wet-nursing infants born to
infected mothers (Taverne 1999). Changing wet-nurs-
ing practices are reported in rural Kenya (O'Gara
2001) and Zambia (Piwoz 2000).

Similar beliefs were recorded in the Ndola district
of Zambia. Researchers reported that “The risks due to
breastfeeding are believed to be very high, and most
men, women, and traditional birth attendants had the
impression that all HIV-positive mothers pass the
virus through breast milk.” At the same time, babies
who are not breastfed are “thought to be at high risk
of dying.”

The alternatives to breastfeeding are also ruled
virtually impossible: "All providers felt that it would be
very difficult or impossible for women in their com-
munities to safely offer replacement food to newborn

Breastfeeding offers essential nutrition,
protection against common diseases, and the
physical and psychosocial interaction that
accompany breastfeeding.
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babies. Most felt that people could not afford infant
formula, and the time needed to boil water and clean
utensils would be too great” (National Food and
Nutrition Commission Ndola District Health
Management Team 1999).

In Rwanda a traditional good wish after the birth of
a baby is "May you breastfeed well.” Not breastfeed-
ing signals incomplete motherhood, and, now, may
signal HIV infection. In Zambia, women in a recent
study (Piwoz 2000) told researchers that refraining
from breastfeeding was almost not an option—to do
so would make family and community members sus-
pect HIV infection and could result in spousal
violence or ejection from the home.

The unhappy compromise is most often mixed
feeding, a combination of breastfeeding with substi-
tute feeding. This, the most prevalent pattern, is the
most dangerous and the most likely to facilitate trans-
mission of HIV from mother to child.

Children ages six to thirty-six months of
age: complementary feeding Because most
infants and toddlers are normally breastfed, there is
often little understanding of the nutritional needs of a
non-breastfed child over six months of age, who needs
additional foods beyond milk substitutes as well as fre-
quent feeding suited to child-sized stomachs. Child-
and elder-headed households in particular may lack
knowledge of appropriate foods, or because of time
and financial constraints, shift children in their care
too quickly to adult foods and eating patterns.

In some African countries, feeding follows a hier-
archy, with adults eating the good food first and the
remains passed from the oldest to the youngest child
(Evans 1997). Once toddlers walk stably and espe-
cially once a younger child joins the family, the “lap
child" is often left to fend for itself at mealtime. These
traditional patterns have always meant that conditions
of scarcity are hardest on young children. Fostered
orphans may fare worse yet.

Beliefs about what food is good for young children
also affect their nutrition. In Zambia it is thought that
the sauce rather than the solids in the family meal is
best for young children, and families need encourage-
ment to feed some of the most nourishing solids to
young children (Piwoz 2000). In many cultures, food,
and even fluids, are withdrawn from children who are
ill. Active feeding when anorexia sets in is not prac-
ticed in these cultures or not initiated soon enough.

Children ages three-four: family foods High
rates of anaemia and other nutrient deficiencies such
as vitamin A and zinc have been observed among
many children under age five; few affordable foods
contain sufficient iron and zinc (meat is a particularly
good source) to meet their needs. The increased
poverty associated with AIDS makes anaemia and
nutrient deficiencies more likely because high quality
foods become less available. Studies in Cote d'lvoire
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showed that when a family member has AIDS, aver-
age income falls by fifty-two to sixty-seven percent,
while expenditures on health care quadruple
(UNICEF and UNAIDS 1999).

Children aged three to four eat best when super-
vised during meals, and when they are given snacks
during the day in order to meet their energy require-
ments. Caregivers in AIDS-affected households are
more likely to lack time and resources to procure and
prepare energy dense, micronutrient rich foods, to
offer food at sufficiently frequent intervals for small
stomachs, to monitor eating, and to responsively feed
young children.

Even in the best of circumstances children under
five can be fussy, disorganised, slow, and erratic eaters,
easily thrown off track by colds, distractions, and
minor discomforts. Giving young children time and
attention around eating when time is scarce and food
scarcer presents tremendous challenges to caregivers.

Food discrimination Orphans in focus groups
have reported that what food is available in the house-
hold is often not shared with them. One orphan
reported: “When my