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1. Objective

This paper aims to provide a synopsis of issues emerging within relevant literature in
relation to children orphaned and/or vulnerable in the context of HIV and AIDS, while
contributing to an understanding of the existing evidence base and identifying where
some of the gaps in knowledge lie. This paper will further outline frameworks
formulated to guide the international response.

Children affected by HIV and AIDS is a complex and multifaceted issue, and while certain
cross-cutting issues cannot be ignored, the scope of this paper will preclude in-depth
examination of those issues not directly linked to HIV and AIDS.

2. Overview and Definitions of Children affected by HIV and AIDS
2.1 Overview of Children Living with and affected by HIV and AIDS

It is estimated that 1,150 children become infected with HIV daily and 2.5 million
children are living with HIV worldwide. Of those, 80% are born in sub-Saharan Africa
and 90% of infections are acquired through Mother-to-Child (MTC) transmission.
However, only one in ten HIV positive pregnant women are offered anti-retroviral
treatment (ART), which can reduce the risk of MTC transmission by 40%. In some of the
worst affected countries, AIDS is the biggest cause of death among the under 5’s and
yet only an estimated 10% of children needing antiretroviral treatment receive it. HIV
progresses rapidly in children with an estimated one third of infants dying by the time
they reach their first birthday. In 2007, an estimated 330,000 children died of AIDS-
related causes; the vast majority of these deaths were preventable.!

While not infected with HIV, many more children are affected and it is estimated that 15
million children under 18 years have lost one or both parents to AIDS, with the vast
majority, 12 million, resident in sub-Saharan Africa. With the consequent loss in
affection, support and protection, children are rendered more vulnerable to poverty,
social dislocation, exploitation and abuse, while others may become responsible for the
care of siblings and/or other ill adult members of the household. One in six households
is caring for at least one orphan. The number of orphaned children as a result of AIDS is
projected to exceed 25 million by the end of the decade?, and the number of children in
sub-Saharan Africa who have lost both parents to AIDS may rise to 8 million from 5.5
million in 2001, according to estimates®.

In Zambia data from 2005 show that 11.8% of children were vulnerable in that they
either lived in a household with a chronically ill adult, or had experienced an adult death
in their household in the last year.

Orphan hood is declining in other areas of the world, however in sub-Saharan Africa it is
on the increase. In Zambia, 20% of all children were orphaned in 2005; over half due to
AIDS*, while 15% were orphaned in seven countries within the sub-Saharan region.
Double orphan estimates in sub-Saharan Africa suggest that 8% were between 0 and 5
years; 29% were between 6 and 11 years; and 63% were between 12 and 17 years®.

Almost half of all orphans and two-thirds of double orphans are adolescents aged
between 12 and 17 years, while 40% experience death of a parent between age 10 and
14 years and 25% of these experience a parents death before age 5 years. Older
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orphans are at risk of missing out on education, of being subject to exploitative labour,
sexual abuse and are consequently more vulnerable to HIV. The youngest orphans
however, are the least resilient and have the greatest need for care and nurturing.

Projections based on HIV prevalence and current levels of ART coverage indicate that the
number of orphaned and vulnerable children due to AIDS will continue to rise through at
least 2010. Projections indicate that even if a full package of interventions is put in place
including treatment prophylaxis, Prevention-of-Mother-to-Child-Transmissions (PMTCT)
and primary prevention activities, the number of orphans will remain high for the next
several years®.

2.2 Definition of a Child

The United Nations Convention on the Rights of the Child, 1979, defines a child as a
person less than 18 years.

2.3 Definition of Orphans

Maternal Orphans are children under age 18 whose mothers, and perhaps fathers, have
died (includes double orphans)
Paternal Orphans are children under age 18 whose fathers, and perhaps mothers, have
died (includes double orphans)
Double Orphans are children under age 18 whose mothers and fathers have both died.’

It is estimated that 15.2 million children have been orphaned by AIDS®. Ordinarily, the
death of one parent is not necessarily linked to the death of the other parent, but
because HIV is sexually transmitted, the probability that both parents will die if one is
infected is high®. Furthermore, research in Uganda has shown that HIV and AIDS has
altered definitions of orphan hood; the Oxford English Dictionary defines an orphan as
“One deprived by death of father or mother, or more generally, of both parents...”'° and
in the past children who lost one parent were rarely considered orphans as it was
common practice for a remaining parent to remarry. However, increased fear that the
remaining parent may be infected, stigma and the impoverishment of households
affected by AIDS have resulted in fewer remaining parents remarrying'*.

2.4 Definition of Vulnerable Children

The term ‘orphans and vulnerable children’ (OVC) was coined in order to signify and
extend the discussion on disadvantage to other vulnerable children. Because the
concept of vulnerability is often socially or contextually defined, reaching agreement on
what constitutes a vulnerable child is particularly difficult. Hence, there is no means
through which a reliable estimate of the number of vulnerable children as a result of HIV
and AIDS may be calculated. This issue was discussed at some length and without
resolution at the recent Inter Agency Task Team meeting on Children and HIV and AIDS
in Washington in April 2007; some argued that for the purposes of research, monitoring
and evaluation, and cross border data comparisons, it is necessary to agree a clear
definition of what constitutes a vulnerable child in relation to HIV and AIDS, while others
argued that vulnerability can only be understood in context. Currently then, consensual
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agreement on what constitutes a vulnerable child continues to elude the international
community, however the term Children Living in Communities Affected by HIV and AIDS
is general and embraces the many different categories of children affected by HIV and
AIDS including the following:-

- Children indirectly affected by the AIDS pandemic
In all countries with high HIV/AIDS prevalence, large humbers of children are
indirectly affected by the epidemic because social institutions and services
become overwhelmed and are further weakened when teachers, health service
providers, civil servants and others become ill or are distracted by the
responsibility for sick and dying relatives. For example, it is estimated that some
90% of children in Zimbabwe and in other countries with severe HIV/AIDS
epidemics have suffered as a result of the impacts of HIV/AIDS.!?

- Vulnerable children affected by AIDS
The term “children in especially difficult circumstances” was coined by UNICEF on
the mid-1980’s to describe the situations of particular groups of children that
went beyond poverty. Children with disabilities, children living in and out of the
streets, working children, children in institutions, children in conflict zones, and
others, may all be considered vulnerable children living in especially difficult
circumstances. Many of these children have very weak or no adult support. As a
result of the HIV and AIDS pandemic, many of these children are doubly
disadvantaged. Disabled children are more likely to be infected with HIV, to live
with HIV-infected parents, or to be orphaned through the death of their parents
from AIDS than other groups of children.*?

- Children in households that foster orphaned children
The core response to orphaned and vulnerable children is through family
fostering, a practice common in the Southern African region that pre-dates the
AIDS epidemic. Cirisis fostering occurs when families and neighbours or other
guardians are obliged to take in children, instead of necessarily choosing to do so.
This type of fostering which is more frequent as a result of the epidemic can be
inappropriate or ill-matched resulting in exacerbated poverty levels in many
fostering households due to increased dependency ratios. The standard of living
of such households and the prospects of non-orphaned and orphaned children are
adversely affected by crisis fostering.*

- Children living with HIV+ parents and sick adults
Around 80% of children born to HIV infected mothers are uninfected at birth.
Nonetheless, studies show that uninfected children born to HIV positive mothers
have higher mortality rates than HIV negative children in the community. In
addition, it is reported that they have more attention, social adjustment and
behavioural problems than comparison children do. Deepening poverty resulting
from the diversion of household income to pay for the treatment of sick adults is
inevitable. The loss of income, compromised parenting coupled with school
absence and the physical and psychological burden on children living with and
caring for sick and dying parents are contributing factors.*’

- Children living with HIV and AIDS
In eight Southern African countries children living with HIV and AIDS represent
between 2 and 4 per cent of the childhood population. In high prevalence
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countries, between one third and one half of all deaths of children under five
years old are from AIDS. However, many deaths among children living with HIV
and AIDS result from common diseases like bacterial pneumonia, diarrhoea,
malnutrition and malaria rather than AIDS-related opportunistic infections.®

3. Issues Emerging and Recurring within the Literature

3.1 Child Mortality following the Death of a Parent; the Physical and
Psychological Impact of Parental Iliness and Death on Children

A survey in Uganda demonstrated that 26% of children living with HIV positive parents
attended school less often, citing the need to stay at home and care for sick parents;
they also reported increased household responsibilities and falling incomes?’.
Furthermore, children orphaned by AIDS are significantly more likely than non-orphans
to experience hunger and are less physically healthy!®. The death of a parent has a
critical impact on early life and development and studies demonstrate that the survival of
children less than 3 years is at stake particularly when mothers are dying or have
recently died; children at this age are 3.9 times more likely to die during the two years
surrounding a mother’s death®®. In countries with the highest HIV prevalence, AIDS has
made a dramatic difference in child mortality rates; a cohort study undertaken in Uganda
found an association between increased mortality rates in children within one year
following the death of a parent®®.

While the research is not conclusive in any of these areas, there is significant evidence to
suggest that children orphaned by AIDS are more likely to experience hunger and food
insecurity; are significantly less healthy than non-orphans; are less likely to be in school
during parental illness or to remain in school following the death of a parent; are at
higher risk of child labour, and in the case of adolescent orphans, to sexual exploitation,
and increasing vulnerability to HIV??,

Psychological distress is not confined to HIV and AIDS for orphaned and vulnerable
children but may also be impacted by food insecurity, conflict, widespread
unemployment or lack of essential services. Adolescents often experience emotions of
anger, resentment, hopelessness and depression in the best of circumstances but loosing
a parent can heighten these feelings, resulting in a tendency towards risk taking
behaviour, which in turn may increase vulnerability to HIV??. A study conducted in
Bulawayo, Zimbabwe, found that orphaned and vulnerable youth, i.e. aged 14 to 20
years, 65% of which had lost one or both parents, reported high levels of exposure to
traumatic events and daily life stress. While most youth showed signs of extraordinary
resilience, a substantial minority, 31%, reported that they never feel able to cope®.
Social support for vulnerable youth was inconsistent and orphans scored lower in terms
of access to social support than non-orphans; 46% reported never being supported by
their community, or peers (23%), while 15% reported abandonment by family and
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friends in times of greatest need.?* Furthermore, females reported higher levels of
psychological trauma, exhibiting in some cases worrying levels of depression and anxiety
and orphan hood was associated with greater stress, isolation and psychological distress.
Older respondents however, despite greater exposure to trauma and psychological
distress, demonstrated signs of strength not evident in younger respondents. The study
concluded that while psychosocial distress and well-being can co-exist, that there needs
to be a greater emphases on the psychological needs of young girls including the need to
build self esteem, while tailoring programmes to meet the needs of children’s grieving
processes in specific cultural contexts®>. Additionally, a study in Uganda found that
children orphaned by AIDS had higher levels of anxiety, depression and anger, with a
tendency towards inactivity, feelings of hopelessness and thoughts of suicide®®. More
research is needed to understand children’s grieving processes, and what factors enable
resilience in young people post trauma.

3.2 Women and Children

There is a direct link between the well-being of women and of children; when women are
healthy, educated and free to avail of life’s opportunities, children also thrive. The
consequences of women’s exclusion from household decisions can be dire for children,
whereas in families where women are key decision makers, the proportion of resources
devoted to children is far greater than in those in which women have a less decisive
role.?” Women effectively increase nutritional status, and it has been shown that
educating women improves survival rates for children while improving school attendance
rates.

In countries with high HIV prevalence, the number of women dying from an AIDS-
related illness is escalating®®. In sub-Saharan Africa, there are on average three women
living with HIV for every two infected men. Mothers will soon exceed the rate at which
fathers, who are older, are dying. Survey data from 2004 demonstrated that children
who lose their mothers are less likely to live with the surviving parent, compared to
children who lose their fathers®. Furthermore, female headed households generally
assume care of more orphans than male headed households; hence female headed
households have a higher dependency ratio and are consequently at greater risk of
poverty. While much research upholds the view that female headed households in low
and middle income countries are at greater risk of poverty, some research demonstrates
that women are more efficient household managers and may effectively mitigate the
effects of poverty°.

3.3 Family Structures of Care

When both parents die, analysis from 13 countries demonstrate that extended family
typically care for double orphans and single orphans not living with the surviving parent.
Children tend to express a preference for grandparents over other relatives, and studies
conducted across ten countries in sub-Saharan Africa conclude that orphans living with
grandparents fare better in school attendance than other relatives. The traumatic
impact of the death of a parent/s on children is mitigated by the fact that grandparents
frequently will have had a previous caring role. However, grandparent/s tend to have
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fewer economic resources and there is also the risk that they will not survive until
children reach maturity resulting in a second experience of loss and transition to new
caregivers3!.

While data on sibling separation is scarce, orphaned siblings can be placed among
different relatives/neighbours as a way of distributing the burden of care. A study
conducted in Zambia and Malawi revealed that sibling separation was a considered
determinant of emotional distress for orphans in an urban sample?.

There are very few child-headed households (less than 1%); even in Zimbabwe where
HIV prevalence and the proportion of orphans are particularly high the proportion of
child-headed households was found to be only 4 per 1,000. Despite the low level of
occurrence, such households are among the most vulnerable, with children at greatest
risk of exploitation.

3.4 Diminishing Household Wealth

Several studies have documented the impact of AIDS on household income and wealth®3;
with illness medical care and other expenses increase, while the capacity to work and
generate income is diminished. In households affected by AIDS, more money is spent
on those who are ill leaving less for children and of course poorer households have even
less to begin with. A study in the Céte d'Ivoire found that in a family affected by AIDS,
the proportion of household budget spent on medical care is twice that of the control
group while income in the household affected by AIDS was half that of the control
group>*. Also funeral expenses can impact on the household budget with funerals
costing up to a third of annual household income.

As highlighted in section 3.1, households with orphans tend to have higher dependency
ratios and it has been suggested that for each productive adult there are 1.6 people to
be supported®. Households that foster/adopt orphaned or vulnerable children need to
provide basic necessities for additional children and support from extended family,
neighbours or the community may not be sustainable on a long-term basis.
Furthermore, there is increasing evidence of discrimination in resource allocation within
poor households against children who are not direct descendents of the household head.
A study in Malawi and Lesotho revealed that children living in another household because
they had experienced death or iliness of a parent reported being given different food
from the other children in the household, being beaten and overworked, receiving
inadequate clothing, while they were also less likely to attend school than the other
children in the household?®.

3.5 Impact on Education

Research on the education experience of orphans is at best complex and findings are
varied in that school enrolment for orphans compared to non-orphans differs across
countries. There is nonetheless compelling evidence from research across several
countries that show lower school enrolment rates among children living in AIDS
impacted communities. After death the hazards of missing school are greatest for
double orphans. A study from Mexico and Indonesia found that children with a deceased
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parent are more likely to drop out of school and are less likely to start school®’.

Similarly a long-term impact study undertaken in a Northern region of Tanzania, shows
that maternal death causes persistent impact on years of education of almost one year38.
Evidence shows that effects are largest for children whose mothers died, for young girls
(under age 12) and for children with low basic academic performance*°. However, some
researchers argue that orphans are not at particular disadvantage compared with non-
orphans, and as noted by the World Bank in 2002, in low enrolment countries both
orphans and non-orphans face considerable constraints.

While poverty is a significant factor determining school attendance it is not the only one.
The relationship between an orphan and head of household impacts on school
attendance; the closer the biological tie, the greater the chance the child will go to
school*®. While a household may not be resource poor, the head of household may
choose to privilege his/her own children over fostered/adopted children.

HIV and AIDS have devastating effects on the entire education system. In Zambia
for instance, 40 percent of all teachers are HIV-positive and are dying at a faster rate
than they can be replaced by new graduates®'.

Finally, it is well established that children of HIV+ parents tend to reduce attendance or
drop out of school with the onset of parental iliness as documented above; one common
strategy in HIV and AIDS affected households is to take children out of school because
help is needed in the home and/or with decreased income, school fees/associated costs
can no longer be afforded®.

3.6 Civil Registration

Registration of a child’s identity is a fundamental human right, as stipulated by Article 7
of the Convention on the Rights of the Child. Registration enables a child to obtain a
birth certificate, which is the most visible evidence of a government’s legal recognition
of the child as a member of society. A birth certificate is also proof of the child’s
relationship with parents and, generally, also determines nationality.

Birth registration may be needed for access to health services, welfare services or school
enrolment. In sub-Saharan Africa two-thirds of all births go unrecognized, while in other
low and middle income countries 55% of births go unrecognized*®. Countries particularly
affected by HIV and AIDS tend to have especially low levels of birth and other forms of
registration including marriage, which has particular implications for women, orphaned
or vulnerable children leaving them at risk of abuse, exploitation and inheritance
violations**. Civil registration is crucial in determining the extent of child mortality or
orphan numbers*®, but more importantly and particularly in the case of paternal or
double orphans, registration can protect women and children from confiscation of
property or other assets following the death of a parent.
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3.7 Stigma, Discrimination and Isolation

Stigma and discrimination can exacerbate the material and psychological problems
children face in the context of HIV and AIDS, however, there is a dearth of systematic
research illustrating the nature and extent of the problem®. As noted earlier, the fact
that HIV is sexually transmitted increases the likelihood that both parents are infected,
which precludes remaining parents from marrying, even if they are HIV negative. The
few studies of children’s experience of stigma and discrimination*’ have argued that
children affected and infected with HIV experience considerable psychological
disadvantage as a result of HIV and AIDS-related stigma. Children whose parents are ill
with AIDS or who have died of an AIDS-related illness, report being marginalized and
isolated from other children, being teased and gossiped about, while presumed to be HIV
positive, and not in receipt of care*®. There is significantly more evidence supporting the
view that children infected with HIV experience stigma and discrimination and it may
therefore follow that children presumed to be HIV positive following the death of a
parent may experience the same. Overall however, the jury is largely out on this issue
because it is difficult to separate causal factors for stigma and discrimination in societies
where poverty or orphan hood are stigmatizing states in themselves.

3.8 Child Labour

One study found that although there are long existing patterns of child labour in South
Africa, the HIV and AIDS pandemic and associated poverty seems to have increased the
trend of young children engaging in paid and unpaid labour*®. Household poverty
following the death of a parent or income earner to AIDS is one of the primary factors
forcing children to drop out of school and enter the labour market. Girls are usually the
first to be withdrawn from school in order to take up domestic positions that are
oftentimes poorly paid and hidden from public view where sexual and other violent
assaults and exploitation may be facilitated. Child labour is filled with numerous risks
including sexual exploitation and HIV infection®®. When households lose productive
members, incomes decline, at least over the medium term and productive labour is
shifted from generating income or food to care for sick family members. At the same
time, health-care costs increase followed by funeral expenses. There are widespread
reports of families selling or renting household goods and assets (from clothing and
utensils to livestock and land) to get needed cash. Grandparents or elderly guardians
are likely to become primary caregivers for orphaned children and assume a heavy
financial burden in the process. It is within this context that children are withdrawn from
school (to save money) and/or encouraged to work (to earn money), either to assist
their families or provide for themselves®!. Furthermore, many orphaned and vulnerable
children are forced into labour or sexually exploited for cash to obtain ‘protection’,
shelter or food>?

The gender dimension in child labour is quite marked; a 1999 survey of working children
in Uganda noted that orphaned girls often were “married off” by guardians if the
household was too stressed, or if the girl was felt to enjoy better opportunities because
the suitor was considered rich. Another study in Nairobi, Kenya, found that over one-
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third of orphaned children ended up as street children, commercial sex workers, casual
labourers, or married as girl children®>.

3.9 Violence, Sexual Abuse and Child Marriage

Women and girls are particularly vulnerable to sexual violence which tends to be both a
cause and a consequence of HIV. The UN World Report on Violence against Children
(2006) reported that violence is common in schools, in institutions, within justice
systems, communities, places of work and within homes. Children living with extended
families, frequently following the death of a parent/s, are often subject to sexual
violence from uncles, stepfathers and cousins®®. A study in Zambia revealed that as
many as 32% of boys and 33% of girls reported that they had been physically forced to
have sex>>. Experience of sexual violence at a young age can cause an increased
tendency towards risk taking behaviour, thus increasing vulnerability to HIV and other
STI's in later life.

Girls may be vulnerable to child marriage in AIDS affected communities, as parents may
hold a belief that their daughters will be safer or financially better off if married early.
However, this does not hold up under scrutiny and young girls in some regions are
married to men twice their age, where the power differential is too large to bridge. In
such circumstances young girls are subject to physical and sexual abuse and may be at
increased risk of contracting HIV>®.

The Enhanced Protection for Children Affected by AIDS document highlights the need for
more rigorous research and evidence-based knowledge on the connections between
trafficking and child labour.

4. Treatment Issues for Mothers and Children
4.1 Prevention of Mother-to-Child Transmission (PMTCT)

Ninety per cent of children infected with HIV acquire the infection through MTCT, which
can occur during pregnancy, delivery or breastfeeding. In the absence of any
intervention the risk of such transmission is 15-30% in non-breastfeeding populations,
however, breastfeeding by an infected mother increases the risk by 5-20% to a total of
20-45%"’. The risk of MTCT can be reduced to under 2% by interventions that include
antiretroviral (ARV) prophylaxis given to women during pregnancy and labour and to the
infant in the first weeks of life, obstetrical interventions including elective caesarean
delivery (prior to the onset of labour and rupture of membranes), and complete
avoidance of breastfeeding. With these interventions, new HIV infections in children are
becoming increasingly rare in many parts of the world, particularly in high-income
countries®®.

To date, nevirapine (NVP) single-dose regimen remains the most feasible and least
expensive strategy in settings with the capacity to deliver only a minimal range of ARVs,
with residual peri-partum transmission of at about 12%. Although the selection of NVP-
resistant virus after the administration of a single-dose of NVP is frequent, this can be
reduced by the addition to NVP single-dose of a short postpartum combination of ARVs
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given to the mother. Among the post-partum interventions likely to contribute to PMTCT,
observational evidence has shown that exclusive breastfeeding results in lesser postnatal
HIV transmission than breastfeeding with other fluids (water, fruit juice) or solids (baby
food)® in settings where refraining from breast feeding is neither viable nor safe.

However, in resource poor settings caesarean delivery is oftentimes not feasible and it is
often neither culturally acceptable nor safe to refrain from breastfeeding.

Other barriers to the PMTCT can include a preference for home/traditional birthing
practices or resistance to HIV testing in pregnancy for fear of partner notification or
rejection compounded by stigma and discrimination. Considerable efforts have been
made to introduce and expand PMTCT programmes, which have been shown to be
feasible, acceptable and cost-effective, yet despite significant progress they have not
been implemented widely in resource-constrained settings®®. Up to 2006, only 10% of
pregnant women living with HIV were receiving ARV prophylaxis for PMTCT. Also
coverage varies between countries: in Botswana, for example, prevention services reach
at least 50% of all pregnant women living with HIV and countries in Eastern Europe and
Latin America have also achieved high coverage.

The Inter-Agency Task Team on Prevention of HIV Infection in Pregnant Women,

Mothers and their Children organized a high-level Global Partner’s Forum in Abuja,
Nigeria in December 2005 to: (i) review progress towards the achievement of UNGASS
targets for preventing HIV infection in infants and young children, and (ii) build
consensus on priority action that global partners, national governments and all
implementers could take to move faster towards achieving universal access by 2010. The
Abuja Call to Action: Towards an HIV-free and AIDS-free Generation recognised the
following:-

e evidence confirms that effective large scale programmes to prevent MTCT of HIV
can be implemented in settings with limited resources

e 15% of new HIV infections each year are caused by MTCT and that elimination of
HIV infection in infants and young children would serve to accelerate global HIV
prevention efforts

e aggressive efforts to reduce mother-to-child-transmission of HIV and eliminate
HIV infection in infants and young children would also help to hold families
together, benefit communities and reduce the stigmatization of people living with
HIV

and called upon other governments, development partners, civil society and private
sector to join this Call to Action, and move swiftly towards supporting the measures
needed to eliminate HIV in infants and young children and clear the way for a worldwide
HIV-free and AIDS-free generation®!.

Regionally, efforts are underway to identify obstacles to universal access in partnership
with Governments, donor organisations and international agencies. One goal of the
Unite for Children, Unite against AIDS Campaign®? is to provide PMTCT services to 80%
of HIV positive pregnant mothers by 2010, and although not specifically stated in
UNICEF's stocktaking report, there is no convincing evidence in existence to suggest that
this goal will be met by that deadline. The PMTCT plus model of care uses PMTCT as an
entry point to provide primary/secondary prevention, testing, treatment and support to
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families and can act as an incentive for pregnant mothers to access services. It is
reported that PMTCT and PMTCT plus are making steady if slow progress, albeit from a
very low base.®?

4.2 Children Born to HIV Infected Mothers and Paediatric HIV and AIDS

One thousand one hundred and fifty children are infected with HIV every day, the vast
majority, 90%, through MTCT. In 2007, it is estimated that 420,000 children were
infected with HIV and 330,000 died of an AIDS-related illness. The virus progresses
rapidly in children with one third of infants dying by their first birthday and one half by
their 2" birthday®*. Without treatment, most children will die before their 5% birthday
and while children account for only 8% of overall HIV infections, they represent 19% of
all AIDS-related deaths®. Over 90% of children infected with HIV live in sub-Saharan
Africa, where there is least access to paediatric treatment. Estimates put the number of
HIV-exposed and infected children at approximately 4 million, and this could be halved if
all counties diagnosed HIV in infancy and cotrimoxazole was administered exclusively to
infected children (although it is ideally recommended for all children born to HIV infected
mothers — see below). In 2005, only 4% of children needing cotrimoxazole prophylaxis
received it and only 10% of children requiring ARV’s had access®®.

The medical care provided to HIV-infected children in low and middle income countries
still consists mainly, in the management of opportunistic infections. Research has shown
that children of all ages with clinical features of HIV infection should receive an antibiotic
prophylaxis of cotrimoxazole in resource-poor settings, irrespective of local resistance to
this drug®’. The cotrimoxazole is a highly effective prophylaxis that acts like an
antibiotic preventing opportunistic infections occurring. It is further recommended that
this drug be administered to all children born to HIV infected mothers until the status of
the child is confirmed negative. Studies show a 43% drop in mortality when children
had access to cotrimoxazole, which costs three cents of a dollar per child per day*®®.

In low and middle income countries, one of the main challenges of paediatric HIV/AIDS
care and treatment relates to the health system infrastructure, in particular the lack of
health staff within existing health services or limited availability of laboratory facilities®.

There is a need to develop simple and affordable diagnostic tests and fixed dose child
appropriate ARV’s. Some tablet formulations are only appropriate for adult consumption
forcing physicians to chop or crush them for children and many drugs have adverse side
effects that render administration to children more difficult. Resistance and intolerability
to front line drugs compounds the problem of administration to children and cost is
frequently a factor precluding second line drugs; these are 6 to 12 times more expensive
than first line drugs in sub-Saharan Africa. Further research is also urgently needed
regarding support to families who disclose HIV infection to the child, and the
psychological development of children. The implementation of safe and adequate
paediatric HIV/AIDS care is still a real challenge deserving further epidemiological,
clinical and social research to accompany and guide programme implementation’®.

In September 2006, the Governments of Brazil, Chile, France, Norway, and the UK
launched UNITAID, which is a drug purchasing facility financed through levies on
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international travel and the Clinton Foundation will take the lead on continuing cost
management of paediatric ARV’s and focusing on extending coverage of paediatric HIV
and AIDS treatment’!. The UNICEF Unite for Children, Unite against AIDS Campaign
further reports that single dose formulations are becoming ever more available.
However, the report does not indicate how close or otherwise they are to reaching the
campaigns second goal of providing paediatric ARV or cotrimoxazole or both to 80% of
children in need by 201072

5. Frameworks to Guide the International Response

Guidelines to scale up Irish Aid’s response to children orphaned and/or made vulnerable
within the context of AIDS will be positioned within Ireland’s commitments under: -

- UNGASS Declaration of Commitment on HIV/AIDS (2001)

- Political Declaration (2006)

- Dublin Declaration (2004) reinforced by the Vilnius Conference (2004)
- UN Convention on the Rights of the Child (1979)

- Communiqué from Gleneagles Summit 2005

- Review of the United Nations Millennium Declaration 2005

and An Taoiseach’s announcement during the Irish launch of UNICEF’s global campaign,
Unite for Children; Unite Against AIDS, “When doubling our funding for these purposes
{HIV and AIDS and other global diseases}, we will ensure that up to 20% of the
increased funding now to be allocated will be invested in interventions that benefit
children. This new commitment in regard to children represents a statement of policy”
(An Taoiseach. Bertie Ahern, 24 October 2005, following the launch of UNICEF's Global
Campaign Unite for Children; Unite Against AIDS).

However, Ireland’s response is also shaped, planned and delivered within the context of
The Framework for the Protection, Care and Support of Orphans and Vulnerable Children
Living in a World with HIV and AIDS (UNICEF, UNAIDS 2004) and the Enhanced
Protection for Children Affected by AIDS (UNICEF, 2007), which is a companion paper to
The Framework document, while also reflecting the goals of the Unite for Children, Unite
against AIDS UNICEF campaign. The Inter Agency Task Team on Children and HIV and
AIDS is an important international structure, guiding and shaping the global response to
orphaned and vulnerable children within the contexts of the aforementioned frameworks
and Irish Aid maintains links with these international bodies in shaping and delivering its
own response.

5.1 The Framework for the Protection, Care and Support of Orphans and
Vulnerable Children Living in a World with HIV and AIDS (UNICEF, UNAIDS
2004)

The Framework represents a collaborative process between a wide range of actors
including development practitioners, governmental and non-governmental agencies,
faith based organisations, academic institutions, and the private sector. It aims to
ensure that all actors work in a co-ordinated way with a common agenda to address the
needs of orphaned and vulnerable children. It is pitched within the context of the
Millennium Development Goals, the 2001 United Nations General Assembly Special
Session on Children, the Declaration of Commitment 2001, and guided by the
Convention on the Rights of the Child and other relevant human rights instruments’>.
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There are five key strategies intended to target key action areas and to provide
“...operational guidance to governments and other stakeholders as they respond to the
needs of orphans and vulnerable children”’?. The five key strategies are as follows:-

- 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.

How?

improve household economic capacity

provide psychosocial support to affected children and their caregivers

strengthen and support child-care capacities

support succession planning

prolong the lives of parents

strengthen young people’s life skills

O O O O O O

- Mobilise and support community-based responses
How?

o engage local leaders in responding to the needs of vulnerable community
members

o organize and support activities that enable community members to talk
more openly about HIV and AIDS

o organize co-operative support activities

o promote and support community care for children without family support

- Ensure access for orphans and vulnerable children to essential services, including
education, health care, birth registration and others
How?

increase school enrolment and attendance

ensure birth registration for all children

provide basic health and nutrition services

improve access to safe water and sanitation

ensure that judicial systems protect vulnerable children

ensure placement services for children without family care

strengthen local planning and action

0O O O O O O O

- Ensure that Governments protect the most vulnerable children through improved
policy and legislation and by channeling resources to communities

How?
o adopt national policies, strategies and action plans
o enhance government capacity
o ensure that resources reach communities
o develop and enforce a supportive legislative framework
o establish mechanisms to ensure information exchange and collaborative

efforts

- Raise awareness at all levels through advocacy and social mobilization to create a
supportive environment for children and families affected by HIV and AIDS
How?
o conduct a collaborative situational analysis
o mobilize influential leaders to reduce stigma, silence and discrimination
o strengthen and support social mobilization activities at community level

The Framework approach further underscores programming principles acquired over the
years though small-scale and oftentimes ad hoc responses; these were first advocated
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by the Children on the Brink (2002) report and are expanded upon within The
Framework context: -

- Focus on the most vulnerable children and communities, not only children
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, and
address gender discrimination

- Strengthen partnerships and mobilize collaborative action

- Link HIV and AIDS prevention activities and care and support for people living
with HIV and AIDS with support for vulnerable children

- Use external support to strengthen community initiative and motivation

- Monitoring progress towards goals

The Framework approach concludes by defining key actions that must be undertaken as
a matter of priority including prioritization of support for orphans, vulnerable children
and their families in national policies, actions and plans of affected countries and as per
my report following the Inter Agency Task Team meeting on Children and HIV and AIDS
in April 2007, this process is almost complete.

5.2 Enhanced Protection for Children Affected by AIDS

This companion to The Framework approach aims to help translate government
commitment into practice and build on the strategies laid out in the original document.
Specifically the paper articulates the vulnerabilities and protection risk of children
affected by HIV and AIDS and proposes practical actions to address them. In order to
ensure success the companion document suggests that these actions will need to be
integrated into existing national plans of action, national poverty reduction strategies
etc. Priority actions identified are supported within the text but for the purposes of this
report are summarised as follows: -

Action Area 1: Actions for Social Protection

o Implement social transfer programmes to ensure the most
vulnerable families are able to meet their basic needs

o Invest in family support services and ensure appropriate
links with social assistance programmes for maximum
impact

o Involve communities in the provision of social transfers and
family support services

Action Area 2: Actions for Legal Protection and Justice

o Combat disinheritance by amending legislation, sensitizing
community leaders to existing laws, making the process of
registering and executing wills easier, and promoting public
education on wills and trusts.

o Improve civil registration systems by eliminating fees,
making civil registration more accessible through
decentralization and linking birth registration with other
commonly used services

o Strengthen and/or develop specialized child protective
services in police, justice and social welfare systems that
provide a safe environment and sensitive procedures for
children who have experienced abuse and exploitation.



Strengthen, develop and implement legislation and
enforcement policies on child labour, trafficking, sexual
abuse and exploitation that are in line with international
standards to protect children and criminalize/penalize
offenders.

Support community based monitoring systems that include
building the capacity of teachers, health and community
workers, and members of youth organizations to identify
children at risk, report on cases of abuse and exploitation,
and provide referrals.

Action Area 3: Alternative Care

Develop effective means of supporting and monitoring
informal care arrangements, such as provided by
grandmothers or in child headed households, to ensure
children are protected in extended families and other
settings where parents are not present.

Improve the formal care system to reduce overuse, guard
against protection violations, encourage appropriate
permanency planning, and provide opportunities for children
and caregivers to express their preferences.

Develop government and community-based protection and
monitoring mechanisms that are supported by national
guidelines and standards for care providers.

Cross-Cutting Issues are as follows: -

Addressing stigma related to HIV, abuse and exploitation:

o

@)

Facilitate open discussion to promote community-owned
social change for children and ensure appropriate adolescent
participation

Sensitise the media to issues of HIV and protection risks and
develop guidelines for reporting abuses

Train national and community leaders to stimulate
discussion on children’s rights, child protection issues, and
HIV and AIDS

Strengthening the state’s social welfare sector:

o

Increase budgetary allocations to government agencies
responsible for social welfare, alternative care and
protective services to a level adequate, at minimum, for
providing statutory services and coordinating and regulating
services provided by local government and non-
governmental agencies

Invest in human resources within the social welfare system
to increase the size, competency and reach of staff from
both government and non-governmental service providers
Develop regulations, guidelines and coordination
mechanisms aimed at improving implementation of social
protection policies and ensuring more effective service
provision.



5.3 Unite for Children, Unite against AIDS Campaign

The Unite for Children, Unite against AIDS campaign was launched by UNICEF in October
2005 with a goal of putting the “missing face”’® of children at the centre of the global
response to HIV and AIDS. One of the key objectives of the campaign is to improve
understanding of the situation in relation to children and AIDS and to get a baseline for
measuring progress. Hence, UNICEF and UNAIDS have been working in partnership with
governments and partners to develop and core set of indicators that can be used to track
progress of the four P’s, the goals of the Unite for Children, Unite Against AIDS
campaign, at country level.

The goals of the Unite for Children, Unite against AIDS campaign or the ‘Four P’s’ are as
follows:-

o Prevent mother-to-child transmission of HIV - by 2010,
offer appropriate services to 80% of women in need

o Provide paediatric treatment - by 2010, provide either
antiretroviral treatment or cotrimoxazole, or both, to 80% of
children in need

o Prevent infection among adolescents and young people - by
2010, reduce the percentage of young people living with HIV
by 25% globally

o Protect and support children affected by HIV/AIDS - by
2010, reach 80% of children most in need

The recent Stocktaking Report, 2007, which is intended to highlight progress since the
outset of the campaign and note shortcomings, sheds little light on the overall landscape
in relation to children and HIV and AIDS. Specific examples are cited where
programmes targeting children under the four P’s are reporting success rates, but the
bigger picture remains difficult to envisage. Very impressive percentages are quoted in
relation to “support” extended to families in high prevalence areas but what specifically
“support” entails is not apparent. The Stocktaking Report acknowledges significant gaps
in progress in the areas of PMTCT and paediatric treatment as highlighted in section 4 of
this paper, while further noting that the campaign has had little impact on school
attendance and knowledge of HIV and AIDS for prevention purposes’®. The campaign
has however proved successful in mobilizing a focus on children and has resulted in DFID
and USAID pledging 10% of their annual budget on children, while Ireland has
committed 20% of increased resources announced in 2005 to children. Notwithstanding
those successes, other large donors have not specifically earmarked allocations for
children. It is abundantly clear that the need to scale up responses in the Four P areas is
paramount, as current levels of coverage will not meet campaign goals as outlined
above.

6. Close

As identified at the outset of this paper, this is not a comprehensive literature review,
but it has endeavoured to present a synopsis of a comprehensive list of issues as they
arise within the literature. The information contained herein will act as a backdrop to the
other phases of research and exploration identified to define Irish Aid’s response to
children living with and affected by HIV and AIDS. Hence, this review is the first output
from a comprehensive process identified to upscale Irish Aid’s response to children
orphaned and vulnerable in the context of HIV and AIDS.
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