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Introduction
Of the 49.7 million HIV infections that had occurred worldwide by late 1999, 72% were in sub-Saharan Africa; 84% of AIDS deaths, 91% of child HIV infections and 94% of child AIDS deaths worldwide have occurred in Africa 
. Of children orphaned by AIDS throughout the world, 95% have occurred Africa where numbers of orphans will continue to rise throughout the next decade reaching 40 million by 2010 (Figure 1). Long term solutions will need to be crafted for these children because the impact of HIV/AIDS will linger for decades after the epidemic begins to wane. Even if rates of new infections were to level off in the next few years, the long incubation period means mortality rates will not plateau until 2020. Thus, the proportion of orphans will remain unusually high at least through 2030 
. For a variety of reasons, little attention has been paid to the situation of children affected by HIV/AIDS 
. Greater understanding of the impact of HIV/AIDS on children is important in the design and evaluation of programmes to support children living in difficult circumstances. This paper reviews epidemiological characteristics of children affected by HIV/AIDS, coping mechanisms and current knowledge of the impact of HIV on children. Areas where important gaps in knowledge exist are highlighted.

Epidemiology
Until recently, little attention was paid to numbers of orphaned children, either globally or nationally 
. Orphan studies are likely to assume greater prominence when the number of children affected by HIV/AIDS is accurately and consistently quantified. 

Varying definitions of orphans
The English word “orphan” is derived from Greek and Latin roots meaning “a child bereaved by the death of one or both parents” 

. Whilst some orphan estimates are specific to children orphaned by HIV/AIDS, others include orphans from all causes. The wider definition is more useful for programming purposes since it is inappropriate at community level to determine eligibility for assistance based on specific cause of parental death. Most estimates and models define an orphan as a child whose mother has died. Maternal demographic data is more easily obtained and in surveys, biological mothers are more easily related to their children than fathers. Though some censuses count paternal orphans, until recently, no national estimates of paternal orphans were available. Impact on orphans depends upon whether children have lost a father or a mother 
. Only in modern times has the death of a mother, as primary nurturer, been given so much significance. Throughout much of western history, the loss of a father led to reduced prospects for orphans with inheritance implications. In developing countries, loss of a father may have greater socio-economic impact than loss of a mother 


. 

In addition to parental status, the other factor affecting orphan estimates is the age range chosen.  Most orphan estimates are for children under 15 years old. Data from child health surveys is normally based on children under 15 years. Data on children 15‑17 years is usually presented together with adult data in the 15-49 year category. From a “rights” perspec- 
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. From a practitioner perspective, community programmes target children in difficult circumstances which includes maternal and paternal orphans under 18 years. There are still no estimates for orphans under 18 years, nor for paternal orphans in most countries with substantial HIV/AIDS epidemics. Yet numbers are important, after the adage “If you can't count it, it doesn't matter”.

Definitions which exclude paternal orphans underestimate total orphan numbers by 45-70%; definitions which exclude 15-17 year old children underestimate this figure by 25-35%. Broader definitions of orphans draw attention to the scale of the impact of HIV/AIDS on children yet still underestimate the problem. Children are directly affected by HIV/AIDS when they are orphaned. In addition, many more children are affected indirectly when their close or extended family, their community and, more broadly, the structures and services which exist for their benefit are strained by the consequences of the HIV/AIDS pandemic 
. Firstly, an unknown number of children live with parents with HIV/AIDS‑ related symptoms; many more live with asymptomatic HIV‑infected parents. In some countries, up to 25% of children born to healthy women may have at least one parent infected by HIV by their fifth birthdays 
. In Thailand, for every child maternally orphaned by AIDS, there were twelve children living with mothers with HIV/AIDS 
. For every Brazilian maternal orphan from AIDS, there were three children with mothers living with AIDS and twelve with mothers living with HIV infection 
. For most countries, no estimates exist for children living with HIV-infected parents. Drawing attention to children living with HIV-infected parents highlights the future dimensions of the orphan epidemic and social, developmental and health problems these children may face even prior to orphaning [8,9 ]. Secondly, many children in Africa are fostered by relatives and do not live with either biological parent. In Tanzania, 34% of children lived with one parent and 12% were not living with either parent, yet 8% of children were orphaned due to loss of father or mother and 1% had lost both parents 
. The impact of the loss of a relative on fostered children may be as great as the loss of their natal parent. Children living with HIV-infected parents and in foster families affected by HIV/AIDS go unreported in most enumerations and are not measured in mathematical models. 

The definition of orphanhood is significant in relation to child development. Loss of a parent in early childhood, at school age and in early or late adolescence affects children differently, both psychologically and developmentally. Defining orphans as children under 15 years detracts attention from the needs of older adolescents including the sexual and economic exploitation of adolescent girls [12]. Research is needed to identify the implications of different age and parental‑status definitions in terms of willingness to respond, resource allocation decisions, programmes selected and their implementation.  

Orphan enumeration
Census and enumeration data is available in many countries enabling estimates of orphans numbers, though it is difficult to collect accurate data on orphans. Knowledge gained from specific orphan enumeration leads to doubts about the accuracy of estimates obtained from census data and vice-versa. Responses may depend on the way in which questions are phrased; for example, all Zambian languages have a word for “orphan” but none would apply to children staying with adult relatives 
. Wide variations occur in reported orphan prevalence even in enumerations performed in the same area around the same time 



. Methodological differences in enumerations account for many of these differences. Under-enumeration is common because of stigma or because many orphans are fostered away from their household of origin. Infants and young children are subject to disproportionate under-enumeration 
. The orphan status of girls under the age of 18 who themselves become parents is unclear. Over-enumeration may occur because of hopes of secondary gain by respondents. Children in single mother households may be over‑enumerated if they are counted as paternal orphans or under‑enumerated if paternal status is unknown. 

Enumeration studies measure prevalence rather than incidence. In Zambia, a high prevalence of households containing orphans was found in poorer local 
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ities with high rates of female-headed households; high prevalence of orphanhood may be due to migration rather than a high incidence of parental death 

. Urban-rural migration occurs as a result of the “going-home-to-die” phenomenon whilst rural-urban migration occurs as widows move to towns to seek work or remarriage. The prevalence of orphans may be significantly affected by migration, so that those areas with the highest prevalence of orphans may not be those areas which have the highest incidence. Little is known about the nature and extent of this morbidity and mortality-related migration and its impact on affected children. There is need for standardised enumeration methodologies, comparisons of random household with community‑based enumerations and serial enumerations. Incidence studies of orphans within a longitudinal framework are required to understand changes taking place in household composition 
. 

Mathematical models of the orphan epidemic
The HIV/AIDS pandemic is a continuously evolving, progressive disaster. The resultant consequences of the pandemic will change over time. Mathematical models draw attention to demographic implications of the epidemic which help policy makers make decisions based on likely future trends 
. Without models, these changes might not be anticipated. In severely affected countries, models predict reduced average age of orphans, altered age compositions of populations, a relative shortage of females and worsened dependency ratios 
. Different models to estimate the number of children orphaned by the AIDS pandemic have been reviewed. Most estimates are calculated using a demographic model. The estimates differ substantially because of differences in parameters such as current HIV prevalence, the future severity of the epidemic, incubation and survival periods,  infant and child mortality, perinatal transmission and fertility. Only one model includes estimates for numbers of paternal orphans 
. Owing to lack of adequate data, few studies have compared the findings generated by model simulations with existing data on orphanhood in sub-Saharan Africa 
. Such comparisons would allow mathematical-model-based simulations to be evaluated and help to validate such models. Enumeration data can feed into mathematical models which generate predictive estimates at local levels and enable better planning. 

The extended family safety net and the role of the community in coping
In many AIDS-affected communities, the mechanism that keeps families and households from destitution is comprised of material relief, labour, and emotional support provided by community members 
. At times of distress such as bereavement, all community members are obliged to participate and contribute towards funeral costs 
. People living in communities overburdened by AIDS recognise this principle, with some volunteering their time and skills to care for orphaned children 
. The extended family remains as the predominant caring unit for orphans in communities with severe HIV/AIDS epidemics 

. Extended families involve a large network of connections among people extending through varying degrees of relationship including multiple generations, over a wide geographic area and involving reciprocal obligations.

Coping mechanisms regarding orphans are complex and vary according to social setting. In most African communities, the concept of “adoption” does not exist in the western sense. Children are fostered, a prevalent, culturally sanctioned procedure whereby natal parents allow their children to be reared by adults other than the biological parent 

. Child fostering is a reciprocal arrangement and contributes to mutually recognised benefits for both natal and fostering families 
. In Tanzania, less than one quarter of children being fostered by relatives other than their biological parent were orphans[16]
. In societies where “purposive” fostering is prevalent, “crisis” fostering which occurs following the death of a parent is common. The same relatives who have a right to claim a child through purposive fostering have an obligation at times of crisis to accept the role of foster parent 
. Fostering by non-relatives is uncommon 
; the prevalence of, reasons for and hindrances to such fostering has received limited study 
.

The role of the extended family and community in coping with orphans are in a state of flux.Where traditional values are maintained such as in rural communities, the extended family safety net is better preserved. Where countries are more urbanised, extended family safety nets are weakened. As the traditional practice of orphan inheritance by uncles and aunts has lessened, it has been replaced by alternate safety nets with care provided by grandparents or other relatives [18]
. Children who slip through the safety net may end up in a variety of vulnerable situations such as street and working children and child-headed households. Monitoring the background of such children can be a valuable source of information about families which have the greatest difficulty caring for children and where efforts to strengthen capacity should be targeted. 

Too often, the realisation that extended families are under stress leads to an assumption that the principal 

[page S278 in original begins here] 
response should be to develop other alternatives such as institutions, children’s villages and adoptive placements. Institutional responses are often unsustainable and may be viewed as inappropriate by community members who recognise their potential to undermine existing coping mechanisms 
. Those planning interventions must understand existing norms and practices and seek to strengthen family and community capacities to protect and care for vulnerable children [32].

Impact of HIV/AIDS on children and families
In severely affected communities, HIV/AIDS has an impact on children, families and communities which is incremental. The continuous attrition rate of deaths in young adults leads to social and economic impacts which increase with the severity and duration of the epidemic. The impact of HIV/AIDS on children and families is compounded by the fact that many families live in communities which are already disadvantaged by poverty, poor infrastructure and limited access to basic services. Strategies for coping of extended families have negative impacts on children in households indirectly affected by HIV/AIDS, thus enlarging the overall impact and number of children affected. For example, children may experience reduction in their quality of life when their mother goes to provide home care for an HIV/AIDS-affected relative or because of transfers of money to a sick relative’s household. Children may see their standard of living deteriorate when cousins come to live with them following the death of an aunt or uncle. Figure 2 suggests the progression and relationship of problems among children and families directly affected by HIV/AIDS.
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Impact of parental illness on households
Children are affected by HIV/AIDS before they are orphaned. When a parent develops HIV-related symptoms, children often shoulder new responsibilities; these include domestic chores such as cooking, cleaning, carrying water and laundry, care giving activities such as feeding, bathing, toileting, giving medication and accompanying relatives for treatment, agricultural or income generating activities and childcare duties. When a parent is ill, children’s school attendance drops because labour is needed to pay medical expenses or because families cannot afford to pay school fees [9]. Adults make decisions that children should drop out of school to provide care for sick relatives or young siblings; child carers are frequently girls caring for female relatives 

. Research is needed into the impacts, both negative and positive, that caring has on children, the needs of children as care givers and the ways in which disruptions to schooling can be minimised.

Pre-planning for death can ensure that orphans are appropriately cared and provided for after parental death. Only 2% of families in Zimbabwe wrote a will prior to death 
. Most adults receiving home care in Zambia had not talked to their children about what would happen in the future; children who discussed parental illness with their parent were significantly more worried than those who had not 
. Succession planning is a problem in Africa because of taboos. A person who talks to another about their impending death lays themselves open to charges of witchcraft. Conversations often focus on searches for cure rather than on arrangements to be made after death.   

Inheritance practices
In much of Africa, widows are inherited through remarriage to a brother of the deceased husband; property is inherited by paternal relatives. In Tanzania, most widows had a sexual relationship with in-laws despite this being against their wishes; 97% were denied the right to inherit the deceased husband’s property 
. In Zimbabwe where widow inheritance is declining, most women refuse traditional remarriage 
. However, brothers-in-law main-
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tained sexual access to widows without accepting responsibility to provide for the widow’s family 
. Property was reportedly inherited by children with only 15% of respondents reporting “property-grabbing” [46]. In other countries where traditional practices are maintained and widows’ rights are overridden, asset stripping appears to be more common. Traditionally, the inheritance of orphans in patriarchal societies was to paternal relatives. In many societies, the marital status of the parents has a significant bearing on inheritance. In Rwanda and elsewhere, if the parents were traditionally married and a bride price was paid by the prospective groom, orphans are taken in by paternal relatives 
. Paternal relatives refuse to take orphans in them in if bride price is not paid leaving orphans to slip through the extended family safety net. Few studies have quantified the extent and consequences of traditional inheritance practices.

Changes in caregiver
Families cope with relatives’ deaths by ensuring that children affected by HIV/AIDS receive care from a substitute caregiver. The extended family support network functions through changes in household composition, with relatives moving in to households to care for survivors or orphans moving out into one or more relatives’ households. Different patterns of coping mechanisms exist within families depending on whether the father or the mother is sick or dies. Household resilience to the economic and social impact of prime-age adult deaths is considerable [8, 40]
. As the number of orphans in a community increases and uncles and aunts, the traditional first choice as substitute caregiver become unavailable, grandparents are recruited into childcare [42]

. Grandparents are often a last resort as caregiver and agree to take orphans because other relatives refuse 
. In some cases, what is viewed as a situation in which the elderly provide childcare is actually more akin to a situation of mutual support with increasingly frail grandparents becoming the care recipients of grandchildren. Figure 3 compares the number of orphans cared for by aunts/uncles and grandparents from four African countries. The data suggests that grandparents are more frequently recruited as caregivers in areas where the AIDS epidemic is more severe or where the extended family is weakened [42].
Ways in which decisions are made concerning the choice of caregiver for orphans vary. Decisions may be made by the eldest male member of the paternal family, surviving parents or orphans themselves [50]

. In Zambia, one third of caretakers stated they had agreed to care for orphans only because nobody else would [55]. Few studies have specifically examined the social and economic factors underlying such decisions or the consequences of desertion of orphans by widows and widowers 
. One important question is at what point of family burden, do extended kinship networks abandon responsibility for orphaned children? The decision to leave children living in child-headed households in Zimbabwe was often made by relatives who were reluctant to foster older children. Child-headed households were more frequently established if a teenage child experienced in childcare was living in the household or if a relative lived nearby who could provide supervision. Decisions were influenced by siblings’ wishing to stay together in their homestead or a dying mother’s wish to preserve her family intact [57].

Children who belong to families with little regular contact with relatives are at risk of being abandoned if they are orphaned. Households headed by migrants, in urban areas and on commercial farms or estates have limited access to extended family and community safety nets. Most Zimbabwean migrant farmworker families and one quarter of indigenous farmworker families had irregular or no contact with relatives 
.

The proportion of orphan households headed by elderly caregivers, the number of child-headed households and sibling dispersal or migration may serve as indicators of saturation of the extended family safety net [42]. The prevalence of child-headed households was 30/1000 households in the Rakai district of Uganda , 4/1000 households in Zimbabwe and 0.3/1000 in Tanzania[16] [57]
. Other indicators of a weakened extended family safety net include households with orphans from two or more families, increased numbers of working children, children removed from schooling to provide care and orphaned street children. There is need to understand the reasons why children slip through the extended family safety net and the quality of care provided to such children in order to strengthen 
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family and community capacities to protect and care for vulnerable children

Economic impact
The HIV/AIDS epidemic is taking its heaviest toll at household and community level 
. Economic factors are crucial in determining the responses of the extended family to provide care for orphans. The care of children affected by HIV/AIDS in developing countries is falling on poorer people within communities, especially women. In Kenya, most families that agreed to take in foster children were living below the poverty line, whereas wealthier relatives tended to maintain minimal links with orphans [7]. In Uganda, orphan household per capita income was 15% less than non-orphan household income 
. Death of a father within a household often has deleterious economic consequences for children because of high treatment and funeral costs, loss of the father’s income and property grabbing [8]. In Zimbabwe, 89% of families relied on women as the breadwinner and only 3% of orphan households had a member who was a breadwinner in employment 
. The situation of children living in child-headed households was particularly dire with average monthly incomes of $8 compared to $21 in non-orphan neighbours 
. Private transfers of assets within families and communities are traditional mechanisms for alleviating distress 
. In Tanzania, less than a quarter of orphans received support from the one parent who was still surviving and under 10% received support from other relatives or elsewhere[16]. In desperate circumstances when there are no other sources of income, poor households may sell off assets such as oxen which provide draught power to provide desperately needed revenue at the cost of long-term development 
.

One way to gauge the strength of community coping mechanisms in the face of the impact of AIDS is to measure the strength of community responses. Seeking relief from family, friends and neighbours is a common response to economic crises which result from disasters [30]. In Tanzania, assistance from government or non-governmental organisation sources was considerably less than transfers from community members [8]. This community safety-net is being weakened as a result of the steadily growing impact of the AIDS epidemic. Better-off families find their economic reserves depleted because of continual demand from relatives affected by AIDS. They become less able to contribute in cash, kind or the provision of work to destitute families in need. As the number of families falling from poverty into destitution increases as a result of AIDS, the amount of relief that can be provided per destitute family decreases. There is a growing recognition that mobilising and strengthening community-based initiatives such as caring for the sick and orphans are as urgent as preventing the further spread of HIV [28 ]

. Often, the groups best placed to strengthen family and community capacity are small grass-roots organisations, supported by non-governmental organisations  [51] 
. Community-based child support initiatives have a demonstrable ability to target small amounts of material support to large numbers of destitute orphan households [32, 53]. 

One of the less obvious economic impacts of the epidemic is an increase in the amount of work performed by children, sometimes as young as five years old [66]. The workload of children affected by HIV/AIDS starts when parents become sick and increases when children become orphaned; workload of orphans may be greater than non-orphans living in the same household 
. Increased domestic workload is often disproportionately greater on girls than boys 
. In order to generate an income, adolescents may leave orphan households to seek work in towns, as agricultural labourers for more prosperous farmers and as domestic labourers; some girls become involved in commercial sex or enter into marriage as girl brides in order to provide for the needs of younger children in their household.

Migration
Changes in the composition of households through migration of family members is an important mechanism by which extended families cope with the economic and child care need consequences of HIV/AIDS [8]. Urban-rural relocation may occur with the onset of serious illness in the “going-home-to-die syndrome” 
. Rural-urban migration of adults occurs when widows migrate to towns in search of work or partners; more than one half of young widows and one quarter of young widowers under 35 years in Uganda moved from the household of their late spouse to earn money or for remarriage [58]. Mobility is especially common in adolescents affected by HIV/AIDS [57]. Non-resident young relatives may become carers in urban households in preference to resident urban children forfeiting their education [45]. Children affected by HIV/AIDS are particularly likely to be relocated before or following parental death [18]. Children from child-headed households were more likely to have moved in the preceding two years compared to children of non-orphan neighbours (12/37 vs 0/42) [64]. Intra-rural or intra-urban migration of orphans may occur leading to clustering of orphan households in poor areas [23]. Economic and social factors are crucial determinants in decisions made concerning migration. There is need to better understand migration practices in order to mitigate their deleterious effects upon children.

Separation of siblings following parental death is a strategy of families to share the burden of care between 
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several relatives which has been little documented. Children, especially those under five, may be fostered leaving siblings living by themselves [57]. Adolescent girls may be “pawned”, sent to a relative or neighbour to work in return for money paid to the fostering family [7]. Few households in Zambia found the idea of separating orphaned siblings from one another acceptable [55]; dispersion of siblings was a significant independent variable for the prediction of emotional distress in urban orphans 
.

The HIV/AIDS epidemic is leading to increasing numbers of street children in Africa. In both Zambia and Zimbabwe, there was an increased probability that street children were orphaned 

, (Foster G et al, unpublished manuscript, 2000). Children of HIV-infected commercial sex-workers are particularly likely to end up on the streets or working for other people; in Kenya, a non-governmental organisation encouraged 11 sex-workers to establish linkages with relatives who might care for their children after their demise; at the time of maternal death, 8/39 (21%) children had become street-children, 3/39 (8%) were commercial sex workers, 2/39 (5%) were casual labourers and one was married as a girl child (3%) with other orphans being cared for by family members 
. 

Education
Early evidence for the impact on children’s school attendance as a result of orphanhood came from Uganda; the financial strain led to households with orphans failing to raise funds to send their own children to school 
. Education is often disrupted when parents become sick, especially older girl children who are required to take over household and caregiving chores. In Uganda, amongst children 15-19 years whose parents had died, only 29% continued their schooling undisrupted; 25% lost school time and 45% dropped out of school; school-age children with the greatest chance of continuing their education were those who lived with a surviving parent; those fostered by grandparents had the least chance (7%) [9]. 

Studies from several countries confirm significantly less enrolment rates in orphans than non-orphans and identified risk factors such as girl orphans, children orphaned by AIDS, rural or poor households and orphans living in households headed by men [8][37][62]
. In seven African countries, primary enrolment rates of orphans, especially double orphans, were generally lower than in non-orphans, especially in countries with low overall enrolment rates and in households with least assets [8]. Other studies from Uganda and Tanzania found little difference in school attendance between orphans and non-orphans[16, 25]. A Kenyan study found that school performance was significantly poorer among children orphaned by AIDS 
. More research is needed to determine whether maintaining or re-establishing orphans’ education has social, economic or psychological benefits to children and their households.

Health and Nutrition
A close correlation was reported between child morbidity and the quality of parenting 
. Fostered children in West Africa experienced higher mortality than other children because of poorer care, malnutrition and reduced access to modern medicine 

. It might be expected that the health of orphans, especially those in the care of elderly and adolescent caregivers would be worse than other children; substitute caregivers may be uninformed about good nutrition, oral rehydration treatment for diarrhoea and the recognition of serious illness 
. In Zaire, no differences were reported in morbidity between children orphaned by AIDS and controls in a two-year follow-up from birth in children without HIV infection 
. A two-year follow-up of orphans in Tanzania found no significant difference in mortality compared to other children[16]. A four-year follow-up of orphans in Uganda found a higher though non-significant mortality in under-fives compared to non-orphans without HIV infection [25]. Younger orphans in rural Zambia were more likely to have frequent illnesses than non-orphans [73]. Failure to find evidence of increased morbidity and mortality in orphans may be because orphan prevalence is not high and extended families still have sufficient capacity to cope with orphans.

Reduced household agricultural production was noted in one quarter of households in an AIDS-afflicted area of Uganda 
. Orphans in Tanzania and Zambia were more likely to be stunted but no more likely to be wasted than non-orphans [10, 47]. In an urban slum in Nairobi, Kenya, orphans were significantly more malnourished than non-orphans 
. Neither study excluded possible bias because of increased likelihood of HIV infection in orphans. In Zaire, there was no significant difference between orphans and non-orphans regarding frequency of eating breakfast [84]. In Tanzania, stunting was increased in orphans, regardless of the level of household assets, possibly because parental illness and household death interferes with child rearing [8]. 

Psycho-social impact
In developing countries, the social and economic impact of HIV/AIDS on children has overshadowed concern about the psychological impact of HIV/AIDS on children. Where basic needs are not met, it is difficult for agencies to concentrate on addressing less immediate or obvious psychological need. In some contexts, a blanket and food may be more appropriate than counselling 
. Yet the impact of HIV/AIDS 
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on children in developing countries is essentially no different from developed countries, with most children showing psychological reactions to parental illness and death. Stigmatisation, dropping out of school, changed friends, increased workload, discrimination and social isolation of orphans all increase the stress and trauma of parental death. In a Ugandan study, most children felt hopeless or angry when their parents became sick and scared their parents would die. Most orphans were depressed, with lower expectations about the future: fewer orphans expected to get a job, wanted to get married or wanted children than non-orphans. Depression was more likely in 10-14 years old than 15-19 years and such children were more likely to be living with a widowed father than with a widowed mother, suggesting that the loss of a mother is more distressing than the loss of a father [9].

Stigmatisation may be associated with adverse mental health. In orphans in Zimbabwe, stigmatisation was common and was based on orphan status or poverty rather than being associated with HIV/AIDS [70].This was probably due to reluctance to state publicly that an individual died of AIDS; the same observation was made in Uganda 
. In Zambia, 82% of those caring for children noted changes in behaviour during illness of a parent. Parents noted that children became worried, sad, tried to help in the home and stopped playing to stay nearby. Children were more likely to become solitary, appear miserable or distressed and be fearful of new situations, compared to control children. There were no differences in externalised behaviour changes [47]. Changes were noted in self-esteem but not in sociability. Orphans exhibit internalised behaviour changes such as depression, anxiety and low self-esteem, rather than acting out and sociopathic behaviour such as stealing, truancy, aggression and running away 

. Internalised behaviour change is less likely to be noticed than externalised reactions and can easily be overlooked. In view of the possible link between childhood bereavement and later adult depressive illness, it is important to set up long-term studies and observe the mental health of children especially those experiencing multiple bereavements 
. 

Vulnerability
There is need to understand the circumstances in which children affected by HIV/AIDS are vulnerable to HIV infection so that targeted interventions can be established. Failure to prevent HIV infection in this increasingly large group has implications for future generations. Children who end up on the streets have a particularly high risk of HIV infection 
. Most street children in Accra, Ghana were sexually active and had their first sexual experience on the streets and with prostitutes; most had misconceptions about HIV/AIDS and were doing little to protect themselves from contracting HIV 
. Though a considerable literature exists on the vulnerability of street children to HIV/AIDS and other sexually transmitted infections, there is a striking lack of research on the prevalence and circumstances surrounding vulnerability of orphans. Social, economic and psychological impacts of HIV/AIDS on orphans increase their vulnerability to HIV infection through early onset of sexual activity, commercial sex and sexual abuse. In Uganda, sexual debut occurred earlier in orphans than non-orphans; by age 12, 30% of orphan girls were sexually active rising to 85% by age 18. The reasons for becoming sexually active included economic need, peer pressure, discovery, lack of parental supervision and rape by strangers, relatives and teachers 
. Although most orphans were aware of the existence of HIV/AIDS, few knew how to protect themselves 
. When orphaned adolescents or adults become ill, they will have no mothers they can turn to for home care during terminal illness; after orphaned parents have died, there are no grandmothers available to look after their children, so-called “grand-orphans”. Programmes which support and supervise orphans may be effective in reducing vulnerability and in protecting them from HIV infection. Perhaps nowhere is the imperative to link the provision of care and support activities to HIV prevention seen more clearly than with orphaned children 
.

Research partnerships
A cause for concern is that in spite of the considerable amount of activity being carried out by community groups throughout Africa to support children affected by HIV/AIDS, there is lack of data and limited study of many key issues. Research agendas have been developed to guide practitioners and policy makers responding to the plight of children affected by HIV/AIDS [2]. Agencies involved in research frequently fail to conduct studies in partnership with children, affected communities and implementing agencies such as community-based and non-governmental organisations. More such partnerships are needed. These are mutually beneficial, helping community-based programmes to answer questions of concern to their communities while enabling agencies to gain a better understanding of community coping mechanisms.
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CHILDREN LIVING WITH HIV/AIDS IN SOUTH AFRICA 

EXECUTIVE SUMMARY

Background

There are 16.3 million children in South Africa, 61% of whom live in poverty.  Examination of their status (health, welfare, education etc) reveals severe shortcomings in all areas.  With the advent of the HIV/AIDS epidemic the situation is worsening and any hard won gains for infants and children are threatened.  In recognition of this, Government has called for a national strategy on children and HIV/AIDS.

The strategy will cover children who are infected with HIV, children who are vulnerable to becoming infected and children who are affected, with the main emphasis being on affected children, including AIDS orphans.

But before South Africa can mount an effective response it is necessary to generate:

(
an awareness of the present situation regarding its children;

(
an understanding of the epidemic, both currently and the future projections;

(
an appreciation of the positions of key role-players and communities in respect of the issues of children and HIV/AIDS; and

(
an analysis of existing models of care and support for children in distress.

These, in turn will inform the national strategy, existing and planned projects and the development of appropriate, sustainable responses.  A Rapid Appraisal of children infected with and affected by HIV/AIDS was commissioned in October 1999 by the Interim National HIV/AIDS Care and Support Task Team (NACTT), funded by Save the Children (UK).  The Rapid Appraisal seeks to provide information for the national strategy and the various national, provincial and local processes emanating from it.

The context of a national strategy

There are increasing numbers of children in distress as a result of the escalating HIV/AIDS epidemic.  Orphans will comprise 9 – 12% of the total population by the year 2015.  Traditional models of surrogate child care are progressively less able to accommodate these children.  In particular, poor communities cannot absorb children in distress into informal care and extended family structures without outside support.  All these factors are compounded by the stigma associated with HIV/AIDS.

The needs and rights of affected children

All children have physical and material needs, intellectual and educational needs and psychosocial needs.  Children affected by HIV/AIDS are particularly vulnerable in all these areas, as they take on adult household, parenting and caring responsibilities.  Typically these children experience a lack of supervision and care, stunting and hunger, educational failure, inadequate health care, psychological problems, disruption of normal childhood and adolescence, exploitation and discrimination.

Care and support for affected children

An examination of successful models of care and support suggests that the key challenges facing South Africa are:

· How to develop simple, effective, community-based mechanisms to identify children in need?

· How to provide care and support that maintains the affected child within a family and within its own culture and community of origin?

· How to mobilise and support communities in order that they, in turn, can provide support systems for children and their caregivers?

· How to ensure that the care and support of affected children becomes an element of associated programmes such as home-based care?

· How to increase capacity at all levels to provide care and support for affected children?

These are echoed in the nine priority areas which were identified by stakeholders who responded to a questionnaire on how South Africa should be preparing for the increasing numbers of infected and affected children.  These were:

· Policy development – national and local policy and planning leading to the assumption of responsibilities by all sectors and partnerships

· Advocacy with an emphasis on family and community awareness, mobilisation, empowerment and involvement

· Capacity building and training at all levels

· Mainstreaming children’s issues into other programmes such as into strategies to alleviate poverty

· Accessing resources - financial and material

· Co-ordination of services and the need for a database of children in need

· Legal reform - linked to the Child Care Act

· Research to provide relevant data

· The development of new models

Lessons from projects

Existing projects provide many lessons for the national strategy.

· Holistic care should include the recognition of economic security as a necessary component and should ideally provide access to a range of services at a single point.

· Simple interventions, such as good hygiene and nutrition, have been proven to be extremely beneficial as part of a holistic care package for both adults and children.

· Networking between organisations working for and with children facilitates the provision of material resources and information and strengthens the partner organisations in the process.

· The best interests of the child should guide all functions and initiatives.  Even in a context where the most basic needs are the priority, educating caregivers and children about their rights has had very positive consequences.
· Home-based care programmes are the optimum vehicle for identifying children in distress and orphans and establishing programmes for them.
· Talking to children and preparing for death is facilitated by holding family conferences and creating Memory Books.
· Stigma and discrimination associated with HIV/AIDS are lessened when a project is not AIDS-specific.
Framework for a national strategy

A ten element framework for a national strategy is proposed:

· Multisectoral policy development

· Advocacy

· Mainstreaming HIV/AIDS and children’s issues into key programme and development areas
· National and provincial capacity building

· Local and community capacity building

· Building capacity in children
· Establishing priority needs across the continuum from prevention to care and support
· Research

· Project and programme development
· Mobilising and co-ordinating the response
Recommendations from the Rapid Appraisal

The following are the key recommendations from the Rapid Appraisal:

(
A policy framework

The lack of a policy framework within which to understand the whole subject of children and HIV/AIDS in South Africa was identified as a barrier to effective, co-ordinated action.  The National Strategic Framework should be finalised as a matter of urgency, incorporating the findings from the Rapid Appraisal.

(
Database of organisations working with and for children

Many people interviewed identified isolation from and a lack of knowledge of what was happening outside their immediate area as a real constraint.  The compilation of a comprehensive database of organisations working with and for children in South Africa would greatly facilitate communication and co-operation. 

(
Networks and co-ordination mechanisms

The advantages of a network of organisations working together for the benefit of children in distress are obvious.  A generic model of how a network can operate should be developed and training conducted with potential partners in all parts of the country on how to initiate, construct, manage and sustain a network.

(
Poverty

HIV/AIDS precipitates families into poverty and even into destitution.  An appreciation of this is fundamental to developing appropriate responses.  Wherever possible poverty alleviation programmes should work hand-in-hand with projects for children and all projects should aim to have the means to provide basic necessities such as food and clothing.

(
Identifying children in distress

The identification of children in distress is frequently ad hoc.  A standardised form for registering children in distress should be developed.  This, in turn, could feed into the process of allocating grants and would provide invaluable data with which to plan for the emerging impact of increasing numbers of AIDS orphans.

(
Using home-based care as the access point

The issue of children affected or orphaned by AIDS is a natural extension of any home-based care programme for people with HIV/AIDS.  Every home-based care programme, at whatever stage of its existence, should also cater for affected and orphaned children, not as an after-thought but as an integral part of the programme.

(
Holistic care and support within a comprehensive continuum

Care and support are the two terms most frequently used when considering children affected by HIV/AIDS.  Traditionally, holistic care has looked at the individual as a complete person with physical, emotional, spiritual and social needs.  This concept needs to be extended into the understanding of support as well, for children, extended families and communities.  To translate this concept from the theoretical into the practical requires that health-focused initiatives consider a new expanded model and welfare-focused initiatives do likewise.

(
Planning for the future of children who will be orphaned

The stigma associated with disclosing an HIV diagnosis remains prevalent and often results in a ‘silence’ about a parent’s impending death which becomes a barrier to making plans for his or her children’s future.  Whether through the means of a Memory Book, or in a family conference, there are benefits for both the parents and their children of creating a safe place to talk about the future.

(
Supporting children as caregivers

All projects report that children are caring for dying parents, yet, perhaps because it is so unacceptable a concept, little has been done to prepare them for this role or to support them in carrying it out.  Where there is no viable alternative, children must be prepared to care for their infected parents.

(
Promoting a rights based approach

Training caregivers and children in understanding children’s rights equips children with alternatives based on these rights.  The best interests of the child should be a guiding principle in all projects and modules on children’s rights should be included in all training programmes.  Strategies to ensure effective participation by children and youth in all projects should be implemented.

(
Support for affected children

There is growing consensus that ‘drop-in centres’ which could cater for support groups, counselling, supervision of homework, meals, IGAs etc for affected children would fulfil a valuable function.  Community-based projects should identify the specific needs of affected children in their programmes and then consider the feasibility of establishing such centres.

(
Community mobilisation


There is universal agreement that effective responses to HIV/AIDS must be situated in and owned by communities.  Yet the reality is that AIDS is impoverishing communities and unravelling families, the very structures which constitute communities.  So how can communities be mobilised?  The starting point is to let the community identify its own concerns and what responses are possible with existing internal resources, knowledge, skills and talents.  There then needs to be a process to decide on priority needs and, only at this point, should any outside capacity or resources be added that are needed to carry out the chosen activities.

(
Discrimination and stigma

Stigma and discrimination associated with HIV/AIDS still constitute significant barriers to effective service delivery.  Projects have found that not being AIDS specific, for example providing home-based care to anyone with a life limiting disease (not just people with terminal AIDS) or supporting all orphans (not only AIDS orphans) minimises this barrier.

(
Capacity building

Critical capacity building needs have been identified at every point during the Rapid Appraisal.  Across the board, projects whose primary aim was initially service delivery are being drawn into providing training, many to the extent that this is changing their focus.  It is necessary to identify who requires training at national, provincial and local/community level and to share training resources. 

(
Grants

Awareness of the availability of grants is limited, the process of applying for them is fraught with difficulties, particularly where birth certificates and other identity documents are missing and processing of applications is protracted due to bureaucratic problems.  Understanding the processes and supporting families to access grants will greatly alleviate poverty.

(
Guidelines for projects

Many projects arise as an emotional response to an observed need.  Proper planning which anticipates the demands on the project and locating the necessary expertise, for example by ensuring that people with suitable qualifications are represented on management structures, will assist.

· Research questions

It is necessary to generate a research agenda, as there are multiple areas where research is required to provide information to guide the implementation of the national strategy.

CHAPTER ONE: INTRODUCTION

	Chapter One describes the origin, focus and methodologies of the Rapid Appraisal.  The context within which the Rapid Appraisal took place is summarised.




WHY WAS THE RAPID APPRAISAL COMMISSIONED?

Following the regional CINDI Conference held in Pietermaritzburg in June 1998, an Interim National HIV/AIDS Care and Support Task Team (NACTT) was established to co-ordinate the development of a national strategy on children and HIV/AIDS.  To inform the strategy, the NACTT retained a consultant to conduct a Rapid Appraisal of children infected with or affected by HIV/AIDS in South Africa.

The terms of reference were to describe:

· What is known about children infected with and affected by HIV/AIDS in South Africa currently, and the projections for their future status?

· What are the needs of infected and affected children and children vulnerable to HIV infection?

· Where are the gaps in understanding of the issues and in the provision of services for children?

· What lessons can be learned from selected models?

· What are the recommendations for the national strategy?

WHAT IS THE FOCUS OF THE RAPID APPRAISAL?

The term children living with HIV/AIDS was adopted by the NACTT to encompass all children, namely:

· Those from ‘uninfected’ households who are affected due to the societal impact of the epidemic (reduced access to services and reduced quality of services);

· Abandoned children;

· Those from ‘infected’ households who are affected in a range of ways both before and after the deaths of their parents;

· Those who are vulnerable to HIV infection; and

· Those who are infected.

Recognising that the scope of the Rapid Appraisal would be very broad, encompassing all children, it was agreed that the primary focus should be on care and support for affected children.  In addition, due to the global move to define children’s issues in terms of their rights, the Rapid Appraisal sought to identify a process to move from a needs-based framework to a rights-based framework.

WHAT METHODOLOGIES WERE USED?

The components of the Rapid Appraisal included:

· A desk review of relevant literature

· Stakeholder questionnaires and interviews

· An in-depth analysis of selected models of care and support.

The NACTT wished to complement the rapid appraisal with additional elements, namely:

· Interviews with community leaders;

· Focus groups with service providers; and

· Focus groups with users (children).

Due to time and other constraints, it was not possible to pursue this and it is acknowledged that this is a limitation of the rapid appraisal. 
WHAT OTHER PROCESSES WERE ALSO TAKING PLACE?

The original time frame for the rapid appraisal was five months, from October 1999 to February 2000.  A number of events related to the development of a national strategy on children and HIV/AIDS occurred during that time which impacted on the Rapid Appraisal.  These are summarised below:

October 1999
The Inter-Ministerial Committee (IMC) on HIV/AIDS instructed that an implementation strategy be developed to ensure effective and efficient services to children affected by and infected with HIV (lead Department: Welfare)

2 November 1999
Draft National Strategic Framework (NSF) for affected and infected children developed and circulated

9&10 November 1999
Consultative meeting held to finalise a NSF for affected and infected children; identify community-based models for immediate implementation; develop a four-year implementation plan (2000-2003), identify sites where implementation will commence; determine financial implications; and determine institutional arrangements for implementation and monitoring

16 November 1999
Workshop report circulated

30 November 1999
First draft of NSF

4 January 2000
Second draft of NSF

17 January 2000
Third draft of NSF

25 January 2000
NSF submitted to IMC.  Resolution that the NSF be incorporated into the Five-year National AIDS Plan (lead Department: Health)

Feb – March 2000
Meetings in all Provinces to present the NSF; obtain commitment; clarify roles; identify pilot sites; develop a business plan; and set up local forums

16&17 March 2000
National meeting to establish structures

1 April 2000

Implementation to commence
CHAPTER TWO:  SOUTH AFRICA’S CHILDREN

	Chapter Two sets the scene by describing the situation regarding South Africa’s children and the goals for children for the new millennium.




FACTS ABOUT SOUTH AFRICA’S CHILDREN
 

In South Africa there are 16,3 million children, almost half of the total population of 38,8 million.
  There are 6 million children under the age of 6, many of whom live in under-resourced rural areas.  It is estimated that 61% of children live in poverty. The first South African supplementary report on the UN Convention on the Rights of the Child (May 1999) described the context for South Africa’s children as a ‘racially divided, traumatised, dehumanised and child welfare negligent society’.  The following facts describe this reality. 

Health status

· The infant mortality rate (IMR) was 45 per 1 000 in 1998

· Of the 1.2 million children born annually in South Africa, 85 000 die before their 5th birthday (U5MR).  The child mortality rate is 15 per 1 000 live births

· Only 63% of one-year olds have complete immunisation cover and only 56% of children have a Road to Health card

· 36% of all child deaths are due to treatable conditions - diarrhoeal diseases (25%) and acute respiratory infections (11%)

· 23% of children under 5 are stunted due to long-term malnutrition (1994)  One in three children have marginal Vitamin A status and 50% of pregnant women suffer from iron deficiency

· 32% of African households are dependent on river water and 16% have no toilet facilities at all

· The maternal mortality rate was 150 per 100 000 births in 1998, reflecting weaknesses in the delivery of health care.

· Welfare status
· 20% of children do not live with their mothers

· Only 49% of children have a birth certificate (which has implications for accessing welfare grants)

· 47% of households contain more than 6 people

· 40% of poor households are dependent on a social pension

· 39% of households are headed by women and the poverty rate in these households is double the rate in male-headed households

· 29 000 children are currently in residential care
 and 73 000 in foster care

· During 1997, about 3 000 adoption orders were issued

· In 1997, Child Protection Units investigated 35 000 cases of child abuse.  Rape was the most prevalent crime.  Given the low levels of reporting, these are conservative estimates of the number of children who have experienced or continue to experience some form of abuse.  Thorpe (1994) estimates that 500 000 female children are sexually victimised annually

· The number of children in dysfunctional families is high.  In 1995 there were 31 592 divorces affecting 40 156 children

· In 1993, the number of street children in South Africa was estimated to be about 10 000

Education

· Only 1 in 10 pre-school children are in early childhood development programmes

· An estimated 1.6 million children of school-going age are out of school

· For every 100 African girls and boys who started Sub A in 1983, 51 girls and 35 boys reached Standard 10 in 1994

· 22% of girls and 16% of boys aged between 14 and 35 can be considered to be functionally illiterate

· Average teacher-pupil ratios in 1995 were 1:33

· Teenage pregnancy is one of the major reasons why girls leave school; 1 in every 8 girls is forced out of the education system as a result of pregnancy.

Justice

· In 1995, between 65 000 and 160 000 children under the age of 18 were arrested.  At any time there are 1 700 children awaiting trial.  4 000 children were sentenced in 1998, over 90% of whom were boys
  

Labour

· It is estimated that 200 000 children between the ages of 10 and 14 and another 200 000 between 15 and 18 are engaged in various forms of paid labour

WHAT WILL MAKE A DIFFERENCE?

Clearly there is a great need to improve the situation for South Africa’s children.  There are both global goals as well as goals for South Africa which represent the vision for children which was developed within the past ten years.  With the arrival of the 21st century it is necessary to review these goals and to take account of the toll which the epidemic is exacting.

	At the 1990 World Summit for Children, the following Year 2000 goals were adopted:

1.
Reduction of infant and under-5 child mortality rates by one-third of the 1990 levels or to 50 and 70 per 1 000 live births, respectively, whichever is less

2.
Reduction of the 1990 maternal mortality rates by half

3.
Reduction of severe to moderate malnutrition among under-5s by half the 1990 levels

4.
Universal access to safe drinking water and to sanitary means of excreta disposal

5.
Universal access to basic education and completion of primary education by at least 80% of primary school age children

6.
Reduction of the adult illiteracy rate to not more than half of its 1990 level, with emphasis on female literacy

7.
Improved protection of children in especially difficult circumstances


In South Africa, policy priorities have been identified by the National Programme of Action for Children.  These are:

· Nutrition

· Child health

· Water and sanitation

· Early childhood development and basic education

· Social welfare development (family environment, out-of-home care and social security)

· Leisure and cultural activities

· Child protection measures

For each of these policy areas, goals have been identified and checked against the relevant articles of the UN Convention on the Rights of the Child (CRC).  Those sectors with responsibility for leading responses in each area have been identified and regular reports are submitted to an Inter-Ministerial Committee appointed by Cabinet.  The framework is therefore in place and the commitment to ‘make a difference’ articulated.  But how will the HIV/AIDS epidemic impact on these targets?

SUMMARY OF KEY POINTS

(
61% of South Africa’s children live in poverty.

(
In 1998, the infant mortality rate was 45 per 1 000.

(
Only 49% of children have a birth certificate.

(
An estimated 1.6 million children of school-going age are out of school.

(
1 in every 8 girls is forced out the education system as a result of pregnancy.

(
The 1990 World Summit for Children adopted global goals, and in South Africa the NPA has identified policy priorities and mechanisms to improve the situation for children.
CHAPTER THREE:  THE HIV/AIDS EPIDEMIC

	Chapter Three describes the global HIV/AIDS epidemic, the individual, household and societal impact and the emerging epidemic in South Africa.

 


THE PRESENT AND FUTURE AIDS EPIDEMIC

Globally and in Sub-Saharan Africa 

Almost 13 million adults and more than three and a half million children have died of AIDS worldwide since the beginning of the epidemic.  In 1999 alone, over two and a half million people died of AIDS, including 510 000 children under 15.  In Africa, AIDS is now the leading cause of death.  Five million adults and 570 000 children (under the age of 15) were newly infected with HIV in 1999, foreshadowing even greater losses in the future.  Since the epidemic began, 4 million children under the age of 15 have been infected with HIV. More than 90% of them were infants born to HIV infected mothers.

The major demographic sequelae of the HIV/AIDS epidemic include changing population growth rates, age distribution and dependency ratios. AIDS is eroding precious and hard-won infant and child survival gains.  In the world’s nine most severely-affected countries (all of them located in Africa) where at least one-tenth of the adult population has HIV, life expectancy for a child born in 2000-2005 will drop to 43 years from the pre-AIDS expectation of 60 years of life.
 The US Bureau of the Census estimates that by the year 2010, AIDS may increase the infant mortality rate (IMR) by 76% and the under-5 mortality rate (U5MR) by more than 100% in those regions most affected.

	EXPECTED DEMOGRAPHIC CHANGES IN THE AVERAGE SUB-SAHARAN COUNTRY



	
	1985
	2010 – no AIDS
	2010 – with AIDS

	Crude birth rate
	50
	40
	32

	Crude death rate
	15,8
	10,2
	16,4

	Growth rate
	3,5
	3
	2,4

	IMR
	106
	61,3
	104,7

	U5MR
	166
	92
	215,3

	Life expectancy
	51,5
	61,4
	47,1


Sub-Saharan Africa is the area of the world worst affected by the epidemic.  Infection levels are highest, access to care is lowest, and social and economic safety nets that might help families cope with the impact of the epidemic are badly frayed.

The most vulnerable

All members of society are vulnerable to the impact of HIV/AIDS, but not equally so.  Women, children and the elderly are most vulnerable.

Twelve to thirteen African women are infected for every ten African men.  This is due to a number of reasons.  HIV passes more easily from men to women during sex than from women to men.  Women tend to become infected far younger than men for both biological and cultural reasons (girls aged 15-19 are five or six times more likely to be infected with HIV than boys their same age).  Moreover, the vulnerability of girls is exacerbated by denial and neglect of their rights, including gender discrimination.

In women, the highest rates of HIV infection correspond with their peak reproductive years, with major implications for women themselves as well as for their children and families.  HIV positive women are assumed to bear 20% fewer children once infected than they otherwise would have done.  The effect of HIV/AIDS on fertility is three-fold.  Firstly the number of births may be reduced if women die before reaching the end of their child-bearing years.  Secondly, HIV infection and AIDS reduce fertility through physiological means.  Finally, awareness of transmission risks, increased condom use and the empowerment of women may reduce fertility.

By the end of 1997, 8,2 million children had lost their mothers or both parents to AIDS.  More than 95% of these children live in Sub-Saharan Africa.  This figure is expected to be 13 million by the turn of the century.

	ORPHANS AS A PERCENTAGE OF CHILDREN UNDER 15 BY THE YEAR 2000



	Botswana
	23,27%
	Lesotho
	14,09%

	Malawi
	27,43%
	South Africa
	11,62%

	Zambia
	34,31%
	Zimbabwe
	27,44%


Amongst the elderly, the epidemic will mean the loss of social and economic support structures.  When AIDS affects a family, the elderly are forced to take on parental responsibilities and, at the same time, manage the care needs of terminally ill adults.  With the death of the adult, the burden of economic and domestic duties and the responsibilities of keeping the family together shift, frequently becoming concentrated on a surviving grandmother.

The household and societal impact

The effects of the epidemic will be felt throughout society, from the micro to the macro levels.  At the household level, the impact will be catastrophic, particularly where nuclear households are the norm and where supportive links between and for such households are limited.  Existing coping mechanisms will be hard-pressed or may simply cease to cope.

Illness and death are likely to have a marked effect on food production and food security.  This will be detrimental to the nutritional status of children, especially those who already live in poverty.  Child care, make up of diet, ability to send children to school and care of orphans will also be adversely affected.  Girls’ education may be sacrificed to ensure that boys can attend school.  Consequently many girls will grow up illiterate and with little or no job training.  This ultimately makes them economically dependent on men, and robs them of independence and the power to protect themselves. 

At a macro level the demands on health and welfare services will increase and education will be faced with multiple new challenges.  In the workplace, the cost of labour will increase whilst productivity will decrease.

The HIV/AIDS epidemic in South Africa 

South Africa has the fastest growing HIV/AIDS epidemic in the world, with more people infected than in any other country, with the exception of India.  In 1999, at least 1:8 adults were estimated to be HIV infected, representing about 4 million people.  The highest rates are amongst young adults, with an alarming increase observed among teenage girls.  The highest rates are found in KwaZulu-Natal, Mpumalanga and Free State.
In South Africa, it is projected that AIDS will account for a 100% increase in child mortality - from an anticipated 48.5 per 100 000 births without AIDS to almost 100 per 100 000 births in the year 2010.
  In 1999, at Greys Hospital in KwaZulu-Natal, 81% of all deaths in the paediatric ward were proven AIDS related deaths – the figure is 90% for children under 3 years.

In the 1999 Progress of Nations Report, South Africa was one of seven countries listed at the top of the scale as having a greater than 400% increase in the number of children orphaned by HIV/AIDS between 1994 and 1997.  The report quotes a figure of 110 children under the age of 15 per 10 000 who have lost their mother, or both parents to HIV/AIDS.  By 2015, when the epidemic should have reached its peak, orphans will comprise 9 – 12% of the total population.  This equates to 3.6 – 4.8 million children under 15.
  In KwaZulu-Natal, one projection estimates that by the Year 2000 there will be between 197 000 and 278 000 children under the age of 15 orphaned in that Province as a result of AIDS (5.8 – 8.8% of all children).

	South Africa is therefore currently confronting the reality of:

· Increasing numbers of children in distress associated with the escalating AIDS epidemic

· The inability of traditional models of surrogate child care to accommodate the number of children in distress

· The inability of poor communities to absorb children in distress into informal care facilities without the introduction of outside support

· The stigma associated with HIV/AIDS affected families


South Africa’s susceptibility

Several factors have been defined as responsible for South Africa’s severe epidemic.
  These are:

· The disruption of family and communal life, resulting from apartheid and the migrant labour system

· A good transport infrastructure and high mobility (which allows for the spread of HIV into new communities)

· High levels of poverty and income inequality

· Very high levels of other STDs

· The low status of women in society and in relationships

· Social norms which accept or encourage high numbers of sexual partners

· Resistance to the use of condoms

SUMMARY OF KEY POINTS

(
Globally in 1999, 510 000 children under the age of 15 died of AIDS and an estimated 570 000 were newly infected with HIV.

(
AIDS is eroding infant and child survival gains particularly in Africa, where infection levels are highest, access to care is lowest and the social and economic safety nets that might help families cope are badly frayed.

(
Women, particularly young women, children and the elderly are the most vulnerable to the impact of the epidemic.
(
The effects of the epidemic will be felt from the micro to the macro levels.

(
South Africa has the fastest growing epidemic in the world.  Between 1994 and 1997 there was a 400% increase in the number of children orphaned by HIV/AIDS.  By 2010, orphans will comprise 9 – 12% of the total population (3.6 – 4.8 million children).

(
Traditional models of surrogate care are overwhelmed, communities cannot absorb children without support and the stigma associated with HIV/AIDS remains prevalent.

CHAPTER FOUR: CHILDREN AND HIV/AIDS

	Chapter Four describes the basic facts about children infected with or affected by HIV/AIDS. 




In the context of HIV/AIDS, children fall into two main groups:

· Infected children (who may have been infected vertically, sexually or from unsafe health practices)

· Affected children (who may be abandoned or orphaned as a result of HIV/AIDS, may be from an HIV infected family, may be vulnerable to becoming HIV infected or may be from an uninfected family in an affected community)

INFECTED CHILDREN

Vertical or mother to child transmission (MTCT)
In South Africa almost all HIV infections in children below the age of 13 are the result of transmission from an infected mother to her child, during pregnancy, at birth or from breastfeeding.  Approximately 1 in 3 babies born to infected mothers will themselves be infected (23% prenatal, 65% intrapartum or from early breastfeeding, 12% post-natal).

The risk of transmission is influenced by certain maternal factors such as the severity of maternal disease, low serum vitamin A levels and anaemia, prematurity, breastfeeding and maternal antiretroviral use.

[image: image1.wmf]World-wide the additional risk of transmission of HIV from an infected mother to her child via breastfeeding is of the order of 14% (1 in 7) and this effectively doubles the risk of HIV transmission from between 17% - 25% to between 35% - 45%.  Current evidence suggests that the risk of transmission through breastfeeding is greatest when the mother becomes infected during the breastfeeding period or has advanced HIV disease.

On average, 100 mls of colostrum has 24 000 HIV infected cells and 800 mls of mature milk has 24 000 HIV infected cells.  The viral load in breastmilk increases in association with mastitis, a condition which occurs in 20 – 33% of breastfeeding women, independent of their HIV status.  Within the first two months of breastfeeding, mastitis is associated with a two-fold increase in MTCT.

In a recent study in Durban the rate of transmission at 3 months in infants who were exclusively breastfed was 14.5%, in those who were formula fed, 18.8% and those who had mixed feeding, 24.1%.  Clearly further information is needed to establish guidelines for advising infected mothers.

All children born to HIV infected women will test positive for HIV antibodies, from birth until at least 15 months.  In many children, this HIV positivity may merely indicate that the mother is HIV positive.  In those children who are truly positive, proof of infection may require further testing for direct evidence of the virus, or the persistence of antibodies beyond 15 months, or rapid progression to clinical AIDS. 

The majority of infected children will show signs of HIV disease or AIDS in the first year of life and most will die before their third birthdays.  However, 25% of infected children will survive to 5 years and, with good care, this figure can increase to 45%.   Of those children who only progress to AIDS after infancy, 30 – 40% will remain healthy into their late childhood or early teens.

	Summary of facts about children infected with HIV

Most infants infected with HIV show no symptoms at birth. In developing countries, children with HIV often have the same illnesses as children without HIV, such as measles, diarrhoea and respiratory infections.  However, children with HIV may:

· Have common illnesses that are more severe, more frequent and more persistent

· Present with recurrent serious systemic bacterial infections and opportunistic infections

· Show signs of failure to thrive.


Children infected sexually

The highest rates of HIV infection are found amongst young people (between the ages of 15 and 29).  Girls and young women may be particularly susceptible to HIV infection not only because they are less able to control the situations in which they have intercourse but also because their reproductive tract provides less of a barrier to the virus and is easily damaged.

Children infected from unsafe health practices
These practices include:

· traditional health practices (such as scarification)

· cultural practices such as circumcision

· unscreened blood products

· the use of contaminated medical instruments (such as used needles)

The number of children infected in the above ways is not likely to be great, but no data are available to establish the extent of these forms of transmission.

AFFECTED CHILDREN

For generations, the extended family system has met most of the basic needs of children and provided a protective social environment in which they could grow and develop.  Kinship systems have dictated various social, economic and religious obligations towards the family lineage as well as the social and material rights of the individual within the lineage.  Social upheaval, rapid urbanisation, war, drought, famine and acute political and economic stress have threatened the integrity of the extended family and have undermined its efficacy as a social support network.
 And now, at a time when the family is most needed as a support system for children in distress, the stigma associated with HIV/AIDS is affecting the willingness of families to take in orphaned children.  This is resulting in increased child mobility and the exploitation and neglect of children.

Children from households with infected family members

The reality of AIDS in the family is that children are caring for the sick and assuming adult responsibilities before they are ready to do so.  Children are leaving school earlier, they marry earlier, enter the labour force earlier and are they are frequently sexually exploited.

‘The parentification process’ which refers to creating a parent out of a child, to care for a parent or siblings, is associated with social isolation.  Younger children not only assume responsibility for more complex household chores but are also deprived of the nurturing previously received from their now ill parents.  Uninfected children born to infected mothers have a 2.4 – 3.6 times increased mortality rate than children born to uninfected mothers.

During a review of the COPE
 (Community-based Options for Protection and Empowerment) Programme in Malawi in 1996 an assessment was done of the levels of economic stress related to different household characteristics.

	Household Characteristics
	Economic Stress

	Two parents, one of whom is periodically ill
	moderate/high

	Household headed by single surviving parent
	moderate/high

	Single head of household who is periodically ill
	severe

	Two-parent household caring for children whose parents have died
	moderate

	Household headed by a grandparent
	high

	Adolescent-headed household
	high


Unless suitable arrangements are made for children before their parents’ deaths, the trauma, guilt and grief so common amongst these children is compounded by uncertainty regarding their future.

Abandoned children

A spokesperson for the Department of Welfare estimated that between 3 000 and 4 000 babies and children were abandoned during 1997.  The recorded number more than doubled between 1997 and 1998, with the highest number coming from KwaZulu-Natal.  Approximately the same number of boys and girls were abandoned, with peaks noted between 2 and 6 months, followed by children a year old, then babies between birth and 1 month and finally there is another peak between 6 and 10 years.
 

With the information which is available, it is not possible to link these trends to HIV/AIDS.

Children orphaned as a result of HIV/AIDS

	Many of the most striking images of the HIV epidemic are of families, but of unfamiliar families: a grandparent surrounded by grandchildren, adolescent-headed families, often siblings and cousins bonded together, dying adults tended by their children and communities as families



Neither words nor statistics can adequately capture the human tragedy of children grieving for dying or dead parents, stigmatised by society through association with HIV/AIDS, plunged into economic crisis and insecurity by their parents’ death and struggling without services or support systems in impoverished communities.

Orphans are sometimes described as maternal, paternal or double orphans.  Such a classification is less helpful than one which describes degrees of vulnerability.  But, regardless of how an orphan is described, the needs of these children start with the knowledge that someone in their family is infected and continue until their social and sexual maturity.

In most parts of the industrialised world usually no more than 1% of the child population is orphaned.  Before the onset of AIDS, societies in the developing world absorbed orphans into extended families and communities at a rate just over 2% of the child population (between 2 and 5% in South Africa) and traditionally orphanhood was not perceived to be a problem.  Today, because of AIDS, 11% of children in Uganda are orphans, 9% in Zambia, 7% in Zimbabwe and 6% in Malawi.

AIDS produces younger orphans and these younger children are especially at risk.

· They tend to be nutritionally deprived (at a time when they have higher nutritional needs).

· In many communities, children whose parents have died of AIDS are at greater risk of dying of preventable diseases, because their illnesses tend to be attributed to AIDS and thus go untreated.

· Orphans are also less likely than other children to be immunised and to have their health care needs adequately met

For the extended family, additional children increase financial hardships and pressures on relationships, weakening the capacity of the family to cope. The overriding constraint to the care of additional children therefore is the capacity of the extended family to cope.

And how communities themselves deal with death and dying has grave implications for children, as illustrated in a recent study done by the University of Natal in the KwaZulu-Natal Midlands.  Key observations included:

· The social and economic consequences of a death in the family are profound and essentially negative

· The social and economic consequences of an adult death for the children they leave behind compound the severity of the personal loss and the psychological pain which they experience

· The low levels or absence of social preparation for death leaves many survivors in dire straits

· In many instances children are not ‘told’ – it is assumed that they will ‘see’ for themselves

· There is displacement of children – they find themselves out of family and/or out of community

· Historical community practices are altered and undermined by the impact of terminal illness and death of many young adults

When the extended family either does not exist or simply cannot cope, the only alternative is often for siblings to live together, frequently with no adult supervision.  This brings its own unique problems.

Problems in child-headed households

Poverty

Lack of supervision and care

Stunting and hunger

Educational failure

Lack of adequate medical care

Psychological problems

Disruption of normal childhood and adolescence

Exploitation

Early marriage

Discrimination

Poor housing

Child labour

What are the needs of orphans?
 

	Physical and material needs

Food and food security

These children are vulnerable to both malnutrition and under-nutrition, due both to the scarcity of food and to the weak position they occupy within guardians' homes in the household resource distribution process.

Housing, clothing and bedding

Elderly grandparents and children often cannot maintain their homes in good repair.  Poverty within the extended family frequently results in repairs being neglected.  Often the family's supply of bedding is reduced because the deceased parent was bedridden and incontinent before death and it is common for children to sleep on sacks on the floor.  Many children have no footwear at all and own only one set of clothes.

Health care

Immunisation and simple medical care may not be reaching these children, and children under the age of five are particularly vulnerable.

Intellectual needs

Educational needs

These include books, school fees, uniforms, shoes and school trip funds.  For the younger children there is also the need for after-care facilities.

Income generating skills

There is a need to provide older children with simple, marketable skills.

Psychosocial needs

Parenting

Most children have not come to terms with the reality of being orphaned and feel the loss of parental attention and of physical and social security.  With the death of their parents, the normal grief process is aggravated by guilt that they were unable to save their parents, often resulting in behavioural problems.  Because the independence of the nuclear family has been compromised, they are unable to participate effectively in the kinship network where they are perceived as a liability and many, as a result, show socialisation problems.

Child heads of households confess to being ill-equipped to provide proper parental guidance and discipline to their siblings, let alone the love and care which they themselves need.  There is also no moral and ethical guidance for these children, where the only adult attention may be in the form of irregular and inadequate supervision.

Friends and recreation

Most children report having lost their social friends due to their rigid time budgeting which does not allow them time for play.

Non-discrimination and legal protection

Freedom from discrimination within school, foster families, orphanages etc is another need.  Where an infected parent may have been ostracised or rejected, after death the stigma may continue to cling to the orphaned children.

These children require legal protection, with respect to inheriting land and other material goods as well as protection from unscrupulous guardians, relatives and others who may abuse their rights in any number of ways.  They also require a peaceful, violence and crime-free environment.


What are the needs of guardians?

Not only may the guardians need assistance with heavy agricultural work, roof repairs etc. but also with a wide range of material needs.  In addition, these guardians will need counselling, education and social support.  The existence of child care facilities and crèches would ease their burden of responsibility.

What are the community's needs?

The community itself needs help in coping.  Help to establish systems to identify and monitor children-in-need and needy families and to supervise the care of children in foster homes or institutions.  Supporting organisations such as church or women's organisations may need administrative and technical assistance and training, or help in co-ordinating NGOs involved in programmes caring for these children.

The Botswana orphan study

The Botswana Ministry of Health
 commissioned a rapid assessment of the orphan situation in the country in 1998.  A total of 4 496 orphans were registered in 10 villages and towns.  The majority were between 11 and 15 years old and AIDS was the major cause of the death of parents (51%) followed by TB (13%).  30% of the orphans had dropped out of school (more girls than boys) and three out of ten could be considered homeless.  Twenty-three homes were headed by orphans, many having lost not only their parents, but second and third generation caregivers as well.

The priority needs of the orphans were food and clothing.  Their rights were abused in many ways, including denying them opportunities to attend school, being used as cheap labour by some caregivers, and losing their property.  Orphans dropped out of school particularly where caregivers could not afford to provide uniforms, school shoes, school feeding money or money for building funds.  ‘AIDS orphans’ also dropped out of school as a result of stigmatisation, rejection and isolation by other students and occasionally by teachers. In most cases their access to basic needs i.e. food, clothing and decent shelter was considered a privilege but not a right.

Actual examples quoted in the study depict the reality.

In three cases, the team found siblings who were waiting for their dead mother to come back.  They had apparently been told that their mother had gone on a trip and would return.

During the assessment the team was told of four HIV positive orphans who had committed suicide as they could not face the future alone.

A few cases of murder originated from family conflicts based on disagreements on taking in orphaned children from relatives or previous marriages.

A man was reported to have driven his sister’s orphaned children more than 100 kilometers and abandoned them by the roadside.  He feared that the children could be infected.

In six homes there were between 13 and 21 children living in one hut not more than 5 meters in diameter.

The team identified 21 girls between 15 and 18 who had been sexually abused.  Eleven of them had fallen pregnant and dropped out of school.  An uncle was reported to have raped his niece the night her mother was buried.

Two orphans were arrested transporting drugs unknowingly on the instructions of their caregivers.  Girls assist their caregivers in generating income from trades such as brewing and selling local beer or are encouraged to get involved in commercial sex.

Orphans who are infected with HIV are more disadvantaged than other children.  One orphan had been wearing the same clothing for over 4 months since she fell ill and became bedridden.

Many critical needs were identified in the Botswana rapid appraisal.  Amongst those was the need for counselling to enable the orphans to cope with the emotional stress of losing their parents, to deal with their fears of infection and to make informed decisions.  A further need was to equip children who are providing care with basic home care skills.  There were 37 cases of HIV infected orphans who claimed that they were infected as a result of providing care.

The report made a number of recommendations including:

· The urgent need for food and clothing

· Streamlining the referral system between schools, Family Welfare educators and the Department of Social Welfare

· The development of a national policy on orphans

· Immediate nationwide identification and registration and co-ordination, monitoring and management of the data

· A review of existing laws to ensure that they are consistent with the needs of orphans in the broader context of a continuum of care

· Protection of basic rights including those related to property inheritance, social security and identity

	If up to one third of the next generation begin their adult lives scarred by the experience of orphanhood, this will have long-term negative effects whose impact on their nation's future can only be pondered with misgiving.

UNICEF


Children who are vulnerable to HIV infection - adolescents at risk

Adults to trust and talk to - A nation-wide study on adolescents in the US found that the single most important factor in healthy development is a caring adult to whom the young person feels connected – loved by, listened to, cared about.  This finding was independent of race, ethnic group and socio-economic status. 

Key finding: Levels of knowledge of HIV/AIDS are high, but few young people perceive themselves to be at risk. A review of KABP (knowledge, attitudes, behaviour and practices) research in South Africa showed that, while knowledge of HIV/AIDS among adolescents is generally good, many engage in ‘high risk’ sexual behaviour. This was confirmed by a literature review conducted by CASE in preparing for the Youth speak out for a healthy future survey.   An extensive survey and follow-up among young urban black youth aged 16-20 years in Soweto, Khayelitsha and Umlazi
 found that 40% of young women and 60% of young men had had more than one sexual partner in the previous six months and that condom use was relatively low.

Failure to practice safe sex is related to pressure to engage in early and unprotected intercourse, coercion, pressure to have a child, lack of access to user-friendly reproductive health services, negative perceptions about condoms, and low perceptions about personal risk, in addition to lack of privacy and time.
 
 

Key finding: Adolescents commence sexual activity at a young age, due to experimentation or peer pressure. Various studies show that adolescents commence sexual activity at a young age.  The Buga study, in a rural area of the ex-Transkei, where the mean ages of the girls and boys were 15 and 16 years, found that 76% of the girls and 90.1% of the boys were already sexually experienced.  Boys started sexual intercourse earlier than girls (13.43 years versus 14.86 years), had more partners and nearly twice as many had a history of STDs.  A study of school-going adolescents in Free State,
 revealed that a high proportion of teenagers reported becoming sexually active at around the age of 12 years, due to experimentation or peer pressure and relatively few practised safe sex.  A KABP survey among youth in six villages in the Xhalanga District found that about 50% approved of sex before marriage and believed that sexual involvement should start between 10 and 17 years of age; 67% had already had sexual experience.  Those with positive attitudes towards contraceptive and condom use were unable to put these into practice due to lack of access to services.

Key finding: Young people receive conflicting messages about sex and sexuality. They make decisions about sex in the absence of accurate information and access to support and services. 

The NPPHCN study, Youth speak out for a healthy future,
 examined young people’s knowledge and experience of sexuality through focus groups in a range of settings in five provinces, with adolescents aged 10-20 years.   It found that young people receive conflicting messages about sex and sexuality, that non-penetrative sex is not considered to be proper sex, that widely believed myths reinforce negative 

attitudes about safer sex and contraceptive use, and that most adolescents make decisions about sex in the absence of accurate information and access to support and services.

The study concluded that these young people lack the confidence and skills to discuss sexual issues, contraception and prevention of infection.

Key finding: Adolescents rely on friends, siblings, magazines or the television for information about reproductive health. Other studies also indicate that adolescents have inadequate knowledge about reproductive health, relying on friends, siblings, magazines or the television for information.  When adolescents participating in the Youth speak out survey were asked about what they would like more information, STDs/AIDS was identified by 13.2% and sexual issues in general by 32%.  Adolescents rarely communicate with their parents or other adults about sexual and reproductive health issues.  Lack of parental guidance needs to be viewed in the context of households where absence due to labour migration, violence, poverty, alcohol abuse and child sexual abuse are common.

Violence is common and even considered the norm in sexual relationships. A qualitative study among Xhosa-speaking pregnant adolescent women
 revealed that violent and coercive male behaviour, combined with young women’s limited understanding of their bodies and of the mechanics of sexual intercourse, directly affects their capacity to protect themselves against STDs, pregnancy and unwanted sexual intercourse.  Communication between partners on sexual issues was non-existent and conditions and timing of sex were defined by male partners, giving young women little or no opportunity to discuss or practice safer sex.

A study in KwaZulu-Natal
 suggests that, for Zulu township youth living in settings characterised by political violence and high crime levels, HIV has come to be accepted as a new and inevitable part of growing up.  A youth culture is described where young people who suspect they may be infected with HIV will avoid a definite diagnosis but at the same time seek to spread the infection as widely as possible.

Key finding: Boys determine when and how sex occurs. Girls commonly experience rape, violence and assault, including within relationships. 

The Youth speak out survey also found that it is boys who determine when and how sex occurs, and that girls commonly experience rape, violence and assault, including within relationships.  The Richter survey of urban youth found that 28% of the women (aged 16-20 years) in the sample had been forced to have sex against their will.  Another study
 revealed that adolescent women feel unable to refuse sex or to discuss safe sex, including contraception or condom use, for fear of violence. Some young men in the Youth speak out survey justified rape because of the perception that young girls have sex with older men for material gain.  Research with pregnant and non-pregnant teenagers in Khayelitsha to assess 

risk factors for teenage pregnancy, found that all the girls (mean age 16.4 years) had had sexual intercourse and at least one boyfriend.  A third described their first sexual experience as rape or forced sex, and two thirds of both pregnant and non-pregnant teenagers had experienced sex against their wishes.  Reasons given for not refusing sex included fear of abandonment or violence.

A report of 30 in-depth semi-structured interviews with youth, mothers and policemen in Umtata found that gaining and keeping boyfriends and girlfriends are critical to status and position within peer groups.  Even when aware of it, mothers do not interfere with violence committed within relationships by their sons; the police are reluctant to press charges in cases of gender violence; and authority figures such as teachers are often responsible for sexual exploitation of teenage girls.

	Young people in South Africa face increasingly complex issues.  They will live most of their lives in a free and democratic society yet, to some extent, the achievement of their aspirations will be guided by the dictates of globalisation.  The education and skills requirements expected of them are rapidly changing, and their successes will be largely dependent on their ability to navigate in an increasingly competitive labour market.  Given these realities, it is important to look at some of the overarching challenges facing young people.  This will provide the context within which it is possible to assess why it is that young women and men are particularly vulnerable to HIV infection.  

UNDP Human Development Report


Children who are vulnerable to HIV infection - sexually exploited children 

Sexual exploitation of children takes two main forms – commercial sexual exploitation and sexual abuse in the home or community.

Child prostitutes
No one knows how many child sex workers there are in the world and there is a lack of research in this area.  Figures reported to the First World Congress Against Commercial Sexual Exploitation of Children (1996) suggested that worldwide, more than a million children enter the sex trade every year.  What research has been done indicates that exploitation is growing and the age of the children involved is falling.  Most girls in the industry are aged between 13 and 18.  Many of them live on the streets, others live in brothels.  Those in prostitution are often stigmatised and marginalised, which further undermines their status and reduces their opportunities for accessing education, formal employment and, in many societies, marriage.

Studies indicate that HIV infection among child sex workers is often very high.  STD rates are also high and compounded by the lack of health care services which meet the sexual and reproductive needs of children.

Recently, new extraterritorial laws in some countries permit the prosecution of nationals guilty of sex offences against children overseas.

Child abuse in the home or community

A study at the child abuse and neglect clinic of the Transvaal Memorial Institute conducted in 1996 provided a profile of sexually abused children.  80% are girls of whom 7% were under 3 and 55% under 10.  38% of the perpetrators were biological family members, 66% were family members and only 7% were strangers.  Behaviour problems were noted in 73% of cases including school problems, unnatural masturbation, 'clingy' behaviour, withdrawal or depression.

Sexual abuse of children has only relatively recently been identified as a significant problem, but figures are rising alarmingly.  At Edendale Hospital (KwaZulu-Natal), 2 sexually abused children were seen in the Paediatric Department in 1989, by 1996 this had increased to 306 cases.

There are three possible reasons for the increase.
  The first is an increased awareness of sexual abuse of children amongst the general public with a concomitant increase in the number of children presenting for help.  The second is the improved services available, resulting in numbers of previously undiagnosed cases now being accurately assessed at health facilities.  The last reason is the possible relationship between childhood sexual abuse and the HIV/AIDS epidemic.

Three theories have been proposed to explain this last reason.  The first, sometimes known as the prevention theory, is based on the assumption that all sexually active people are likely to be HIV infected and, in order to be ‘safe’ one must choose a partner who is not yet sexually active.  The second, or cleansing theory, suggests that having sex with a child will cleanse the infected individual of the virus.  The final theory is linked to retribution, the deliberate spreading of infection to all sectors of society.

With respect to the risk of HIV infection following childhood sexual abuse, there are two considerations, the risk from the actual abuse and high risk adult behaviour linked to childhood abuse.  The incidence of HIV infection following childhood sexual abuse has been poorly studied and no useful data are available.  Relating to adult high risk practices following childhood sexual abuse, studies have shown for example a four-fold increase in commercial sex work in adults who were sexually abused as children compared to those who were not abused.

Girls employed as domestic workers are vulnerable to another type of sexual abuse – by the male head of the household or his sons.  They run a particularly great risk if they live-in and are accessible around the clock.

Children who are vulnerable to HIV infection - Street children

Worldwide, UNICEF estimates that 30 million children spend most of their time on the streets.  Of these, around 10 million are to all intents "abandoned", having lost or severed links with their parental homes.  These children are prime targets for HIV infection.  Their life style often places them on the wrong side of the law.  Emotionally vulnerable and economically hard-up, such children are easily drawn into selling sexual favours.

Focus groups with 141 street children
 aged 11-17 years in seven cities, to elicit information about knowledge, attitudes, beliefs and practices related to HIV infection, indicated that these young people were not less informed than other comparable groups of ‘hard to reach’ youth in developing and developed countries.  Their HIV/AIDS risk behaviour was related rather to their low status, powerlessness and social conditions than to lack of knowledge and awareness.  More than half of the street boys had engaged in sex for money, goods or protection, several had been raped.  Street girls frequently engaged in transactional sex.

The American National Network Report (1985) defines five kinds of children living on the streets

· runaways: children who run away from home for at least one night without parental permission

· homeless children: children who are forced out of home and have no parental, substitute, foster or institutional home

· system kids: children who are under the supervision of the State because of abuse, parental neglect and other serious family problems

· street kids: children who are long-term runaways or homeless children who are able to fend for themselves on the streets

· missing children: children whose whereabouts are unknown; usually they have been abducted or are victims of foul play

In an attempt to differentiate the kinds of street children in South Africa, Richter described "children of the streets" and "children on the streets".

· Children of the streets are those children who have decided to make the streets their living place

· Children on the streets are those children who are working to assist their families financially and who retain contact with their families

	The major causes of

street children


	The problems and needs of street children



	· war and civil violence

· deterioration of family life and disintegration of the family unit

· alcohol

· child abuse

· poverty & unemployment

· prostitution

· orphanhood

· psychological instability

· urbanisation

· delinquency

· peer pressure

· lack of recreational facilities

· lack of parental control, discipline & moral values

	· discrimination

· lack of housing and access to health care

· unemployment

· lack of security

· lack of parental involvement to provide guidance

· HIV infection and other STDs

· teenage pregnancy and lack of family planning

· exploitation for labour and sex

· alcohol and drug use

· harassment by the police and other authorities


Children who are vulnerable to HIV infection - children in detention

Children who are in detention are often exposed to violence, abuse and unwanted sex.  Sexual victimisation is common, associated with their first night in police cells, awaiting trial children and sentenced children.  Drug use is also a compounding factor, so are body piercing and unsanitary tattooing.  In South Africa, injecting drug use is uncommon in prison, but use of other drugs such as dagga is very prevalent.  Girls in custody frequently cut themselves in rituals, introducing a risk of transmission and infection.

Children who are vulnerable to HIV infection – children using drugs
Drugs do not have to be injected to carry an HIV risk.  Alcohol, smoking drugs or glue-sniffing may lead to risk taking behaviour.  The association between drug use and HIV infection appears to be particularly dangerous for young people of low socio-economic status, including girls involved in commercial sex and boys living on the street.

Children from uninfected households living in affected communities

All children, not only those in direct contact with an HIV infected family member, will be affected by the epidemic.  They may be affected directly though day-to-day contact with peers who have been personally affected, by sharing their homes with orphaned children, or by participating in community programmes to address the needs of infected and affected community members.

Indirectly they will be affected by the socio-economic sequelae of the epidemic such as deteriorating levels of education, health care and social services.

SUMMARY OF KEY POINTS

· In the context of HIV/AIDS, children may be classified as infected or affected.

· Almost all HIV infections in children under 13 are the result of transmission from mother to child; during pregnancy, birth or from breastfeeding.  Other modes of transmission are sexual transmission and transmission from unsafe health practices.

· The AIDS epidemic is producing large numbers of affected children and orphans and resulting in increased hardship, particularly for impoverished families.

· Orphans have multiple needs – physical and material, intellectual, psychosocial and (discrimination and legal) protection needs.

· Children from households with infected family members are frequently forced to assume care and other adult responsibilities.

· Adolescents at risk of HIV infection, have high levels of knowledge about HIV/AIDS, but do not perceive themselves to be at risk and do not take the need for safer sex seriously.

· Children who are sexually exploited (either commercially or at home) are particularly vulnerable to HIV infection.

· Street children are also prime targets for HIV infection, not because of a lack of knowledge and awareness, but rather because of their low status, powerlessness and social conditions.

· Children in detention are often exposed to violence, abuse and unwanted sex.

(
Children from uninfected households living in affected communities are also affected, either directly, for example through day-to-day contact with their peers who have been personally affected, or indirectly by the sequelae of the epidemic such as deteriorating levels of education and health care.
CHAPTER FIVE: INTERVENTIONS AND MODELS OF CARE

Chapter Five explores interventions and models of care for children infected with or affected by HIV/AIDS.

PREVENTING MOTHER TO CHILD TRANSMISSION OF HIV

A ‘vaccination’ with a 50% success rate

ACTG 076, a study conducted in 1994, indicated that a long and costly drug regimen, combined with avoidance of breastfeeding, could drastically cut mother to child HIV transmission.  In industrialised countries this regimen (which costs $800 per woman for the drug alone) is used extensively and has resulted in significant declines in perinatal HIV infection.  For many reasons, including limited resources and inadequate health facilities, implementation of this regimen was not possible in developing countries, meaning that a regimen proven effective for perinatal HIV prevention was essentially out of reach in situations where over 90% of HIV infections occur.  The ACTG 076 findings prompted a focused effort to develop regimens more suited logistically and financially to the developing world, where breastfeeding is common and the overall risk of maternal HIV transmission to infants is around 35%.

Essential pre-requisites for the implementation of a short course antiretroviral intervention include: access to pre- and post-natal care; access to voluntary counselling and testing (VCT); access to reliable and affordable laboratory facilities; access to available and affordable antiretrovirals; access to safe alternatives to breastfeeding; access to sustained social support

Main factors affecting affordability include the cost of drugs; the cost of HIV testing (including counselling); the cost of milk substitutes.

Short courses

On 2 March 1998, the first results of these studies were announced.  In a non-breastfeeding population of HIV infected women in Thailand, short-course AZT (started orally at 36 weeks gestation and continued throughout pregnancy and labour) resulted in a 51% reduction in perinatal transmission.  All the women were provided with infant formula and counselled not to breastfeed, which is consistent with the Thai national guidelines for HIV infected women.

In South Africa, the PETRA study used a combination of two antiretroviral drugs (AZT and 3TC) from 36 weeks, during labour and for one week post natally.  This reduced the chances of the infant becoming infected by 37%.  Since these results have been announced, developing countries across the globe have been considering how such a shortened regime could be implemented.

Nevirapine – new hope

In July 1999 the results of a study using a short-course regimen of nevirapine resulted in a 47% reduction in mother-to-infant HIV transmission compared with a short course of AZT.  This is more affordable and practical than any other examined to date.  A single oral dose of nevirapine (NVP) is given to an HIV infected woman in labour and another to her baby within three days of birth.  If implemented widely in developing countries, this intervention potentially could prevent some 300,000 to 400,000 newborns per year from beginning life infected with HIV.  It is 200 times cheaper than the long-course AZT used in the United States, and almost 70 times cheaper than a short course of AZT. 

What else is being researched (to reduce MTCT): chlorhexidine-based vaginal disinfection before delivery (associated with a reduction in transmission where membranes are ruptured for more than 4 hours); and elective Caesarean section (a metanalysis showed a 57% reduction in transmission) vitamin A supplementation (supplements reduced the incidence of pre-term delivery, but not of MTCT)
The diagnosis dilemma

Early diagnosis is essential to prepare the mother either to cope with a serious disease in her newborn or to reassure her that her baby is not infected.  The presence of passively acquired maternal HIV antibodies that persist in an infant’s circulation until 15 months renders the standard ELISA test unreliable for early diagnosis of HIV infection in an infant.  Tests such as p24 antigen or PCR can detect viral activity within 6 weeks.  These tests are available in hospitals but not in clinics in South Africa.

The breastfeeding debate

	Are we to accept that our children’s survival should be compromised by the risk of infant AIDS in the cruellest sense through the promotion of unlimited, unmodified and unchallenged breastfeeding policies?

Dr T. Stamps, Zimbabwe


There are areas of potential conflict between the recognised risk of transmission of HIV from infected mother to child via breastfeeding and the importance of breastfeeding for child survival and health.   This represents a challenge to policy makers who will need to resolve these apparently opposing viewpoints in a manner that is appropriate for the South African context.  UNICEF has provided a clear statement on the issue which can serve as a useful starting point.

	Reasoned advocacy for breastfeeding includes consideration of alternative feeding options in those situations when they may increase rather than diminish a child’s chances of survival.




Policy consideration

Interventions to reduce transmission of HIV from mother to child during pregnancy, labour and delivery that are simple, affordable, effective and appropriate for developing countries should be instituted.  These include:

· Access to barrier methods and the promotion of their use particularly during pregnancy and lactation;

· Adequate, timeous treatment of sexually transmitted diseases; and

· Access to voluntary, confidential HIV testing which is accompanied by counselling on reproductive health and alternative feeding options.

Where artificial feeding is the preferred option, the following requirements should be met to minimise the risks of artificial feeding:

· Clean, readily available water

· Appropriate household sanitation

· Utensils: bottles, teats etc

· Facilities to wash and clean utensils, including adequate fuel for sterilisation

· Family resources to purchase infant formula

· Education and support of mothers

· Education and support of other carers

· Education of health care workers

Any institution or organisation which provides an infant with a breastfeeding substitute for home use should ensure that the supply is continued as long as the infant needs it.  The International Code for Marketing of Breastfeeding Substitutes allows for the use of artificial feeding for medical indications.  A woman’s HIV positive status could be viewed as a medical indication for artificial feeding.

CHILDREN INFECTED WITH HIV

Children with HIV are not sick all the time and they should lead as normal a life as possible.
Caring for children with HIV infection can be a difficult and challenging task.  Whilst the interventions may not be significantly different for children who are not HIV infected, the stigma attached to HIV infection cannot be ignored.  Care needs to be provided in the context of a confidential, non-discriminative and supportive environment.

Policy considerations

Children infected sexually

There have been no studies done on the possible benefits of post-exposure prophylaxis (with antiretroviral drugs) for children who have been sexually abused.

Guiding principles for infected children

Infected children have the right to the benefit of family life.  In the absence of family care infected children have the right to alternative care.

Infected children have the same rights to health care as uninfected children.

Disclosure of a child’s HIV status must be in the child’s best interests.

AFFECTED CHILDREN

Young people participating – a force for change

There is a call for young people to work in partnership with adults who encourage their participation and are receptive to their ideas.  This means listening to young people, understanding how they think and act, offering assistance and support without dictating the outcome and engaging them as active participants in activities and decision-making.

In Lusaka, Zambia, involving young people as peer counsellors had the effect of (a) increasing attendance at the clinic because the services were more suited to the needs of young people and (b) creating strong links between the adults and the young people in the community.

	At the 1995 ICASA Conference in Kampala, Uganda, young Africans from 11 countries, ranging in age from 14 to 24, issued a declaration of their needs and priorities.

· Youth participation: involve us in programme planning, implementation and evaluation and policy development in community decision-making processes

· Youth-friendly services: support the provision of services, including centres where we can access information, support and referral

· Parental involvement: strengthen the capacity of parents and other significant persons in our lives to better communicate with us and provide guidance and support to us, our brothers and sisters
· Education about HIV/AIDS and sexuality: promote skills-based education on physical development, reproductive health and sexuality for youth both in and out of school
· Protection of girls and young women: prevent the sexual abuse and exploitation of girls in vulnerable situations; emphasise the sensitisation of boys, young men and older men
· Partnership with people with HIV and AIDS: build networks between young people with HIV/AIDS and other youth to promote prevention of HIV/AIDS, protection of human rights and acceptance of people with HIV/AIDS in society
· Young people’s commitments: commit ourselves to responsible decision-making about our own sexual behaviour and positively influence our peers



Protecting young people from HIV infection

At the end of the day the frequently asked question that must be answered is: Does sexual health education lead to earlier or increased sexual activity?

A major literature review, carried out in 68 countries by the UNAIDS Secretariat, confirmed that it does not.  Instead, such education encourages young people to postpone their sexual initiation and lowers their risk of unwanted pregnancy, sexually transmitted disease and HIV infection.

The UNAIDS review found that effective programmes share certain features:

· They have as specific aims both delayed first intercourse and protected intercourse

· They encourage the learning of life skills

· They discuss clearly the results of unprotected sex and ways to avoid it

· They help young people ‘personalise’ the risk through role-playing

· They reinforce group values against unsafe behaviour, both at school and in the community

Programmes should:

· be aimed at life, not death, and minimise fear

· eliminate discrimination

· emphasise the positive aspects of sex and provide frank information

· utilise humour

· incorporate AIDS information into sex and health education programmes 

· take place both in schools and in recreation areas

· familiarise pupils with condoms and make condoms readily available

· promote safe sex

· include teachers as well as utilizing the creativity of pupils

· take into account the specific needs of each group

A note of caution - The evaluation of one school AIDS programme showed that programmes can increase knowledge about HIV transmission and prevention and improve acceptance of people with AIDS.  However, even after the programme, relatively few students believed that AIDS could affect them, and although some said they would use condoms in future, attitudes towards condoms remained largely negative. 

Youth to youth – peer education at work

It is useful to divide peer approaches into three types:

· Peer communication which involves briefing people to provide information, often to large groups on a once-only basis

· Peer education which involves training people to carry out informal or organised educational activities with individuals or small groups over a period of time

· Peer counselling which involves training people to carry out one-to-one counselling including support and help with problem solving.

Important life skills in the HIV/AIDS era

(How to make sound decisions about relationships and sexual intercourse, and stand up for those decisions

(How to deal with pressures for unwanted sex or drugs

(How to recognise a situation that might turn risky or violent

(When ready for sexual relationships, how to negotiate protected sex or other forms of safer sex

(How to show compassion and solidarity to people with HIV/AIDS

(How to care for people with AIDS in the family and the community
Policy considerations

· All adolescents need:

· Factual information on the prevention of HIV infection

· Access to school and community-based physical and mental health services

· Counselling concerning adolescent development, sexuality, identity formation, peer pressure and death and dying

· Skills in communication, assertiveness, decision-making and problem-solving

· Peer acceptance of a range of healthy sexual attitudes and behaviours, which can be fostered and encouraged by school staff

· Help in recognising personal vulnerability to HIV infection

· A supportive environment in which to express fears and anxiety about HIV infection.

	Guiding principles on HIV/AIDS in schools

(from the SA Law Commission’s Consultative Paper on children infected and affected by HIV/AIDS)

· Learners with HIV/AIDS should not be unfairly discriminated against; any special measures to be taken in respect of a learner with HIV/AIDS should be fair and justifiable in the light of medical facts, school conditions and the best interests of the learner or those of other learners.

· No learner should be denied admission to or attendance at school on the basis of his or her HIV status.

· Testing of learners for HIV for admission to or attendance at school is prohibited.

· The needs of learners with HIV should be accommodated within the school environment, as far as is reasonably practicable.

· A learner’s HIV status is confidential and may not be disclosed without his or her consent, or the consent of his or her parent or guardian.  No learner, or his or her parent or guardian is compelled to disclose his or her status to the school authorities.

· All schools should implement universal precautions to eliminate the risk of transmission of blood-borne pathogens, including HIV, in the school environment.

· While the risk of HIV in contact play and sport is insignificant, all schools should take measures to eliminate this risk.  This includes the use of universal precautions, and prohibiting any learner from participating in any contact sport with an open wound, sore, break in the skin or open skin lesion.

· A continuing HIV/AIDS education programme should be implemented at all schools for all learners, educators and other staff.  This includes, inter alia, cultivating an enabling environment and a culture of non-discrimination towards persons with HIV, and encouraging learners to use health care, counselling and support services offered by community service organisations and other disciplines.


Programmes for street children

· The objectives of street children programmes
 are generally to:

· Reform, rehabilitate or resettle the children

· Provide basic needs

· Feed, care and educate them

· Integrate them into society as well adjusted members

· Provide counselling services which respond to the needs of the children

· Provide them with survival skills

· Advocate for them

Policy considerations

Interventions for street children should include:

· Primary prevention programmes which aim at involving communities and at-risk families to prevent children from turning to the streets

· Secondary prevention programmes which aim at developing pro-active intervention strategies within communities to prevent children on the streets who maintain contact with their families from making the street their permanent home.

Programmes for street children elsewhere in Africa provide guidance for South Africa.

Kenya

Perhaps the best-known programme in Africa is the long-established Undungu Society in Nairobi.  The Society has developed a number of projects including Street Girls, Rescue Centres, the Parking Boys Programme, employment creation, small enterprise development, pursuit of affordable shelter, community nutrition and health.  The focus is on improving the quality of life of those who are less fortunate while protecting the rights of the children.

	One major lesson we have learned from our experience in working with street children is that the process of rehabilitating these children requires a long-term commitment, combining compassion with realism.  In our experience at Undungu, education for life is the cornerstone of sustainable rehabilitation.

Father Arnold Grol


Zimbabwe

Some of the lessons learned by service providers in Zimbabwe are that:

· The most visible street children are not necessarily those in greatest need of material and social support

· Any programme assisting children should not end in the street but in the community from where the children come

· The capacity of children to determine their own destinies and to evaluate their own experiences has been underrated, undervalued and undermined

Uganda


At FOCA (Friends of Children), training is taken seriously and a wide range of courses is offered, including skills such as carpentry, tailoring, blacksmithing, radio repairs, bicycle assembly and repairs, charcoal stove making, welding fabrication and aluminium work.  There is HIV/AIDS education including a 5-day crash course.  There is also a Voice of the Street drama group which publicises the plight of street children.

Ghana
CAS (Catholic Action for Street Children) in Accra runs a refuge for street girls who are pregnant.  They receive medical care and advice about how to care for themselves and their babies.  At the biggest market CAS has built three crèches where babies and young children are cared for while their mothers are working.  Future goals are to offer street-corner literacy, street-corner health posts and street-corner crèches for street babies.

	We need desperately to ensure that our children receive the opportunity to acquire basic literacy skills.  The challenge, too, is to publishers to come up with innovative material to enable our social and street workers to start street literacy groups.

Father Patrick Shanahan


AIDS orphans

	There is no doubt that in both human development and financial terms, the cost of care now will be less than the price society will ultimately pay for the neglect of children left to a life on the streets, in the bush or in overcrowded institutions.

FOST Report (1998)


Models of care for orphans may be classified in the following terms:

· Independent living by orphans

· Independent living with external supervision and support

· Foster care including traditional family care, cluster care of multiple children, collective care of individuals or multiple children

· Adoption

· Institutional care including places of safety, shelters, short-term infant homes and traditional children’s homes

· State or NGO sponsored community-based support structures including feeding posts and day care facilities

The FOST (Farm Orphans Support Trust)
 model describes alternative models of care for orphaned children as follows:

	With extended family


	                                      With siblings

                             In a familiar environment

                                  Near family friends

           With community involvement and community sanction

    Foster family                                                    Child-headed

                                                                  households

                         Paid group of foster mothers


	Orphanages


In the FOST study of responses to orphanhood and foster care, there was much greater acceptability of the concept of foster care and a strong sense that the community should respond if support (practical and financial) were made available.  It is important to recognise that material needs play a significant role in kinship solidarity.

There is general consensus that interventions to assist orphans should be based in and owned by the affected communities themselves.  Members of the community are in the best position to know which households are most severely affected and what sort of help is appropriate.  They know who is dying, who has died, who has been taken in by relatives, who is living alone and who has enough to eat.

Volunteers from within the community are more likely to visit households regularly and the help they offer is more likely to be practical and supportive.  The role of outside organisations is to assist communities by capacity building.
 In Malawi, Village Orphan Committees are tasked with identifying and registering orphans within their area.

Policy considerations

Due to the unprecedented numbers of children who will be in need of care and protection as a result of HIV/AIDS, it is important that simple effective community-based mechanisms are developed to identify children in need.  The challenge is how to provide care that maintains the child within a family and within his culture and community of origin.  It is necessary to:

Support parents with:

(emotional and material support

(day care and relief care for children

(health care

(education and stimulation

(making a will to protect children

(selecting a guardian

Support child-headed households by:

(providing practical, nutritional, health, financial and/or material assistance

(providing developmental, emotional, spiritual and social support

(ensuring that educational, training and recreational needs are met

(facilitating guardianship arrangements

Support the extended family with:

(training, support and supervision (if necessary)

(assistance in obtaining resources

(assistance with income generation (if necessary)

(facilitating guardianship arrangements

Promote informal foster care for children without families by:

(mobilising foster carers in communities

(obtaining community agreement for volunteers to foster children

(training, support and supervision for caregivers

(helping to obtain the necessary resources

(facilitating guardianship arrangements

Orphan programmes in Africa

Many positive women and men deal with the possibility of death by concentrating on practical plans like creating memory books or boxes for their children.  These can contain photographs with descriptions of who is in the picture, poems and stories, trinkets or baby toys, and a family tree which records information about relatives and ancestors.  When children are involved in helping their parents collect the ‘memories’ it is an easy step to go on to talk about loss and changes ahead.

Strategies for community-based orphan care programmes

· Raising awareness about the problem

· Documenting the extent of the problem

(i)
assessing the needs

(ii)
keeping a register of orphans

(iii)
finding out what communities can do themselves

(iv)
checking on progress

· Mobilising the community for action

(i)
developing partnerships with outside organisations

(ii)
networking

(iii)
mobilising volunteers from the affected community

· Making ends meet

(i)
saving labour

(ii)
increasing household income

(iii)
relieving the burden (material and cash grants, food aid, school fees, agricultural inputs)

(iv)
indirect measures (such as protecting the property and inheritance rights of women and children)

· Helping to educate and train children

· Improving legal systems to help children

(i)
protecting children from exploitation

(ii)
making it easier to get help
Zimbabwe

Three phases constitute Zimbabwe’s community-based orphan care projects.

Phase One: Assessing the situation

Data are collected to determine not only the number of AIDS orphans and other children in need of special protection, but also who is caring for these children and how are they living.

Salvation Army, Masiye training camps, Zimbabwe

The programme offers 3 types of camps for orphans

1. Life skills and coping capacity camps with the aim of rebuilding their confidence and helping them to overcome the loss of their parents

2. Teenage parenting courses to equip orphans looking after their siblings with positive parenting skills, knowledge of children‘s rights, hygiene, nutrition and first aid

3. Vocational training programmes in arts, crafts and hospitality and catering management

Phase Two: Increasing awareness of problems affecting AIDS orphans and children in need of special protection

The data and information from Phase One are used to raise awareness and encourage communities to discuss the problems and share their experiences in order to develop possible solutions.

Phase Three: Strengthening communities

Projects and activities are implemented which aim to improve the capacity of caregivers to provide for the children in their care.

Malawi

Community-based care of orphans in Gandali, Malawi

The village had 44 orphans living with relatives in 12 families.  Problems faced included the lack of food, clothes, bedding, washing and bathing soap and school writing materials. A village orphan care committee was elected.  Communal maize gardening was proposed as a solution to provide extra food.  Skills training was provided for older orphans to enable them to contribute to the family income – tinsmith training for the boys and sewing for the girls.

Malawi’s national orphan care guidelines describe the commitment to care.

· The first line of approach must be community-based programmes.  Formal foster care will be expanded as the second preferred form of care.  Institutional care should be the last resort, though temporary care may be necessary for children awaiting placement.

· Hospitals should record next of kin so that relatives can be traced if children are abandoned.  The registration of births and deaths should be improved, to assist in the monitoring of orphans.

· The Government will protect the property rights of children and these rights will be widely publicised.

· Self-help groups should be developed to help affected families.  NGOs are encouraged to set up programmes of community-based care.

· The needs of all orphans should be considered on an equal basis, regardless of the cause of death of the parent or parents.  The lead body will be the Ministry of Gender, Youth and Community Service.

Tanzania

In the Kagera and Dar-es-Salaam regions, direct aid to the needy in the form of food, child care and counselling is provided to families with orphans by the Social Welfare Office.  Recipients of aid are identified by local community structures, usually the village leaders.

There are 252 feeding posts providing a daily meal to children aged 0-6 years.  Costs of staff and the centres are borne by the local communities themselves, whilst start-up funding, staff training and transport costs are borne by donors.

Day care centres are supervised by the Department of Social Welfare and run by formally trained and paid staff who work half a day.  They provide a meal, education, developmental activities and play for children aged 2 – 6 years.  This relieves parents and older siblings of their care and enables them to engage in economic activities or to attend school.

At WAMATA centres, full-time staff are responsible for counselling and home-based care services as well as for the recruitment, training and support of volunteer counsellors.  The primary emphasis is to enable families to support their orphaned members.  This is achieved by (i) identifying and registering all orphans; (ii) providing social support in the form of food, clothes, bedding, school fees and uniforms; and (iii) establishing a revolving fund to act as seed funding so that families can start income generating activities to supplement the household income.


34 orphanages run by NGOs and subsidised by the State provide temporary homes for children aged 0 – 3 years, whereafter they are returned to their extended families, fostered, adopted or transferred to the single State orphanage which caters for older children.

Swaziland

An extensive study into the education system has made a number of recommendations related to orphans:

· That a needs assessment of orphans and caregivers be conducted, carefully defining what an orphan is in the Swaziland context, and identifying orphans in need

· That exemptions be offered to homesteads/institutions with orphans to enable children to attend school; waiving school uniform requirements when affordability is a problem; expanding school-based feeding programmes for school-children; and introducing flexible schooling hours, where possible, to keep children in school who might otherwise have to drop out due to labour requirements elsewhere

· Increasing day-care facilities, particularly at the schools, to allow children who would otherwise have to take care of their younger siblings to attend classes

· The creation of an educational insurance scheme permitting parents to invest in policies catering for their children’s school fees in the event of their death

· The use of national funds as an investment in the education of children. 

Kenya

	Kariobangi Community and Home-Based Care Programme: Kenya

The Kariobangi Community and Home-Based Care Programme in a large slum area in Nairobi, Kenya, provides a useful example of a programme which attempts to address the needs of children.  Kariobangi has a population of over 100 000.  60% of the homes are headed by women and most earn a living by scavenging on the city dump, alcohol brewing and survival prostitution.  Persons who become ill are identified to the voluntary community health workers (CHW) all of whom have been trained (weekly classes for 5-6 months).

Clients are nursed at home until they die.  Their children are invited to join the Children’s Programme which teaches them how to care for their sick parents, how to raise their younger brothers and sisters and prepares them for life without parents.  They are provided with basic materials for care (old sheets and polythene bags) and where necessary food, either as a cooked meal once a day or dry food which can be prepared at home.

There is a Child Crisis Centre where children can stay temporarily if a mother is too sick to cope or dies suddenly.  It also serves as a haven where children can come for advice or moral support.  Children with HIV receive medical care as part of the programme.

The costs of the programme are:

Medicines per patient per year

            $2.2

Cost of food per patient & family per day
            $0.5

Cost of training per CHW  


$7

Transport to hospital, clinic per patient
             $1

Cost of X-rays, lab tests etc per patient
             $0.7

Total programme costs per patient per year
$13.4

Issues relating to children which the project has identified as problematic include:

· That parents are not willing to disclose their status to their children

· That planning for the future security of the children does not take place


Zambia

In 1996, community workshops were held as part of a UNICEF-funded  process to identify innovative or indigenous models of care for orphaned children.  A four-tier response was identified:

· The family must identify vulnerable children and orphans and provide the basic day-to-day needs of the children as well as emotional support

· The community must support both the children and their caretakers as well as act as a forum for lobbying authorities to assist in providing an effective response

· Churches, NGOs and CBOs must co-ordinate all responses whilst also providing material support and support services

· The State must develop local infrastructure, empower state personnel, create an enabling environment at all levels, modify state services and facilitate funding for grass-roots services

SUMMARY OF KEY POINTS

· Limiting mother to child transmission of HIV is possible where access to pre- and post-natal care and to voluntary counselling and testing exists, where laboratory facilities and antiretroviral drugs are available and where safe alternatives to breastfeeding and social support for infected mothers are accessible and acceptable.

· Treating HIV infected children requires a holistic approach which includes attention to nutrition, hygiene, exercise, growth and development monitoring, immunisation coverage, early treatment of childhood infections, prophylaxis for and treatment of common opportunistic infections and psychosocial support.

· Effective programmes for the youth aim to delay first intercourse and promote protected intercourse within the context of learning life skills and group values.

· Interventions for street children should include primary prevention to prevent children from turning to the streets as well as secondary prevention, to reform, rehabilitate or resettle the children.

· Different models of care for orphans have been identified, from independent living by orphans to institutional care.  Whatever the model, it should ideally be based in and owned by the affected community.  Community responses are strengthened if support (practical and financial) is available.

· Models and studies from neighbouring countries provide valuable lessons for South Africa, for example:

· Memory books or boxes create an opportunity to open the discussion with children about loss and future changes

· Training for orphans could include life skills and coping capacity (to rebuild their confidence and help them to overcome the loss of their parents); teenage parenting (to equip orphans looking after their siblings); and vocational training programmes

· Key principles which should guide interventions and programmes for children are that: 

· Orphans must not be targeted in isolation from other vulnerable children

· Siblings should remain together

· Children should, as far as possible, remain in their homes or communities of origin

· Caregivers must be supported through skills training in income generating activities and child care skills

· Programmes focusing on vulnerable children must ideally be linked to development programmes

· Communities must provide support systems for both children and their caregivers

· Criteria must be developed at community level for identifying the recipients of aid

· Use must be made of locally recruited co-ordinators and volunteers who must receive appropriate training and supervision

CHAPTER SIX: CHILDREN’S RIGHTS

Chapter Six develops the concept of a children’s rights framework and proposes a rights approach to services and interventions for children infected with or affected by HIV/AIDS.

INTRODUCTION

Until fairly recently, it was common practice to describe children in terms of the group to which they supposedly belonged (street children, children in detention etc) and then to identify the needs which were common to many of the children in that group.  These needs served as a focus for interventions which primarily aimed to address the needs.  Much of the literature appears in this form and this is the form that was used in presenting the findings of the desk review (Chapters Two to Five).

However, it is timely to adopt a new framework: one which is based on the rights of children rather than simply on their needs.  Whilst this change may not yet be universally accepted, international NGOs and key national Departments in South Africa are seeking ways to move towards it.

This chapter attempts to generate an awareness not only of children’s rights, but also to create a philosophical mindset which will serve as a bridge from a needs-based approach to a rights-based approach to children and HIV/AIDS.

THE CONTEXT FOR A CHILDREN’S RIGHTS FRAMEWORK
There is now global consensus that children's rights need special protection.  In 1989, a decade after the International Year of the Child, the UN General Assembly adopted the Convention on the Rights of the Child (CRC), which sets out the political, civil, cultural, economic and social rights of children.  Less than a decade later all the countries of the world except two (USA and Somalia) have ratified it.

South Africa’s commitment to children’s rights

South Africa ratified the CRC in June 1995.  Children’s rights in the CRC are, in turn, reflected in the Bill of Rights of the Constitution (1996). The National Programme of Action (NPA) is the instrument by which the commitments to children are carried out, overseen by an Inter-Ministerial Core Group appointed by Cabinet and a National Steering Committee comprising the Directors-General of seven Ministries, the NCRC and UNICEF.  In addition, several of the Presidential Lead Programmes of the RDP focus on the promotion of the health, education, welfare and protection of children.

The CRC guarantees the rights of children to:

· protection (from maltreatment, neglect and all forms of exploitation);

· provision (of food, health care, education, social security); and

· participation  (in all matters concerning them)
.

These in turn have been defined as the four principles of the CRC:

· Non-discrimination

· Best interests of the child

· The right to life, survival and development

· Respect for the views of the child

	The Commonwealth Youth Forum held in Edinburgh in October 1997 put forward a statement of sexual and reproductive rights and urged Commonwealth Governments to protect those rights.

All young people of the world regardless of sex, religion, colour, sexual orientation, or mental or physical ability have the following rights as sexual beings:

1. The right to be yourself – free to make your decisions, to express yourself, to enjoy sex, to be safe, to choose to marry (or not to marry) and plan a family

2. The right to know – about sex, contraceptives, STDs/HIV and about your rights

3. The right to protect yourself and be protected – from unplanned pregnancies, STDs/HIV and sexual abuse

4. The right to have health care – care that is confidential, affordable, of good quality, accessible to all, and given with due respect

5. The right to be responsible – for one’s own action and those that affect others

6. The right to be involved – in planning programmes with and for youth, attending meetings/seminars etc at all levels, and trying to influence Governments through appropriate means




Children’s rights and HIV/AIDS

Amongst the rights defined in the CRC are many which have particular relevance in the context of HIV/AIDS.

	Children’s rights with HIV/AIDS implications

Survival and development

An inherent right to life and efforts to ensure a child’s survival and development.

Separation from parents

The right to live with their parents, unless this is incompatible with their best interests.

The child’s opinion and freedom of expression

A child has a right to express an opinion, and to have that opinion considered, in any matter or procedure affecting the child.

A child has a right to obtain and make known information, and to express his or her views, unless this would violate the rights of others.

Protection of privacy

Children should be protected from interference with their privacy regarding their families, homes and correspondence.

Access to appropriate information

The media has a responsibility to disseminate information to children that is consistent with their moral well-being, that fosters knowledge and understanding between people, and that respects children’s cultural backgrounds.

Protection from abuse and neglect

Protect children from all forms of maltreatment perpetuated by parents and others responsible for their care.

Protection of children without families and adoption

Provide special protection for children deprived of their family environment and ensure that appropriate, alternative family care or institutional placement is made available to them, taking into account the child’s cultural background.

Adoption shall only be carried out in the best interests of the child.

Children with disabilities

Children with disabilities have a right to special care, education and training designed to help them achieve the greatest possible self-reliance and lead full active lives in society.

Health and health services

Children have a right to the highest level of health possible which includes the right to health and medical services, with special emphasis on primary and preventive health care, public health education and the diminution of infant mortality.

Social security and standard of living

Children have a right to benefit from social security.

Children have a right to benefit from an adequate standard of living.

Education, leisure, recreation and cultural activities

A child has a right to education – ensure that at least primary education is free and compulsory.

Children have a right to leisure and play and to participate in cultural and artistic activities.

Child labour

Protect children from engaging in work that constitutes a threat to their health, education or development.

Children have a right to protection from narcotic and psychotropic drugs and from being involved in their production or distribution.

Sexual exploitation and drug abuse

Children have a right to protection from sexual exploitation and abuse, including prostitution and involvement in pornography.

Torture and deprivation of liberty, and armed conflict

Children should be treated appropriately, separated from detained adults, allowed contact with family, and given access to legal and other assistance.

No child under 15 should take a direct part in hostilities or be recruited into the armed forces.




The resource manual HIV/AIDS and the Law
 identifies the rights which are directly in jeopardy because of HIV/AIDS.

· Access to education – the Bill of Rights specifies the right to a basic education.  A child cannot be excluded from a private or government school because of his/her HIV status.

· Right to sexuality education – the CRC states that a child should have access to information that will help the child to develop his/her physical and emotional well-being.  The Children’s Charter of South Africa explicitly states that children have a right to be educated on issues like sexuality and AIDS.  All children therefore have a right to sexuality education.

· Testing of children and confidentiality of results – the Child Care Act protects the rights of children, including their medical treatment.  At the age of 14, a child can legally consent to an HIV test and he/she has the right to keep the results private.

· Adoption – It is a requirement of Child Welfare that possible future parents are told if a child has HIV.

· Right to contraception and reproductive health – the Constitution provides that all children have the right to health.  Children thus have the right to protect and control their reproductive health.

South African laws affecting children

There is no single piece of legislation that embodies all the laws which affect children and which sets out their rights and responsibilities, and many of the laws which do affect children are presently under review.  It is also widely felt that current processes, for example the placement of children in alternative care (adoption, fostering or placement in an institution), are deficient for the realities of a well-established epidemic. 

The situation in respect of welfare grants illustrates this problem further.

· Child and family grants account for 12% of social security expenditure

· The Child Support Grant (CSG), implemented in April 1998 is to be phased in over a five-year period, aiming to reach the 3 million poorest children.

· The CSG is available to the primary care giver of a child under 7 years

· The grant is R100 per month per child

· As at November 1999 there were only 132 426 beneficiaries of the CSG, caring for 170 343 children

· The criteria for accessing a CSG present a major barrier 

· The Foster Care Grant is available to foster parents of children under 18 (R380 per month)

· The number of foster care families is 51 583, the number of foster children (as at Dec. 1999) is 73 000





· The Care Dependency Grant is available to the parent or foster parent of a child aged 1 – 18 with profound intellectual and physical impairment (R490 per month)

Where are children’s rights compromised?

The first supplementary report on the UN Convention on the Rights of the Child identifies areas where children’s rights are not being met.  Many of these are also reflected in the South African initial country report (1997).  Those which have HIV/AIDS implications are that:

· Many parents and guardians, especially in rural areas, do not register the births of their children with implications for the child’s subsequent access to the education system, grants etc

· Many children over 12 years of age have no access to sex education and sexuality information

· Rape, sexual abuse and neglect is on the increase

· Commercial sexual exploitation of children is on the increase, particularly in areas of severe poverty

· Homeless children remain vulnerable to abuse by law enforcement officials and South African society is hostile to children who live on the streets

· A number of children in all categories of residential facilities claim to be victims of emotional, physical or sexual abuse by members of staff and other young people

· Certain traditional practices (child brides with a bride price affecting girls and traditional circumcision affecting boys) are associated with HIV transmission risk

· Many children are forced to assume parenting roles.

What progress has been made?

Important achievements that have had positive benefits in relation to HIV/AIDS are that:

· Children under the age of 6 have access to free health care

· The Department of Education has included life skills education in the formal school curriculum

· The Department of Welfare has developed proposals to encourage foster care and adoption of HIV/AIDS orphans

· The Department of Welfare has established a programme for unemployed women with children under 5 (primarily in rural areas)

· Poverty alleviation programmes promote universal household food security

· There is an Inter-Ministerial Committee on Youth at Risk

· Foster care entitles the child to free schooling

Moving from a needs approach to a rights approach

There is a global move to change from a needs approach to a rights approach.  The differences between the two approaches becomes clear in the following examples:

	NEEDS APPROACH
	RIGHTS APPROACH



	Needs are met or satisfied

Needs do not imply duties or obligations

Needs are not necessarily universal

Basic needs can be met by goal or outcome orientated strategies

Needs can be ranked in a hierarchy of priorities

80% of all children have been vaccinated
	Rights are realised

Rights always imply duties or obligations

Rights are universal

Rights can only be realised by attention to both outcome and process

All rights are equally important

20% of children have their right to vaccination violated


The starting point for a rights approach is to identify the unmet basic needs of children and the causes of the problems.  This is followed by identifying duty-bearers who have duties to respect, protect, facilitate or fulfil.  This analysis then provides a framework for intervention.  The resulting strategies should:

· Empower parents and guardians or caregivers to meet their obligations

· Empower children to claim their rights

· Influence Governments to avoid actions that violate rights and avoid omissions that may result in violating rights

· Support other actions to respect, protect, facilitate or fulfil the rights of children

The aim is to focus on the whole child and promote the effective realisation of all his or her rights.  It is essential therefore to foster an increasing synergy amongst the various sectors which are relevant to the child’s life.  This spans the relationships between child and family, child and State, child and child and inter-State obligations towards children.

During the Nineteenth Session of the Committee on the Rights of the Child, held in October 1998, a number of recommendations were defined.

(a) States, programmes and agencies of the United Nations system, and NGOs should be encouraged to adopt a children's rights-centred approach to HIV/AIDS. States should incorporate the rights of the child in their national HIV/AIDS policies and programmes, and include national HIV/AIDS programme structures into the national monitoring and co-ordinating mechanisms for children's rights.

(b) States should adopt and disseminate the International Guidelines on HIV/AIDS and Human Rights and ensure their implementation at the national level. Programmes and agencies of the United Nations system as well as NGOs should contribute to the dissemination and implementation of the Guidelines.

(c) The right of children to participate fully and actively in the formulation and implementation of HIV/AIDS strategies, programmes and policies should be fully recognised. A supportive and enabling environment should be provided, in which children are allowed to participate and receive support for their own initiatives. The proven effectiveness of peer education strategies, in particular, should be recognised and taken into account for its potential contribution to the mitigation of the impact of the HIV/AIDS epidemic. The key objective of HIV/AIDS policies should be to empower children to protect themselves.

(d) Access to information as a fundamental right of the child should become the key element in HIV/AIDS prevention strategies. States should review existing laws or enact new legislation to guarantee the right of children to have access to HIV/AIDS related information, including access to voluntary testing.

(e) Information campaigns targeting children should take into account the diversity of audience groups and be structured accordingly. Information on HIV/AIDS should be adapted to the social, cultural and economic context, and it should be made available through age-appropriate media and channels of dissemination. In the selection of target groups, attention should be given to the special needs of children who experience discrimination or who are in need of special protection. Information strategies should be evaluated for their effectiveness in leading to a change of attitudes. Information on the Convention of the Rights of the Child and on HIV/AIDS issues, including the teaching of life skills, should be incorporated into school curricula, while different strategies should be designed to distribute such information to children who cannot be reached through the school system.

(f) HIV/AIDS data collected by States, and by programmes and agencies of the United Nations system, should reflect the Convention's definition of a child (human beings under eighteen years of age). Data on HIV/AIDS should be disaggregated by age and gender and reflect the situation of children living in different circumstances and of children in need of special protection. Such data should inform the design of programmes and policies targeted to address the needs of different groups of children.

(g) More information should be collected and disseminated on best practices, in particular on community-based approaches to HIV/AIDS which have positive outcomes.

(h) More research should be carried out on mother to child transmission, and in particular on the risk and alternatives to breastfeeding.

(i) Information designed to raise awareness about the epidemic should avoid dramatising HIV/AIDS in ways that can lead to further stigmatisation for those affected by the epidemic.

(j) States should review existing laws or enact new legislation to fully implement article 2 of the Convention on the Rights of the Child, in particular to prohibit expressly discrimination based on real or perceived HIV status and to prohibit mandatory testing.

(k) Urgent attention should be given to the ways in which gender-based discrimination places girls at higher risk in relation to HIV/AIDS. Girls should be specifically targeted for access to services, information, and participation in HIV/AIDS related programmes, while the gender-based roles predominant in each situation should be carefully considered when planning strategies for specific communities. States should also review existing laws or enact new legislation to guarantee inheritance rights and security of tenure for children irrespective of their gender.

(l) Prevention and care strategies designed to deal with the epidemic should focus on children in need of special protection, including those living in institutions (whether social welfare ones or detention centres), those living or working in the streets, those suffering from sexual or other types of exploitation, those suffering from sexual or other forms of abuse and neglect, those involved in armed conflict, etc. States should, in particular, review existing laws or enact new legislation to protect children against sexual exploitation and abuse and to ensure rehabilitation of victims and the prosecution of perpetrators. Particular attention should also be given to discrimination based on sexual orientation, as homosexual boys and girls often face acute discrimination while being a particularly vulnerable group in the context of HIV/AIDS.

(m) HIV/AIDS care should be defined broadly and inclusively to cover not only the provision of medical treatment, but also of psychological attention and social reintegration as well as protection and support, including of a legal nature.

(n) Barriers to the provision of youth friendly health services should be identified and removed. States should review existing laws or enact new legislation to regulate the minimum age for access to health counselling, care and welfare benefits. The formulation of comprehensive adolescent reproductive health policies should be based on the right of children to have access to information and services, including those designed to prevent sexually transmitted diseases or teen-age pregnancy.

(o) States should review existing laws or enact new legislation to recognise the specific rights of the child to privacy and confidentiality with respect to HIV/AIDS, including the need for the media to respect these rights while contributing to the dissemination of information on HIV/AIDS.

(p) States, programmes and agencies of the United Nations system, and NGOs should explore the possibilities for new partnerships which could bring together organisations that deal with human rights, children-centred ones and AIDS-focused ones to look together for ways to respond to the epidemic, and to work together in reporting to the Committee on the Rights of the Child.
Focusing attention on children and HIV/AIDS

The UNAIDS World AIDS Campaigns over the past few years are good examples of presenting objectives and ideas for action within a rights framework.  In 1997, the international spotlight was on children who are infected, at risk of infection, or living in families affected by AIDS, promoting the objectives of:

· Increasing public understanding of the impact of the epidemic on children

· Involving children and young people in the development of policies affecting them

· Improving services and the access of children to prevention and care

· Increasing children’s access to quality education and information

· Increasing understanding of the interaction between the epidemic of HIV/AIDS and efforts to protect children’s rights.

The 1999 World AIDS Campaign, Listen, Learn, Live! continued to focus on people under 25.
  Listen to children and young people, hear their views and concerns and understand what is important in their lives.  Learn from one another about respect, participation, support and ways to prevent HIV infection.  Live in a world where the rights of children and young people are protected and where those living with HIV/AIDS are cared for and do not suffer from discrimination.

Ten action areas to strengthen AIDS programmes with children and young people

1. National policies that protect children’s and young people’s rights and reduce their vulnerability to HIV/AIDS

2. Participation of children and young people in making decisions and supporting and educating their peers

3. Communication to challenge the social norms that increase children’s and young people’s risk for HIV infection

4. Quality dialogue between adults, young people and children

5. Economic opportunities and vocational training to reduce children’s and young people’s vulnerability to HIV infection

6. Quality life skills, sexual health and HIV/AIDS education in and out of schools

7. Child-friendly and youth-friendly health services

8. Support and care for children and young people living with, affected or orphaned by HIV/AIDS

9. Reduction of stigma and discrimination surrounding HIV/AIDS

10. Prevention of mother to child transmission of HIV 

A practical tool to move towards a children’s rights position

	Key to this is the belief that young people are active participants in their development, and should be provided an opportunity to express their ideas, be informed and participate in decisions regarding their lives. This definition does not exclude parents’ roles as protectors and guardians, but rather extends traditional support to families to include specific actions with children and youth. Children are not seen in isolation, but rather as one actor in a system of many players.


Traditionally, NGO personnel worked primarily with adults to study children’s problems and identify solutions.  Participatory Action Research for the Rights of the Child (PARRC) recognises children and youth as full and capable participants in the development process and uses tried and tested PRA techniques to identify issues and develop interventions for children within a rights framework.

Using age-appropriate techniques, either by adapting tools to be more like games, or by organising games so they are more like tools and using the CRC as the discussion framework, community members (children/youth and adults) are provided with an opportunity directly and immediately to assess children’s situations, identify solutions and build action plans which respond to the major gaps.

Teams can include a health profession (survival rights), and education specialist (development rights), and legal person (protection rights), a youth worker (development, participation rights), a social scientist (psychology, social worker, sociologist for development rights) and an economist (survival, development).  Gender and generation balance are also important.


SUMMARY OF KEY POINTS 

· There is now global consensus that children's rights need special protection and there is increasingly a move to describe children’s issues and define responses in terms of rights as opposed to needs.

· The Convention on the Rights of the Child (CRC) sets out the political, civil, cultural, economic and social rights of children – many of these have special relevance in the context of HIV/AIDS.

· Focusing on the rights which have HIV/AIDS implications, in South Africa there are both achievements as well as areas where children’s rights are still not being realised.

· In moving from a needs-based framework to a rights-based one it is important to understand that:

· Rights are realised

· Rights always imply duties or obligations

· Rights are universal and

· All rights are equally important.

· A practical tool, known as Participatory Action Research for the Rights of the Child or PARRC can be used to develop programmes for children which arise from and are implemented from within a rights framework.
CHAPTER SEVEN: PRIORITIES, NEEDS AND SERVICES
	Chapter Seven summarises the Rapid Appraisal of perceived priorities, the needs of children, the services available and the gaps.




	Childhood is a period when minds and bodies values and personalities are being formed and during which even temporary deprivation is capable of inflicting life-long damage and distortion on human development.

James Grant, UNICEF


Methodologies

The Rapid Appraisal took three forms:

· A questionnaire to assess perceptions regarding the needs of children and the available services, linked to the development of the national strategy

· Interviews with key stakeholders in Government and NGOs to validate the information from the questionnaires

· In-depth analysis of selected projects in four provinces to identify criteria and lessons which in turn can be used in selecting models which are appropriate for South Africa.

The first two are summarised in Chapter Seven, the in-depth descriptions of the projects is in Chapter Eight. 

As mentioned in Chapter One, a limitation of the Rapid Appraisal is that it did not include focus groups with service providers and users, nor was there an opportunity to interview community leaders.  

Questionnaires

The analysis of the questionnaires is included in Appendix One.  The suggestions of how South Africa should be preparing for the increasing numbers of children infected and affected covered a broad range of issues all of which are reflected in the National Strategy Framework.

They included:

· Policy development – national and local policy and planning leading to the assumption of responsibilities by all sectors and partnerships

· Advocacy with an emphasis on family and community awareness, mobilisation, empowerment, involvement

· Capacity building and training at all levels

· Mainstreaming children’s issues into other programmes such as into strategies to eliminate poverty

· Accessing resources - financial and material

· Co-ordination of services and the need for a database of children in need

· Legal reform - linked to the Child Care Act

· Research to provide relevant data

· The development of new models.

The results from the questionnaires are generally consistent with the recommendations from the SA National Council for Child Welfare's document HIV/AIDS and the Care of Children.  Those related to abandoned and orphaned children are:

Abandoned babies

· Information for prospective mothers on alternatives to abandonment

· Community support for 'new mums'

· Reduce delays in placing abandoned babies

Orphans

· Support and enhance existing coping mechanisms

· Promote traditional models

· Assist communities to overcome poverty

· Improve ways of registering orphans

· Simplify adoption procedures

· Find ways to support women who care for children

· Explore incentives for carers

· Provide nutrition programmes for over-sevens

· Promote planning for children's futures

· Develop strategies to keep siblings together

· Increase the pool of adoptive parents

· Develop monitoring mechanisms for the protection of orphans

Process issues which were identified included the importance of focusing interventions on the areas most affected by the epidemic and the need for good management strategies including the establishment of community monitoring groups.
Specific prevention issues mentioned included the provision of anti-HIV drugs to infected pregnant women and interventions in schools, starting in junior schools.

Care and support recommendations highlighted the need to improve social services for orphans, physical, economic and emotional support for the grieving process, home/community-based care and support to extended families and communities.

In response to the question of what challenges would face organisations caring for children the responses identified:

· The scope of the problem, the need to reach as many children as possible, the scarcity of resources and the limited ability of poor communities to cope

· Societal mobilisation and community participation

· The need for long-term holistic care to enable children to take their place in society and ensure that infected and affected children are not marginalised

· The lack of indigenous alternative models of foster and adoptive care and lack of a continuum of care

· The need for appropriate services for adolescents

· The prevention of MTCT and the provision of support to infected mothers
 Services for children

There is no database of organisations working with and for children.  The following observations are therefore the result of an analysis of the information provided by the respondents who completed the questionnaires.

· It is starkly apparent that there are very few organisations providing services for affected children as their primary function.

· Of the organisations identified as providing services for infected and affected children, their primary functions were (ranging from the greatest number to the smallest):

· Institutional/residential care for infected children

· Welfare organisations

· NGOs with a youth prevention focus

· Municipal clinics

· NGOs with a development/IGA focus

· NGOs focusing on affected children

· A children’s rights organisation

· A research project

· NGOs working with and for children are mainly clustered in certain Provinces (Gauteng, KwaZulu-Natal and Western Cape)

· Apart from a few well-known programmes, there is generally poor knowledge of what organisations do exist and the scope of their functions

SUMMARY OF KEY POINTS

· The Rapid Appraisal sought to describe common perceptions amongst stakeholders of the priority needs (linked to the development of a national strategy on children and HIV/AIDS)

· The priority needs identified include:

· a policy framework within which to plan and work

· advocacy, particularly at a community and family level

· capacity building and support in the form of financial and material resources

· co-ordination of services and the need to register and maintain a database of children in need

· the development of new models of care and to mainstream children’s issues into development programmes

· legal reform that is more responsive to the demands of the epidemic

· research

· There are very few organisations whose focus is primarily on affected children.  However, the real situation is not clear in the absence of a database of organisations working with and for children.

CHAPTER EIGHT: LESSONS FROM MODEL PROJECTS

Chapter Eight describes selected model projects and identifies lessons for implementation.

INTRODUCTION

There are a number of excellent projects for children in South Africa: however, very few of these have been well documented and it is thus difficult to extract useful lessons from them either for other projects or as guidelines for the national strategy.  The Rapid Appraisal sought to describe selected projects in certain provinces, and to identify issues common to a number of projects and the elements which set them apart and contribute to their success.  A similar format was used in describing each project to facilitate the identification of these elements.

The selection of projects was influenced by a number of factors, namely:

· Their location - Gauteng, Eastern Cape, Free State and Mpumalanga were identified as the focus Provinces by the NACTT

· The projects identified by the Department of Welfare for replication and expansion as part of implementation of the national strategy

· The main focus of the project – in order to cover both infected and affected children and to get a spread of projects from institutional care to home-based care projects

The following projects were selected:

	PROJECT NAME
	PROVINCE


	MAIN FOCUS

	The House of Resurrection Haven
	Eastern Cape
	Residential care for infected adults and children

	Diana, Princess of Wales Mohau Children’s Centre
	Gauteng
	Institutional care for infected and affected children

	CINDI
	KwaZulu-Natal
	Network for community mobilisation and partnerships

	Bastion Street Child Project
	Free State
	Prevention, care and rehabilitation for vulnerable children living on the streets

	Masoyi Home-Based Care Project
	Mpumalanga
	Community home-based care and support for orphans

	St Nicholas Children’s Hospice 
	Free State
	Hospice and community care for infected children and support for affected children and their caregivers

	Tateni Home Care Services


	Gauteng
	Community/home-based care


The House of Resurrection Haven

Origin and location

Established in 1994 as an ecumenical non-profit organisation, the Haven is situated in the peri-urban suburb of Salsoneville outside Port Elizabeth.  The Haven does not have a defined catchment area – patients are referred from all over the Eastern Cape and parts of the Western Cape.

Description/Model

The Haven provides residential care for symptomatic HIV infected adults and children.  The project also provides training for individuals and organisations (from hospices to business).

Programme for children

Because of the close links between the different programmes at the Haven, it is necessary briefly to describe those which do not specifically focus on children.

The Haven offers residential care to people with symptomatic AIDS, including training them to medicate themselves and plan healthy diet, exercise and personal hygiene regimens.  The care programme is known as wellness management - a holistic approach aimed at extending wellness and limiting the impact of HIV disease.

The unique components of the programme are the focus on hygiene and nutrition.  Most of the clients/patients arrive at the Haven critically ill and suffering from micronutrient deficiencies at the very least, but often from malnutrition and even starvation.    The improvement in patients once on the Haven diet is little short of miraculous.

Adults receive intensive one-on-one counselling on diet over a number of days and, once adult patients are well, they help prepare meals which gives them practical experience for when they return home.

The Haven diet

· No: red meat, alcohol, oil

· Restricted: animal fat, dairy products, caffeine, sugar, yeast, fruit, eggs

· Allowed: chicken, fish, liver, lean pork

· Encouraged: cooked vegetables, all beans, soya products, maize, rice, pasta, sorghum, natural low fat yoghurt, soured milk, rooibos tea, herbal and energy drinks

· Supplements: micronutrients in fortified soya

· 1 tsp of cod liver oil daily
The 10 children who live at the Haven are either abandoned or orphaned.  They currently range in age from 11 months to 7 years.  Children and adults are not separated and the Haven has a wonderful family atmosphere.

Fungal infections and severe itching are common and are treated with medications, diet and meticulous personal hygiene.  The children are bathed twice a day.  Linen and clothing is washed regularly, bleached and hung in the sun.

No bottles or dummies are permitted.  All the staff, patients, children and the resident dog are dewormed every six months.

All children attend play school daily. If they are sick (but not infectious) they may still attend play school.  All the children have ‘godparents’, local people who maintain an interest in the child, hold birthday parties for them etc.

Referrals:  Children are primarily referred from the local hospital and clinics.  Many arrive with evidence of psychological damage or physical abuse.

Staffing:  Volunteers from overseas assist with a range of functions.  The permanent staff comprises 20 staff including 4 professional nurses and a pre-school teacher.  In-service training for the staff aims to equip them with skills to counsel patients.

Governance

The Haven is managed by an Executive Committee of 17 people including staff who work at the Haven, local community members, people living with HIV/AIDS, and medical and community health specialists.  The Matron reports to the Executive Committee.

The Haven is registered as a Place of Safety.  Food for the children is subsidised through the Children’s Feeding Trust.  Place of Safety fees for some of the children are received every 6 months.

Limitations/needs and key observations from staff

· There is general poverty in the community, exacerbated by limited access to social grants.  There is a lack of knowledge of healthy living in the community from which the Haven patients originate and a lack of support structures to deal with emotional stress.

· Because the Haven can only take a limited number of children, many children are dying unnecessarily in the community.

· Many teenagers are caregivers in the community.  There needs to be education and training for these children.

Lessons learned

· The aim is to keep the mothers and their babies together – this results in less abandonment.

· Simple interventions, such as good hygiene and nutrition, have been proven to be extremely beneficial as part of a holistic care package for both adults and children.

· Training community members in the Haven model of care has resulted in many successful initiatives by trainees.
Diana, Princess of Wales Mohau Children's Care Centre

Origin and location

Started in October1994, the KERUX-Mohau-Kalafong project draws clients from an area estimated at 90 000 square kilometers in Gauteng, North West Province and Mpumalanga, and a population of 12 million (of which an estimated 3 million are living with HIV).

Description/Model
The project offers a range of care interventions, training and educational programmes for adults infected with or affected by HIV/AIDS and a haven for children infected with or affected by HIV/AIDS.  KERUX focuses on adults whilst the Mohau Centre is for children.

The aim of the Mohau Centre is to provide a secure, homely, loving, caring and stimulating haven for children abandoned or orphaned by AIDS, until such time as they can be reinstated back into the community and take their rightful place in society.

Programme for children

The facilities for children include:

· A 30 bed hospice for children with life-threatening or life limiting conditions.  There is a commitment that no child will have a pauper's funeral.

· A 35 bed home for orphans and abandoned children.  Full and part-time fostering or adoption is encouraged to expose the children to normal life.  All the children are fostered to some degree, for example over weekends.  This is facilitated by the Foster Group in conjunction with the hospital social workers.

· A Child Life Development Centre.  This has been established in response to finding that most of the children referred to the Mohau Centre are developmentally retarded both mentally and physically in comparison to their peers.  Infected mothers also have access to this Centre.

The children’s programme needs to be understood within the broader KERUX programme for adults which comprises poverty alleviation programmes, job creation and training, counselling and legal services and training.  This constitutes the KERUX/Mohau holistic care cycle, which aims to address physical, emotional, spiritual, socio-economic and information needs.  The material resources available to clients include high-protein food parcels and fresh vegetables, which are distributed on clinic days, clothing, and transport and social funds to cover fares to and from the hospital and for hospital registration.

Apart from the hospital-based services, there is also a community programme.  In Attridgeville, 50 community members have been trained in holistic home care and are caring for sick persons in their homes. 
Staffing:  Multi-disciplinary teams comprising professional and volunteer caregivers (doctors, nurses, para-medical specialists such as dieticians, physiotherapists, occupational therapists, social workers, speech therapists and child caregivers) provide holistic care for the children.  The volunteers are often professionals in their own right.

"Huggers" are the TLC gang and serve in a voluntary capacity: they are international volunteers who spend from a few weeks to a year at Mohau and fulfil functions according to their areas of expertise.  The FRIENDS OF MOHAU promote and provide for the Centre.

All staff undergo an initial screening and compulsory training - basic HIV/AIDS education, basic general counselling, introduction to grief and bereavement counselling, and child stimulation care and guidance training.  In-service training takes place regularly and staff attend conferences.

Case load:  In October 1994, the programme started with 34 HIV positive children.  By April 1999 there were 2 500 children in the programme (current, not cumulative), plus 7 500 infected adults and an estimated 10 000 - 12 000 family members.  The average age of the children ranges from 18 months to 2 years.

Referrals occur primarily from the hospital and clinics.

Cost per child: The all-inclusive cost (medical and nursing care and general living expenses) per child living at the Centre is R3 800 per month. 

Governance

The Motivation Educational Trust is the overarching governing structure to which the Project Director reports.  A Steering Committee of KERUX, hospital and university representatives plus the 3 Project Managers (KERUX, Mohau and the Community-related Programmes) provides an oversight, technical assistance and monitoring function.  Under each Project Manager in turn is an Executive Committee to assist the Project Manager with day-to-day matters.  People living with HIV/AIDS are represented on all committees.

Mohau is registered as a children's home and, as such qualifies for R800 per child per month.  Many problems have however been experienced in accessing the grants.

Limitations/needs and key observations from staff

· Community located accommodation for abandoned or orphaned children and rejected infected mothers and children is an urgent need.  The aim would be to keep these mothers and children in their communities by supporting extended families and child-headed households.  Support for existing family structures is thus an urgent need.

· A common occurrence is the abandonment of children of infected mothers – the majority of the children in the home fall into this category.

· Children who are caregivers are not prepared in any meaningful way for the death of their parents.  This would be done best by the home-based care teams working in the community.

External constraints

The magnitude of the epidemic and the resultant problems is the main issue – there are too many patients and too many affected family members.

Lessons learned

· Integrating prevention and care, both formally and informally - having economic security is an important requirement for effective prevention.

· Training - all professional and volunteer staff are required to attend basic AIDS education and orientation courses.

· The holistic model of care with all the elements available at a single point is attractive to clients.

CINDI (Children in Distress Network) 

Origin and location

Established in mid 1996, the CINDI Network operates in 9 communities in and around the Provincial capital of Pietermaritzburg-Msunduzi which has a population of 600 000.

Description/Model

CINDI is a network of about 40 concerned organisations which:

· seek effectively to respond to the growing numbers of children affected by HIV/AIDS

· look to each other for support

· unite for action

Programme for children

CINDI’s vision is to be a multi-sectoral well-resourced network of civil society and Government agencies, capable of implementing diverse, effective, sustainable care and preventative programmes for children affected or orphaned by HIV/AIDS. Its mission is to foster among partners a spirit of Ubuntu, the principal of caring for each other’s well-being with an attitude of mutual support.  CINDI has aligned its work, and that of its partners, with the new paradigms of child and youth care. These are founded on the principle of acting in the best interest of a child in every matter concerning him or her.

As a collection of independent initiatives, the CINDI partners retain individual character, flexibility and the ability to respond to individual children.  Each partner organisation is however strengthened and guided by their link to the network.   The partners collaborate in various ways to provide material resources, information, or to intervene on behalf of children in distress.

Examples of the partner organisations are:

The Thandanani Association which runs a ground-breaking AIDS orphans community programme to establish Community Child Care Committees and to build the capacity of caregivers to raise the generation of AIDS orphans.  In addition, Thandanani runs the Abandoned Children’s Hospital Project to care for and advocate for the placement of children abandoned in public hospitals.

Khayalethu, a project of Youth For Christ, runs the Rapid Intervention Programme.  It identifies homeless children and returns them to their communities or to alternative child care through street work, a drop-in-centre, a children’s home and community and home education and support of children who return to their families.  Khayalethu also advocates on behalf of homeless children.

The Pietermaritzburg Child and Family Welfare Society (PCW) identifies, recruits and trains cluster foster care “parents” and places children with special needs, particularly those thought to be HIV positive, with these parents. It also runs a short-term Place of Safety, to care for children from one day to three months who are awaiting hosting, fostering or adoption.  PCW also runs an innovative adoption unit that has been able to place HIV positive children in caring homes.

Kenosis is a new, small farm-based project comprising two housing units for orphans and an early childhood development centre within a village community of farm labourers. The aim is to develop a farming community-based model of care.

Project Gateway facilitates economic empowerment of child caregivers through projects which foster skills appropriate to the needs of caregivers and the socio-economic environment likely to characterise poorer communities during the next decade.  Job skills training is run in tandem with business skills and entrepreneurial training to promote self-employment.

God’s Golden Acre is an umbrella body controlling three centres in rural and peri-urban areas which provide appropriate, stable, nurturing homes for 123 abandoned or orphaned children. The centres are Khayalihle, which offers cluster foster care to children who are too ill, disabled or traumatised to be placed in extended families; Fundisanani, a home-schooling bridging programme to educate children who have had to fend for themselves; and Gcinosapho, which supports children in extended families.

Pietermaritzburg Children’s Home (PCH) provides residential care to 125 children placed in long-term care by legal procedure.  PCH also works with the Child Protection Unit to offer short-term emergency care for children awaiting appropriate placement, and an innovative training programme for child care workers.

The Msunduzi Hospice Association provides home care and nursing for the terminally ill, primarily adults.  Hospice also aims to provide bereavement counselling, capacity building for caregivers and life skills programmes for the youth.
Apart from the networking activities of CINDI, a number of collaborative initiatives have been developed in response to specific needs which have arisen from time to time.  The collaborative projects are:

· The Child Intervention Panel (CHIP) – a monitoring and advocacy group which intervenes on behalf of children not receiving due care from social workers or any care setting in which they have been placed. CHIP works to secure administrative justice for children caught up in bureaucracy or those whose well-being is compromised by poor service delivery. CHIP comprises 9 elected panellists who hold weekly teleconferences, keep meticulous records and have access to pro deo legal counsel.

· The Thapelo Project – which aims to provide non-script, palliative care medicines for children with limited life spans who are being cared for by members of the CINDI Network.

· The CINDI Research and Reference Group – which commissions research to inform the work of all partners, the first being the ground-breaking research ‘Wo! Zaphela Izingane: Living with AIDS – Preparing for Death’.

· The Home-Based Care Consortium - which is attempting to streamline the plethora of home-based care initiatives in the area and is also piloting a tutor training curriculum in Zulu which is sensitive to culture and literacy levels.
· The Materials Resource Bank – which is run by the Pietermaritzburg Mental Health Society and is an initiative to address the desperate and growing needs for food and clothing.
· The Children’s Participatory Project – which has enabled 72 children to participate in workshops as part of the consultations for the South African Law Commission’s review of the Child Care Act.

· The Home/Child Care Training Project – which runs a training project for unemployed, out-of-school caregivers in home/child care practice. This is a combined project of two local organisations, the Pietermaritzburg Children’s Home, and concerned health workers of the South African Health Care Organisation (SAHECO). 

The CINDI compendium focuses on specific issues.  These are:

· Prevention - aiming to build the capacity of families and communities to take care of their own vulnerable children or AIDS orphans. 

· Early Intervention - aiming to intervene rapidly with children who are vulnerable and divert them towards community rather than residential care.

· Children-in-Care - aiming to ensure that children in care get optimum, all round interventions.

Governance

Membership is voluntary and informal and there is no hierarchy: organisations have equal status, regardless of their size.  A chairperson is elected at the AGM - CINDI’s current chairperson is the Director of the Pietermaritzburg and District Community Chest, the organisation which runs the CINDI finances.

A part-time paid co-ordinator facilitates the administration and activities of the network.  A nominated mentor group guides the CINDI co-ordinator and the chairperson on an ad hoc basis, and is available at short notice if urgent decisions need to be made.

Limitations/needs and key observations from staff

Funding for the individual organisations is often in jeopardy.  In addition, the organisations are constrained as to the numbers of children that they can reach.

External constraints

· Alleviating poverty will be a major challenge, particularly as the needs become greater.

· Political will is not always evident.

· It is difficult operating without a policy framework, particularly in relation to education. 

Lessons learned

· Networking helps drive collaborative initiatives around advocacy, material aid, statistical information and child care training.  This, in turn, assists the partners in delivering services.

· Once a problem is identified, the network coalesces and finds ways to address it and then a lead partner organisation takes over and CINDI steps back (having served as the catalyst).

· Innovative ways of identifying CINDI have been developed eg linked to the street children project and the HBC project.

· Strategies to stretch capacity include the placement of children in cluster foster care and small units on farms.

· Communities are assisted to take responsibility through initiatives such as the Community Child Care Committees (CCCC) which identify and report cases of starving, abused, abandoned or exploited children, identify existing resources for care and potential surrogate parents and families, and help caregivers find additional support through schools, clinics, material aid and grants.  They further assist communities in setting up communal gardens and sewing groups, distribute material aid for children in distress, and arrange the waiving of school fees for those who cannot afford them. 

· Innovative strategies to protect children such as the Child Intervention Panel (CHIP), which champions a child’s best interests when he or she is not receiving due care.  CHIP is able collectively to pressurise individual agencies/institutions or social workers, streamlining procedures used to process a child through various institutions or agencies and hold individual service providers responsible for unnecessary delays. 

· Innovative means to support the family have been identified, for example by developing income-generating skills which assist in staving off destitution. This is also of help in rescuing mothers who have been ejected from their homes because of the stigma of being HIV positive.

Below is an example of the advocacy role which CINDI plays on behalf of its partner organisations.  In this instance CINDI has joined with the Children’s Rights Centre to issue a press release. 

JOINT PRESS RELEASE
AIDS is a disaster for our children – where is the plan?

Break the Silence – HEAR what Children need NOW
CINDI (Children in Distress Network) and the Children’s Rights Centre together represent networks of over 70 organisations involved in the children’s sector.  We jointly believe that governments at national, provincial and local levels need to do far more to meet the growing needs of children in the light of the devastating impact that HIV/AIDS is having on their lives, whether they themselves are infected or affected.

WE CHALLENGE GOVERNMENT TO CONSULT WITH SERVICE PROVIDERS IN THE NGO SECTOR TO DRAW UP AND IMPLEMENT STRATEGIES TO ENSURE THE SURVIVAL, DEVELOPMENT, PARTICIPATION AND PROTECTION OF CHILDREN.

Specifically:

· We support the Treatment Action Campaign’s call for Antiretroviral Treatment for HIV Positive pregnant women, and for palliative treatment for HIV positive caregivers (mothers and their surrogates) in order to lengthen the lives of parents/ mothers, and thereby to increase the age at which children become orphaned and thereby increasing the quality of their parenting.

· We support the Black Sash’s campaign to have Child Support Grants extend beyond the age of seven, and to have the amounts increased, including a cost of living adjustment.

· We support the Minister of Welfare Dr Z Skweyiya’s ten point plan to alleviate poverty and call on Parliament to budget accordingly.

· We support the Minister of Education, Prof K Asmal’s call for schools to be community centres, and urge him to address the total needs of children in this effort, including meeting their nutritional, health and housing needs.

Further:

· We call on the government to put into place effective Inter-Ministerial mechanisms to plan, implement and ensure that children’s needs, in particular those of orphans, are met in a co-ordinated fashion in responding to this disaster.

· We call on the Minister of Education, Prof Kader Asmal, to develop and implement strategies to ensure that orphan children access their right to education, and to put into place mechanisms for co-ordinating this at provincial level.

· We call on the Minister of Health, Dr Tshabalala-Msimang, to put into place strategies and programmes to address the urgent need for sufficient numbers of trained adult home-based carers throughout the country to relieve the burden of care from the shoulders of children.

· We call on the Minister of Health, Dr Tshabalala-Msimang, to ensure adequate palliative medication is available for dying children.

· We call on local governments practically to address the changing needs of children and to develop Child-friendly cities and communities in their built environments (housing, water, etc).  We particularly call on the Durban Unicity to implement Child-friendly policies and programmes for our HIV Positive World as host city to the AIDS 2000 Conference.

· We call on local governments to support adult home-based carers, and alleviate the burden on children of this inappropriate task, 

· We call on the Minister of Welfare, Dr Skweyiya, to lower the pension age and to reflect the changing demographics, and provide support to the elderly who are caring for child orphans.

· We appeal to the Minister of Home Affairs, Dr Buthelezi, to work closely with Welfare to streamline ID and grant applications.  We call on the Government to use mobile offices to facilitate this.

· We call on the Government to be transparent and inclusive in who represents children in the NGO sector on the National AIDS Council.  We wish to know who, if anyone, acts in this capacity.  And if so by what process was this person selected? 

· CINDI and CRC are concerned that men need to mobilise together with women and care for the children of this country.  And we call on men to be responsible role models.

Bastion Street Child Project

Origin and location

The project is situated in the inner city of Bloemfontein, a city of approximately 350 000 people.  There are about 20-30 ‘real’ street children in the inner city.

Description/Model

Prevention, care and rehabilitation project for vulnerable children.

Programme for children

The children are on the streets primarily because of problems between them and their parents.  Typically the child’s biological parents may have separated and a new partner does not care for the child.  Children in such situations either walk away from their homes or are chased away.

The programme is described in 3 phases:

· Meeting the children and building up a relationship on the streets

· Informal referral to the shelter/drop-in centre

· Helping the children to be positive about their education

The majority of children are between 10 and 16 and most are boys.  A few of them are double orphans, having lost both parents, about 4 more have lost their mothers.

Services:

There is informal schooling offered at the shelter.  Where possible the children are sent back to school; presently, in 2000, 15 children are in school.

These children stay in an informal children’s home (an old prison) with houseparents.  The houseparents receive informal training in how to care for the children, including life skills, value education and the rights of children.  This then forms the basis upon which they, in turn, raise the children.  Where the children previously responded to the abuse of their rights by leaving home and coming onto the streets, there is evidence that raising them to understand their rights results in them developing other means of dealing with abuses of their rights. 

All the children are given talks on various life skills topics, including AIDS from time to time.

The programme tries to make contact with the parents of the children.  The success rate in rehabilitating the children back into their families is not good, but where this does happen the families are supported by means of regular visits and food.  In addition, the programme creates employment opportunities for parents, such as vegetable growing and other small business opportunities.

Case load:  There are 25 children in the programme.

Referrals:  Children are received either through self-referrals, through street work (75%) or via the Community Police Forum.

Staffing:  There are 2 houseparents and 1 housekeeper at the home.  The 4 

Drop-in Centre staff work either part-time or full-time.  A social worker employed by KMD (Church Social Work Services) works part-time in the project.  Approximately 12 volunteers assist with tasks such as maintenance, providing food and fund-raising.

Partners: The Dutch Reformed and Presbyterian Churches (10 congregations) assist with food and funds and another church provides access to a soccer field.  The Volksblad newspaper provides funding from their Christmas Fund and the Development Trust supports the project financially.

The programme makes no attempt to identify children who may be HIV infected, nor is there any real evidence of an association between the reasons why the children are on the street and HIV.

Governance

The project operates under the auspices of the KMD.  A Management Committee of community representatives with an Executive Chairperson meets quarterly.  On a weekly basis the Chairperson and social worker meet with the staff and discuss each child.

The programme is registered with the Department of Welfare and receives a subsidy as a Shelter.

Limitations/needs and key observations from staff

· Dagga-smoking and glue-sniffing are prevalent – hard drug and alcohol use do not appear to be a problem.

· In the past there were one or two convictions for commercial sex, but recently that does not appear to be a problem: however sex between the older and younger children definitely does occur.

· The availability of personnel is a constraint, and the project would benefit from having a full-time social worker.

· Getting families to the point where they are prepared to take children back remains a problem.

· The focus is of necessity on the physical needs of the children – not sufficient attention is given to matters like counselling.

External constraints

There are a number of ‘pulling factors’ which result in children coming onto the streets.

Lessons learned

· Putting children back into their homes without effecting change in the home environment is destined to fail.  Parents need parenting skills and jobs.

· Glue-sniffing was greatly reduced following an approach to the businesses supplying glue - prevention is assisted when working with partners.

· A very informal but firm approach to the children is needed – boundaries must be set as this gives them security.  If the children break the rules they are disciplined.
· It is important to have access to professional expertise (such as a social worker), particularly to facilitate access to grants and to deal with statutory issues.  A full-time professional would be needed if there were 40 children as this, in turn, would mean working with about 100 people (the families of the children).
 Masoyi Home-Based Care Project

Origin and location

The project is situated in the Masoyi area with a catchment of 150 000 people.  It was founded by the African School of Missions, in conjunction with community members.

Description/Model

Community project caring for the chronic and terminally ill people in their homes and for orphaned children.  75% of patients receiving care have HIV.

Programme for children

Local volunteers are trained and supported by a project nurse, occupational therapist, physiotherapist, doctor and the project co-ordinator.  They are divided into teams working in different zones, according to where they live.  Each team works closely with the clinic in their zone.  Clinics serve as meeting places and for referrals.

Training for the volunteers consists of an initial week, followed by 4 months in the field with an experienced volunteer, after which they graduate.  In-service training takes place at monthly get-togethers.  The initial training covers the concepts of community work, basic nursing, counselling and ethics.

During 1999, the volunteers reported finding more and more orphans, and, as a result, the orphan project was launched.  There are currently 300 orphans receiving food (every 2 weeks), school fees, clothes and medical care.  The food parcel consists of mealie meal, beans, salt and sugar.  School fees are between R40 and R100 per annum.

There is a principle of no school, no food, so all the orphans are in school.  The volunteers attend school meetings as ‘parents’ of the orphans, to look after their interests.

The orphans remain in their homes and where possible a single ‘grandmother’, who is usually but may not always be a biological grandmother, is identified and trained to become a caregiver.  The training is informal and consists of basic first aid, nutrition and information on the resources which she can access.  She receives on-going support from the volunteers.

The project volunteers identified patients requiring care through a door-to-door survey.  This also allowed for the identification of orphans and potential orphans.  On an on-going basis, orphans come into the programme at the rate of 50 per month from the HBC programme, the clinic and the community.  Once identified, the Orphan Co-ordinator does an assessment of the children’s situation – their health risks, social problems and family history.  A form per child is completed monthly by the school, clinic and a volunteer.

There are attempts to place children who have finished school in employment.  Once a year the children come together for a Christmas party.

In September each year seeds are distributed and the project monitors the recipients to check if they have been planted.

Staffing:  There are 5 teams, each with 8 volunteers, with 1 new team being established every 6 months.  A team leader is identified from each team.  The volunteers receive R200 per month.  They are supposed to work no more than 16 hours per week, but most work full-time.

An Orphan Co-ordinator has been appointed.  She earns R400 per month.

Costing:  It costs an average of R12 per visit, calculated simply as the number of recorded visits divided into the amount of funding available to the project.  The R12 includes the home care services, staff, medicines, school fees, transport etc.

It is estimated that each team saves the Provincial Department of Health R450 000 per annum.

Governance

Management of the project began fairly informally.  A monthly meeting takes place with the Project Co-ordinator, the Government/DOH representative and the Team Leaders.

Recently the project was registered as a Section 21 Company as The AIDS Care, Training and Support Initiative, with a Management Board.  Funds are channelled through the African School of Missions.  The intention is progressively to train each zone to become autonomous.

Limitations/needs and key observations from staff

· It takes 2 to 3 months to get a Child Support Grant.

· There are problems with finding and obtaining death certificates for parents, birth certificates for children and clinic cards.

· Orphaned children are subject to sexual abuse by neighbours.

· There is a need for counselling for children.

· Although attempts are made to place orphaned children who have finished school in employment, this area needs to be strengthened.

· There are no real opportunities for orphaned children to meet in peer groups, though the benefits of this support are obvious.

· Openness about HIV status remains a problem which has limited opportunities to establish support groups for people living with HIV/AIDS.

· It would be beneficial to have a specialised clinic and a training centre.

External constraints
· Constitutionally children are entitled to free education.  Whilst the project is currently paying for schooling, it is hoped that negotiations with the Department of Education for free education will be successful.

· There are often no drugs in the clinics.

Lessons learned
· Home-based care programmes must address the problem of orphans.

· Orphans should remain in their communities with support (including material support).

· ‘Grandmothers’ caring for orphaned children require training which includes how to access resources.  Projects can act for such families, for example in dealing with school problems.

St Nicholas Children’s Hospice

Origin and location

Started in 1998 as a branch of the Hospice, 

and situated in Bloemfontein, the St Nicholas Children’s Hospice serves the Southern Free State which has a population of about 1 million.

Description/Model

Its key functions are to care for children with terminal illnesses and to support AIDS orphans and their caregivers in the community.  The children’s project has strong links with the HBC programme which consists of the Home Care Teams (2) and the Mobile Care Team (1), in effect constituting a continuum of care.

Programme for children

The St Nicholas Children's Hospice programme was developed to:

· Meet the needs of the increasing number of children being referred for hospice care

· Assist in the care, support and placement of AIDS orphans

· Equip family and community members to care for these children

Services include:

· Day care, twice weekly at Sunflower House (sometimes called the Halfway House), for infected children who are well enough to attend.  Activities such as pre-primary school activities are arranged, and occupational therapy students assist with these.  Informal support groups for older children and individual therapy and counselling take place as required.  Physical assessments are done and treatment or admission provided if required.

· In-patient care for children requiring pain and symptom management, as well as terminal care and respite care.  Care training of family members also takes place.

· Mobile outreach, utilising a vehicle outfitted as a clinic, to reach children in more remote areas.  Care and support includes medical care, counselling and assistance to access grants and to liaise with the public health and welfare sectors.  Community members are identified, or volunteer and are trained in care.

AIDS awareness to communities and families takes place in conjunction with the care.  Orphans and potential orphans are identified and the project assists with their placement or referral.  Bereavement support for children is on-going for as long as is required, based on assessments by the volunteers.

· Training courses - Care of the Child with AIDS and Home Care of People with AIDS.  Both are week-long courses, conducted bi-monthly.  With the increasing demands for training, mobile outreach training has been started in affected communities.

· Research – one project studying the effectiveness of Vitamin A in preventing MTCT and another testing guidelines for the care of children with AIDS are currently underway.

Staffing consists of professional nurses and community care workers who are trained over a period of 3 months to provide holistic care to the children and support to the families.  Each Outreach Team consists of 6 community care workers under the supervision of a professional nurse. 

Volunteer caregivers undergo a 24-hour training focusing on bereavement and emotional and social support.  An interdisciplinary team of voluntary professionals (doctor, social worker, psychologist, occupational therapist, chaplain and pre-primary school teacher) provide services according to their areas of expertise.

An Orphan Co-ordinator was appointed in 2000.

Case load: 1 400 infected babies and children in 1999 with the potential to reach 1 000 children per month.

There are 2 to 3 affected children per infected mother – these children presently represent 20% of the children's programme.

Referrals:  Infected children come from 6 PHC clinics and from the Phelenomi Hospital.  Affected children are identified through the adults’ and children's programmes as well as being referred from the clinics and hospitals.

Project partners include the public health and welfare services.  The health sector assists with medications, referrals from and to clinics and hospitals, and with compiling statistics.  The welfare sector assists with social needs, primarily by facilitating the process of accessing grants.  70% of the infected mothers receive disability grants.  The private sector assists with financial and other resources as part of their social responsibility programmes.  NGOs assist in line with their functions.

Limitations/needs and key observations from staff

· Counselling for children is a growing need, however many of the children are very young.

· There is a need to bring affected children into day care, but this will require that child care workers and pre-primary teachers are employed.

· Children as caregivers constitute 15% of primary caregivers.  There are plans to establish a respite system where the infected family member can be brought into the Hospice to allow the child to go to school.

· Older infected children who are at school are frequently off sick, which they find very distressing.  The project plans to retain a teacher to conduct lessons and school activities at Sunflower House for those children well enough to attend but not well enough to attend regular school. 

· People in communities are unaware of the grants for which they qualify, such as Child Support Grants.

· There is a need for a centre, linked to the outreach work, to which children can come for a wide range of support needs.

External constraints

· The levels of poverty in the community are severe.  Children are often admitted with malnutrition rather than with conditions related to their HIV status.

· The time it takes to access birth certificates and grants is problematic.

· Lessons learned

· The continuum of care is all-important.  Many projects are conceptualised around a ‘home for infected children’ – this does not take account of the broader context of HIV/AIDS in communities.

· Hospice cares for all people with incurable conditions, not only AIDS.  This reduces the fear of identification and stigmatisation.

· Families and community members are supported by the project to provide care and to access health and social services.

· Awareness is facilitated when services are provided.

· In order to prepare for eventualities after a mother's death, families are encouraged to hold a family conference to identify who will look after the children and what their requirements are (support grants, food, schooling etc).  The conference involves the family as a whole and the process recognises that caregivers such as Grannies require training.

· The project has embarked on the Memory Book idea, which enables dying parents to collect mementoes for their children and to use the joint creation of a Memory Book to enable them to discuss with their children their imminent death and the plans which have been made for the future of their children.

· Social workers are a necessary part of a project team, particularly to facilitate accessing grants.

· Projects are being drawn into undertaking more and more training (on nutrition, symptom identification, immunisation etc), for example for community workers and potential foster parents.

Tateni Home Care Services - Mamelodi
Origin/location

The Tateni programme started in 1995 when there were still only a few HIV positive clients, yet the trend of turning them away from hospital had already started.  The programme serves the Mamelodi district (1,2 million people). The volunteers found a young boy locked into a hut whilst his family were at work.  He begged for water, but they couldn't get it to him because the door was locked.
Description/Model

Integrated home care services for people with chronic and life limiting conditions.

Programme for children

Since the beginning, the focus has been broader than HIV/AIDS.  Initial research in 1995 showed that there were 427 people confined to bed in West Mamelodi.  Attention to affected children has only fairly recently become part of the programme and needs to be understood within the broader context of the services provided.

Services:
· Home care for people with chronic and life limiting conditions.  Volunteers caregivers provide the care.  There is a district sister who can be contacted to give antibiotics - but this is often difficult.  Food supplements (such as Uphuza Amandla) are distributed when required.  Less than 10% of clients pay for the service.  Although the programme is registered with RAMS, few clients have any medical aid benefits remaining when they are referred into the programme.

· Training of volunteers to care for and cope with ill persons in the community.  Training takes place over 6 months and is supported by weekly meetings during which the volunteers write reports and discuss their work.

· Counselling and support services for infected and affected persons.

· Support for orphans.  The volunteers try to find an adult to supervise the children.  Orphans do seem to go to school, though it is not clear where money comes from for fees – even rent is often a problem.

Staffing:  The initial group of volunteer trainees was primarily of women at high risk (many of whom were involved in sex work).  There are currently 25 volunteers, working in pairs, who see 5 clients per day (so they are working almost full-time).  They receive shoes and very small cash incentives.

The staff consists of 3 registered nurses and a social worker.

Case load:  In 1995 there were 90 clients and 339 in 1996.  In 1997 there were 301 - the programme was restricted due to funding constraints.  In 1998 there were 1085 and in 1999, 1495 clients.  The numbers of orphans has been recorded since 1997 – the total since then is 120.

Referrals of clients for home care come from multiple sources such as the community, friends and the Pretoria Academic Hospital.  Referrals of infected children are primarily from the programme to the Mohau Centre or Cotlands.  

Referrals of affected children come to the project from community members who perceive the project as a welfare project.  These cases are, in turn, referred to the Local Authority social workers.

Partners include a religious organisation that delivers bread to 19 houses daily, community services such as the German Old Age Home and the Mamelodi Association for the Care of the Aged.  The ATICC branch in Mamelodi is a long-term partner, as is the Welfare section of the Local Authority.  A relationship with the Department of Education is gradually emerging.

Governance

A Board of Directors meets a few times a year.  A Management Committee meets monthly and presently attempts are underway to strengthen the Management Committee by including community members with specific talents such as legal expertise.  Staff meetings are held monthly.

Limitations/needs and key observations from staff
· Caregivers have observed that secrecy about one’s HIV status results in a rapid deterioration in health (probably related to stress and the inability to seek support).

· A day-care centre where clients can come to get out of their homes and for exercise and income-generating activities is needed.  Blindness is a real problem in HIV infected clients and so is loneliness.  The day-care centre could also cater for orphaned children.  It could serve as a soup kitchen where they could get a meal after school and interact with adults who could also supervise their homework.  Orphaned children who have left school could join in the income-generating activities.
External constraints

The programme receives no assistance from the local hospitals and clinics, not even TTOs (medicines and supplies).  The ambulance services do not take 'cold cases' to hospital.

Lessons learned

· The programme keeps comprehensive records of numbers of clients, numbers referred (eg to hospital) and the number of deaths.

· The project arose as an emotional response to a community need.  In many ways this was problematic, as no effective planning took place and the necessary expertise, particularly for project management, was not in place (nurses are not accountants). 

· Community ownership is important – Tateni is highly regarded in the community and this has contributed to its success.

SUMMARY OF KEY POINTS

· Selected projects from 5 Provinces are described to identify common issues and key elements which contribute to their success and effectiveness.

· The House of Resurrection Haven provides residential care for infected adults and children.  At the Haven simple interventions, such as good hygiene and nutrition have been proven to be extremely beneficial as part of a holistic care package for both adults and children.

· The Diana, Princess of Wales Mohau Children’s Centre provides institutional care for infected and affected children.  The holistic care cycle which is the KERUX-Mohau model allows clients to access a range of services at a single point.  There is an explicit recognition of the importance of economic security as a necessary component of holistic care.

· The CINDI network represents a number of organisations working for and with children.  The partners collaborate in various ways to provide material resources, information, or to intervene on behalf of children in distress, in the process strengthening the partner organisations.  The best interests of the child guide all the CINDI functions and initiatives.

· The Bastion Street Child Project provides vulnerable children living on the streets with prevention, care and rehabilitation services.   Even in a context where the most basic needs are the priority, educating caregivers and children about their rights has had very positive consequences.  However rehabilitation of children back into their families only succeeds when changes to the environment which resulted in them being on the streets takes place.
· The Masoyi Home-Based Care Project provides home-based care for people with life limiting conditions and support for orphans.  Home-based care programmes are the optimum vehicle for identifying orphans and establishing programmes for them.  The project aims at all times to keep the orphans in their community, ideally supported by an adult such as a grandmother.  These caregivers however require training and support.
· The St Nicholas Children’s Hospice provides hospice and community care for infected children and support for affected children and their caregivers.  Because of the project’s close relationship with the Department of Welfare 70% of the infected women in the project are receiving disability grants.  Stigma and discrimination associated with HIV/AIDS are lessened when a project is not AIDS-specific.  Talking to children and preparing for death is facilitated by holding family conferences and creating Memory Books.
· Tateni Home Care Services provides community/home-based care services to people with chronic and terminal conditions.  Whilst an emotional response to an observed need often results in the birth of a project, careful planning in developing a project will ensure that it is appropriate and sustainable.  Access to relevant expertise, to strengthen the management of a project, must be sought.
· Common observations from all the projects include the following:

· Extensive poverty forms the backdrop of all the projects.

· Many children do not have birth certificates, which is a barrier to accessing grants.  This is only one of the problems related to grants – many people do not know that they qualify to apply for a grant eg for a Child Support Grant.

· The extent of capacity building needs has resulted in projects across the board taking on training functions.

· Children are frequently the caregivers of their dying parents and there is minimal or no support for them.

· Counselling for children is recognised as an important intervention, yet it is poorly developed in all projects.

· There is a need for centres of support for affected children where they could access a meal, have counselling, do homework, and participate in peer group activities and/or income-generating activities.
CHAPTER NINE: NATIONAL STRATEGY FRAMEWORK

Chapter Nine proposes a framework for a national strategy on children and HIV/AIDS based on common themes which emerged from the Rapid Appraisal.

INTRODUCTION

In January 2000, a Draft National Strategic Framework for Children infected and affected by HIV/AIDS (NSF) was submitted to the Inter-Ministerial Committee on HIV/AIDS.  Its 8 objectives are:

· A rapid appraisal of services for children infected and affected

· The establishment of community-based programmes

· Implementation of effective, affordable models

· Review of child care legislation related to orphans

· Strengthening poverty alleviation programmes

· Training programmes

· Collaboration to establish integrated institutional arrangements

· Determination of the financial implications of the NSF.

The IMC resolved that the NSF should reside within the Five-year National AIDS Plan which has 5 themes, one of which is children.

ELEMENTS OF A NATIONAL STRATEGY

Taking cognisance of the events which have taken place recently, the following ten elements are proposed as a framework for a national strategy on children and HIV/AIDS.  The sub-elements under each of the ten main elements may constitute the objectives of the national strategy and may serve as a basis for the development of a detailed operational plan.

The national strategy must be situated within the country’s context.  An introduction is proposed which consists of a description of:

· The current and future scenarios

· The aims, the parameters and the beneficiaries of the national strategy

· The guiding principles which underpin the national strategy

· International and national agreements which apply (such as the CRC)

· Any global best practices relating to prevention, care and support which can inform the national strategy

Element One:

Multisectoral policy development

· Develop a national policy framework (social, ethical, legal and rights) to define a common vision and guide and support appropriate responses

· Facilitate the effective participation of children at all levels and at all stages

· Review existing policies and legislation (for their direct or indirect impact on children)

· Enact legislation which enables progress and facilitates the implementation of appropriate responses 

· Determine the direct and indirect financial implications of the national strategy

Element Two:

Advocacy

· Secure commitment to the issues of children and HIV/AIDS from political and public leadership

· Create national awareness and engagement

· Generate consensus on the most effective and sustainable responses

· Create an environment which minimises stigma, challenges social norms that increase children’s and young people’s vulnerability, improves dialogue between adults and children and is supportive of interventions which secure the rights of children

· Build consensus on children’s rights which relate to HIV/AIDS

· Establish and support partnerships for effective action (with public, private, NGO, civil society and donor partners) 

· Conduct campaigns aimed at mobilising communities to respond

· Identify and mobilise resources

Element Three:
Mainstream HIV/AIDS and children’s issues into key programme and development areas

· Integrate children’s issues into public, private, and NGO sector policies and programmes at national, provincial and local level

· Facilitate and support the inclusion of activities related to children and HIV/AIDS in development programmes (poverty alleviation, income generation etc)

· Identify mechanisms to ensure that children’s (and gender) issues remain mainstreamed and integrated in related programmes

Element Four:
National and provincial capacity building

· Identify strengths and weaknesses and capacity needs

· Improve technical, programming, co-ordination and management capacity of national and provincial personnel and organisations

· Minimise constraints to action

Element Five:

Local and community capacity building

· Ensure effective participation at local and community level

· Identify strengths and weaknesses and capacity needs

· Strengthen existing capabilities by building support networks, accessing external support etc

· Improve technical, programming, co-ordination and management capacity of local and community-based initiatives

· Provide appropriate training for community leaders, community workers, child and youth workers, NGOs and CBOs

· Support families affected by HIV/AIDS to cope

· Support older people to cope as guardians of affected children

Element Six:

Build capacity in children

· Identify strengths and weaknesses and capacity needs

· Prepare affected children for life without parents

· Improve access to services

· Ensure that services are ‘child-friendly’ and ‘youth-friendly’

· Establish networks where children can support one another

Element Seven:
Establish priority needs across the continuum from prevention to care and support 

· Identify the most vulnerable children and the situations of risk

· Conduct a needs assessment

· Identify short- medium- and long-term priorities – in the areas of prevention, early intervention, care and support

· Define a continuum with effective referrals and links

Element Eight:
Research

· Identify operational research priorities

· Commission research
· Establish mechanisms to integrate results into activities
Element Nine:
Project and programme development

· Fund the development of community-based models which address the identified priorities

· Develop mechanisms to ensure resources are used effectively and equitably

· Identify processes to share lessons learned and to scale up models

Element Ten:

Mobilise and co-ordinate the response
· Establish a system to monitor the situation and measure the impact of interventions

· Identify indicators for each element of the national strategy and the process by which they will be measured

· Identify persons with responsibility for all elements of the national strategy and the roles and responsibilities from the “lead” Department/s to those with responsibilities at the local/community level 

· Establish multisectoral committees at national, provincial and local level to co-ordinate the responses

· Co-operate with neighbouring countries to ensure an effective regional response

SUMMARY OF KEY POINTS

(
A framework for a national strategy is proposed consisting of 10 elements:

· Multisectoral policy development

· Advocacy

· Mainstreaming HIV/AIDS and children’s issues into key programme and development areas
· National and provincial capacity building

· Local and community capacity building

· Building capacity in children
· Establishing priority needs across the continuum from prevention to care and support
· Research

· Project and programme development
· Mobilising and co-ordinating the response.
CHAPTER TEN: RECOMMENDATIONS AND RESEARCH QUESTIONS

Chapter Ten makes recommendations, for the national strategy and for projects, based on the findings of the Rapid Appraisal, and poses key research questions.

Common issues emerged from the desk review, the stakeholder questionnaires and interviews and the description of selected models.  These constitute the recommendations to guide both the national strategy and projects working with and for children.  The 16 recommendations, focusing primarily on affected children, are presented by firstly summarising the issue and then presenting the possible actions to address the issue.

A policy framework

The lack of a policy framework within which to understand the whole subject of children and HIV/AIDS in South Africa was identified as a barrier to effective, co-ordinated action.  This is supported by the emphasis which has been placed on the development of such national strategies in other Southern Africa countries.

The NSF should be finalised as a matter of urgency, incorporating the findings from the Rapid Appraisal.  It should then be disseminated and actively promoted as the framework within which all sectors of society should develop their initiatives.

Database of organisations working with and for children

Many people interviewed identified isolation from and a lack of knowledge of what was happening outside their immediate area as a real constraint.

The compilation of a comprehensive database of organisations working with and for children in South Africa - who is doing what and where - would greatly facilitate communication and co-operation.  It will be necessary to distribute the database widely and to ensure that it is regularly updated. 

Networks and co-ordination mechanisms

The advantages of a network of organisations working together for the benefit of children in distress are obvious from the CINDI example.  Not only are there advantages for the individual organisations from working closely with each other, but their collective strength enhances the overall ability to cope with the magnitude of the problem.

Networks do not spring up without conscious actions being taken.  A generic model of how a network can operate should be developed and training conducted with potential partners in all parts of the country on how to initiate, construct, manage and sustain a network.  Where necessary, resources should be found to support the resultant networks.

Poverty

The fact that HIV infected children are often in Hospices with malnutrition and starvation, rather than as a result of HIV-related conditions is just one example of the extent of 

poverty.  HIV/AIDS precipitates families into poverty and even into destitution.  An appreciation of this is fundamental to developing appropriate responses.

Wherever possible poverty alleviation programmes should work hand-in-hand with projects for children, and all projects should aim to have the means to provide basic necessities such as food and clothing.

Identifying children in distress

The identification of children in distress is frequently ad hoc.  In most instances there is no information about the whereabouts or condition of the children 6 months after a mother’s death.  Only one project has set out actively to identify children in distress, not only once they had been orphaned, but even before the death of their mothers.  This project maintains a register and formally reports on each child, using a form which is completed every month by the community care volunteer, the school and the clinic.

A standardised form for registering children in distress should be developed.  The opportunities for identifying these children differ in different parts of the country, but schools, clinics, churches and home-based care projects are generally such opportunities.  Registration of children in distress could feed into the process of allocating grants and would provide invaluable data with which to plan for the emerging impact of increasing numbers of AIDS orphans.

Using home-based care as the access point

The issue of children affected or orphaned by AIDS is a natural extension of any home-based care programme caring for people with HIV/AIDS.

Every home-based care programme, at whatever stage of its existence, should also cater for affected and orphaned children, not as an after-thought but as an integral part of the programme.

Holistic care and support within a comprehensive continuum

Care and support are the two terms most frequently used when considering children affected by HIV/AIDS.  Traditionally, holistic care has looked at the individual as a complete person with physical, emotional, spiritual and social needs.  This concept needs to be extended into the understanding of support as well, for children, extended families and communities.  This can then define the parameters of each element of a continuum of care and support which includes prevention and does not end with home-based care for the infected person but extends far beyond.

To translate this concept from the theoretical into the practical requires that health-focused initiatives consider a new expanded model and welfare-focused initiatives do likewise.  Research into specific aspects may be beneficial.

Planning for the future of children who will be orphaned

The stigma associated with disclosing an HIV diagnosis remains prevalent and results in many ill and dying parents choosing not to disclose to their caregivers, families or children.   This often results in a ‘silence’ about their impending death which becomes a barrier to making plans for their children’s future.  In stark contrast, parents and mothers in particular who are confronting their imminent death, universally express concern about who will care for their children.

Whether through the means of a Memory Book, as has been used in East Africa, or in a family conference which has been found to be effective in Bloemfontein, the benefits for both the parents and their children of creating a safe environment to talk about the future are obvious.  The parents will be relieved of worries about the children’s future, and the children will be spared some of the devastation which accompanies a parent’s death.  On a very practical level, documents such as birth certificates can be located or affidavits applied for, which will improve the chances of accessing grants.

Supporting children as caregivers

All projects report that children are caring for dying parents, yet, perhaps because it is so unacceptable a concept, little has been done to prepare them for this role or to support them in carrying it out.  

Where there is no viable alternative, children must be prepared to care for their infected parents.  They must be trained and resourced to do so and provided with information on where to go for help.  The development of appropriate training materials will greatly facilitate this.

Promoting a rights based approach

Training caregivers and children in understanding children’s rights equips children with alternatives based on these rights.  The best interests of the child should be a guiding principle in all projects and modules on children’s rights should be included in all training programmes.

The principle of the participation of children and the youth in all programmes remains illusive – none of the projects had strategies to ensure that this happens.  Such strategies should become an integral part of all programmes.

Support for affected children

Affected children are generally neglected and services and resources for them are negligible.  There is however growing consensus that ‘drop-in centres’ which could cater for support groups, counselling, homework supervision, meals, IGAs etc would fulfil a valuable function.

Community-based projects should undertake a process to identify the specific needs of affected children in their programmes, and then consider the feasibility of establishing centres which would address these needs.

Community mobilisation


The term community mobilisation is used as a catch-all phrase which is differently understood by different people.  But there is universal agreement that effective responses to HIV/AIDS must be situated in and owned by communities.  Yet the reality is that AIDS is impoverishing communities and unravelling families, the very structures which constitute communities.  So how can communities be mobilised within the reality of AIDS to lead, develop and sustain programmes for children?

The starting point is to let the community identify its own concerns and what responses are possible with existing internal resources, knowledge, skills and talents.  A process is then required to decide on priority needs and, only at this point, should any outside capacity or resources be added that are needed to carry out the chosen activities.

Discrimination and stigma

Stigma and discrimination associated with HIV/AIDS still constitute significant barriers to effective service delivery.  Projects have found that not being AIDS specific, for example providing home-based care to anyone with a life limiting disease (not just people with terminal AIDS), or supporting all orphans (not only AIDS orphans), minimises this barrier.  This decision also has the long-term potential to normalise AIDS.

It requires a debate and a conscious decision as to the criteria for acceptance and inclusion of clients, and projects would be well advised to ensure that these criteria are set in consultation and preferably at the start of the life of the project.

Capacity building

Critical capacity building needs have been identified at every point during the Rapid Appraisal – from grandmothers who are caregivers of orphans, children who are caregivers of dying parents, and children who are the ‘parents’ of their younger siblings, to community volunteers who are supporting children in one way or another, and so on and so on.  Across the board, projects whose primary aim was initially service delivery are being drawn into providing training, many to the extent that this is changing their focus.

A process is necessary to identify who requires training at national, provincial and local/community level.  There should be attempts to share training resources and experiences, so that individual projects are not each independently reinventing the wheel.  Finally, the investment in training should be protected and monitored by ensuring that on-going, in-service training takes place and monitoring processes are built into all projects. 

Grants

Awareness of the availability of grants is limited, the process of applying for grants is fraught with difficulties, particularly where birth certificates and other identity documents are missing and processing of applications is protracted, with bureaucratic problems often resulting in the necessity to use meagre savings to travel again and again to local welfare offices.

Understanding the processes and supporting families to access grants will greatly alleviate poverty.  Where projects have developed a close relationship with local welfare officials this has enhanced their ability to utilise the welfare system.   Projects should ensure that training incorporates modules on the relevant welfare legislation and the criteria and processes which apply.

Guidelines for projects

Many projects arise as an emotional response to an observed need and adequate planning is not done in the initial stages.  Sufficient thought is not given to issues such as the criteria for acceptance of clients and difficult decisions to exclude certain categories often have to be made later in the life of the project.  Those working in the project may be skilled in the health field for example but lack the financial and management skills to run the project efficiently.

Proper planning, which anticipates the demands on the project and locating the necessary expertise, for example by ensuring that people with suitable qualifications are represented on management structures, will assist.

RESEARCH QUESTIONS

No systematic attempt has been made to identify a research agenda from the Rapid Appraisal, indeed the need for a research agenda is a final recommendation of the Rapid Appraisal.  What was undertaken was an informal identification of research issues which emerged either from the literature or from discussions with stakeholders.  These are listed under the headings of MTCT, infected children, vulnerable children, affected children, models and integration, and impact research questions.

MTCT

· What should we be promoting: exclusive breastfeeding, limiting the duration of breastfeeding, exclusive formula feeding?  What are the transmission risks during exclusive breastfeeding versus mixed infant feeding?

· Is pasteurisation of breastmilk a feasible option? 

· What breastfeeding advice should be given at different disease stages?

· What are the rights of mothers to treatment?

Vulnerable children

· What is the risk of HIV transmission during childhood sexual abuse?

· What is the contribution of childhood sexual abuse to the overall picture of HIV infection in children? 

· Why is continuity so poor after children have been presented to services following sexual abuse? 

· What are the barriers to providing post-sexual abuse services for children? 

· What are the counselling needs of children and the primary caregivers, following childhood sexual abuse?

· What are the sexual attitudes towards women and children in the light of the HIV epidemic – specifically the motivation of perpetrators?

· What is the extent of public awareness of the relationship between HIV and childhood sexual abuse?  What are the responses to this awareness?

· What is the role of post-exposure prophylaxis (PEP) in childhood sexual abuse?

· What is the scope and impact of child prostitution?

· What is the impact of HIV/AIDS education programmes on behaviour change?

Infected children

· Are children abandoned because they are HIV positive?

Affected children

· How can the capacity of children to support themselves be strengthened?
Models and integration

· How can existing models be replicated?

· How can the issues of AIDS orphans and vulnerable children best be integrated into the transformation of the health and welfare services?

· How can families and communities be strengthened to cope with AIDS orphans and vulnerable children? 

· What structures exist that can be used and or strengthened in order to provide solutions to the potential orphan crisis?

· What services are needed to alleviate the additional burden that will be placed on communities and caregivers?

· Who decides on who is a community caregiver - against what criteria, who are they accountable to, who monitors their activities and provides them with ongoing support and guidance?

· How sustainable are programmes relying on voluntarism?

· How can poverty alleviation funds and feeding schemes/nutrition programmes be used to complement programmes for affected children?

· How can non-profit organisations work with Government Departments to provide a comprehensive service which provides an effective safety net for children in distress?

· How can take-up of child support grants be improved?

 Impact

· What is the extent of HIV prevalence in various sub-groups - youth, orphans etc? 

· What models are required to extrapolate the existing antenatal survey data to understand the epidemic as it impacts on children? 

· What are the implications if Government re-routes subsidies from children's homes to foster care?

· What is the impact of HIV/AIDS on existing social safety nets?

· How can the impact of HIV/AIDS on children and families be monitored?

What purpose can research and data collection serve?

There can be little debate about the need for research and data collection, however it is useful to identify the benefits.  These include: 

· For monitoring and evaluation
· To call for and encourage action at different levels
· To strengthen and increase political commitment
· To review and refine current programmes and campaign strategies
· To develop strategies to deal with stigma and victimisation
ABBREVIATIONS

ATICC

AIDS Training, Information and Counselling Centre

CBO

Community-based organisation

CCCC

Community Child Care Committees

CHIP

Child Intervention Panel

CSG

Child support grant

CRC

Convention on the Rights of the Child

ECD

Early childhood development

IMC

Inter-Ministerial Committee

IMR

Infant mortality rate

KABP

Knowledge, attitudes, behaviour and practices

MTCT

Mother-to-child transmission

NACTT
Interim National HIV/AIDS Care and Support Task Team

NCRC

National Children’s Rights Committee

NGO

Non-governmental organisation

NPA

National Programme of Action for Children in South Africa

NPPHCN
National Progressive Primary Health Care Network

NSF

National Strategic Framework

PARRC
Participatory Action Research for the Rights of the Child

PEP

Post-exposure prophylaxis

PRA

Participatory Rural Appraisal

RDP

Reconstruction and Development Programme

SAHECO
South African Health Care Organisation

SCF

Save the Children Fund (UK) South Africa

STDs

Sexually transmitted diseases

TTO

To take out (medicines and supplies)

U5MR

Under 5 mortality rate

UNICEF
United Nations Children’s Fund

VCT

Voluntary counselling and testing
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Appendix One: Summary of responses to questionnaire

Questionnaires were distributed by post and at the DOW consultative meeting in November 1999

Analysis of responses
No. of responses: 28

National organisations: 4

Provincial: 24

Gauteng - 7

KwaZulu-Natal - 11

W Cape - 3

NP/Mpumalanga - 1

E Cape - 2

Description of respondents' organisations (as described by the respondents):

Private sector:


1

NGO:



13 (1 international NGO)

Network:


1

Church organisation:

2

Local Government:

1

Hospital/PDOH:


5

Welfare/service organisation:
3

Research:


1

Description of services:

General services:

· Private sector - primary care for employees and rural dependants

· NGO - mass media research and development in the fields of health and development; TOT courses, community-based distribution of contraceptives, reproductive health services and counselling; income-generating projects; lobbying and advocacy on HIV/AIDS, policy and programme development and networking; HIV/AIDS care and training; awareness, counselling and support; education campaigns; sex, sexuality and gender awareness; medical care, poverty alleviation, employment for PWAs, legal counselling, community home care

· Network - co-ordination, information sharing, common research, lobbying (related to children and HIV/AIDS)

· Church organisation - AIDS prevention and care, economic justice and empowerment, community policing, survivors' support

· Local Government – PHC services, training, counselling and support groups, palliative care, workplace programmes

· Hospital/PDOH -  inpatient, outpatient and tertiary comprehensive medical care

· Welfare/service organisation - training in first aid and home care, first aid duties, ambulance transfers; child and family welfare services

· Research - social science research

Services for children:

· Private sector - health education, immunisation, nutritional support for employees and their children

· NGO - awareness programmes; edutainment, mass media and materials development for children 8 - 12; life skills training; peer education; primary child care support and establishment of child care committees; support for adolescent parents; advocacy and lobbying on children's issues; place of safety, care for symptomatic children with HIV, play school and education of mothers and carers on wellness management and counselling for children; "children at war against AIDS" (linked to ECD); home for abandoned and abused children, foster care and adoption, nursery school and hospice; feeding/clothing schemes; placement in foster care

· Network - co-ordination, information sharing, common research, lobbying (related to children and HIV/AIDS)

· Church organisation - residential care and development

· Local Government – preventive and promotive care

· Hospital/PDOH - inpatient and outpatient comprehensive medical care; family clinic for children with HIV; HBC (planned); social work services; 

· Welfare/service organisation - community care (formal and informal, day and residential, street shelter) and community family care pilot project; care for abused, neglected and abandoned children; 

· Research - welfare and health research

No services for children: 1

No information provided: 1

How should SA be preparing for the increasing numbers of children who will be infected or affected as a result of HIV/AIDS?

1. General

· National AIDS policy and planning - multisectoral - leading to assumption of responsibilities by all sectors and partnerships

· Involve local Councils in planning strategies and devolve responsibilities to the local level

· Resources - financial (including tax relief and educational grants) and material (medication, food tokens)

· Co-ordination of services

· Database of children in need

· Training (prevention and care)

· Strategies to eliminate poverty (especially in rural areas)

· Family and community awareness, mobilisation, empowerment, involvement

· Legal reform - linked to the Child Care Act

· Research to provide relevant data

· Development of new models

· Focus interventions on areas most affected

· Good management strategies including the establishment of community monitoring groups

2. Prevention

· Provision of anti-HIV drugs to infected pregnant women

· Awareness in schools and education systems

· Information for children on AIDS and sexuality 

· AIDS education introduced into junior schools

· Make life skills examinable

· Upscale programmes and include outreach programmes

3. Care and support

· Improve social services for orphans (including foster care and access to grants)

· Physical, economic and emotional support for the grieving process (when parents die)

· Home/community-based care

· Support to extended families and communities

What is the greatest challenge to your organisation as a result of the impact of HIV/AIDS on South Africa's children?

· Growing numbers of children (infected and affected) and limited resources/capacity to cope (including limited and overworked staff) and to support poor communities to cope

· Ability to provide high level, holistic care to the dying and enable the affected to assume their place in society

· Providing services long-term, throughout the life-span of infected and affected children

· Training for caregivers

· Lack of indigenous alternative models of foster and adoptive care and lack of a continuum of care

· To reach as many children as possible and encourage them to support each other

· Appropriate services for adolescents (utilising resources optimally and well co-ordinated)

· Ability to access funding (particularly from Government)

· Lobbying for MTCT interventions and for greater participation by sectors, partners and different levels of Government

· To ensure that infected and affected children are not marginalised

· Preventing MTCT and providing support to infected mothers

· Societal mobilisation and community participation

· Monitor the DOW

· Effective publicity campaigns

Appendix Two: List of stakeholders interviewed

Dr Maria Mabetoa, Director: Social Welfare Services to Women, Department of Welfare

Ms Johanna de Beer, HIV/AIDS Co-ordinator, Department of Welfare

Dr Kelvin Billinghurst, Provincial Programme Manager HIV/AIDS/STDs, Department of Health, Mpumalanga

Ms Tamera Mathebula, Eastern Cape Provincial Programme Manager, PPASA

Appendix Three: Contact details of model projects

The House of Resurrection Haven

Rev Jean Underwood (041) 481-1515

Diana, Princess of Wales Mohau Children’s Care Centre


Father Barry Hughes Gibbs (012) 318-6729

CINDI Network


Ms Yvonne Spain (033) 345-2970

Bastion Street Child Project


Ds Andre Olivier 082 578 0687

St Nicholas Children’s Hospice


Ms Joan Marston (051) 447-7281

Masoyi Home-Based Care Project


Dr Margie Hardman (013) 750-1340

Tateni Home Care Services


Ms Veronica Khoza (012) 805-7638
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DISCUSSION PAPER

(Unicef New York)
PRINCIPLES TO GUIDE PROGRAMMING FOR ORPHANS AND 
OTHER CHILDREN AFFECTED BY HIV/AIDS
This document aims to accelerate a process to build consensus on guiding principles for an expanded response to children and adolescents affected by HIV/AIDS. It is offered to enrich discussions among stakeholders at the local, district or other intermediate, national and international levels.  The principles and recommendations herein will remain open for revision, in order to reflect the ongoing dialogue and incorporate lessons learned from experience. 

The original draft of this document was distributed and discussed at the International conference on HIV/AIDS in July 2000.  This updated version could not have been written without substantive input from many colleagues, especially the hundreds of participants in the UNICEF and USAID sponsored Eastern and Southern Africa Regional Workshop on Orphans and Vulnerable Children; and the Second Zambian National Workshop on Orphans and Vulnerable Children, held in Lusaka in November 2000.

I.
SITUATION ANALYSIS

Millions of children and adolescents have already been orphaned by HIV/AIDS; tens of millions more will lose one or both parents to the pandemic over the next 10 years. The social and economic impact of AIDS will lead to the rights of hundreds of millions more children beingthreatened or violated. 

The impact of the rapidly increasing HIV pandemic combined with rising levels of poverty in many parts of the world, has significantly increased the number of orphans and children living in families and communities affected by HIV/AIDS. 

This increase in orphans and other vulnerable children is placing even greater stress on the already overburdened safety nets at community and family levels. The social costs of this crisis are not only high, but also long term. Even if no new HIV infections occur after the year 2001, in most countries HIV infection levels will remain high and the proportion of children orphaned will remain disproportionately high through at least 2030. In addition to parental death and the ensuing orphaning, as the impact of HIV/AIDS unfolds, the consequences are an increase in infant and child mortality rates, more infants born with HIV, and an increasing number of children living in households where a member is HIV-positive, being exposed to other infectious diseases and suffering the trauma resulting from caring for ill family members.

As the first line of response, families and communities themselves are bearing the brunt of the burden. As parents or caregivers become ill, children have to take on greater responsibilities for income generation, food production and care of ill family members. 
Fewer families can afford to access health services or send their children to school, particularly affecting girls, thereby increasing their vulnerability. 

Seeing their parents or caregivers become ill and die often leads to psychosocial stress, which is further aggravated by the stigma often associated with HIV/AIDS. In urban and rural areas, many children are struggling to survive on their own in child-headed households, and others have been forced to live on the streets. The consequences of this situation will be an increasing number of unprotected, poorly socialized and uneducated young people. It is known that such traumatization, even in relatively light form, in the absence of support, can have a long-term developmental impact in a person’s life

With the growing number of orphans, direct service delivery and direct support to all families as the primary types of intervention for the majority of orphans and children and adolescents made vulnerable by HIV/AIDS, becomes increasingly difficult as already scarce resources are stretched further. The impact of HIV/AIDS is thus also placing a tremendous demand on Governments to fulfil their obligations to ensure that the rights of all children are met. 

If the coping capacities of families and communities are not strengthened, Government and other direct service providers can be overwhelmed by the number of children slipping through these primary social safety nets Therefore, programme interventions will only have sustainable and significant impact on children’s vulnerability and well being, to the extent that they are able to strengthen ongoing capacities of affected families and communities to protect and care for vulnerable children.

Children live in households and communities.  It is here that human rights can either be realised or violated.  Members of families and communities have capacities that they use or can use to develop themselves and lay the foundations for the survival, development and protection of their children. It follows that sustainable and sustained strategies to ensure the realisation of the rights of orphans and other vulnerable children affected by HIV/AIDS should aim to build upon these existing capacities. 

HIV/AIDS, today, will have direct impacts on children and adolescents 15 to 30 years from now.  The indirect impacts experienced, such as increased aggravated poverty, reduced opportunities, decreased nurturing and support, and increased morbidity and mortality are much wider than HIV/AIDS-related illness and will extend for decades.  Interventions developed today must respond to the need for wide-scale, long-term efforts that address both the direct and indirect impacts of AIDS on children and adolescents.

Significant and very effective work has been undertaken by government and non-governmental organisations in developing initiatives to assist families and communities to care for and support  orphans and other vulnerable children affected by HIV/AIDS. However, the response to date has usually not been seen as a priority, and actions have been fragmented, uncoordinated and are dwarfed by the massive scale of AIDS' impacts. 

The most critical challenge currently facing governments, organisations, and communities seeking to assist AIDS-affected children is to develop responses that, collectively, match the same enormous scale of the crisis.

II.
PROGRAMMING PRINCIPLES

To accelerate a prioritised rapid expansion of action to the rights of orphans and other children made vulnerable from HIV/AIDS, the need for clear programming principles to guide collaborative action was highlighted at the XIII International AIDS Conference in Durban in July 2000. 

The process of developing these programming principles aimed to expand and enhance the global response by identifying such principles and building consensus around them into a broad vision of what can and should be done. Discussion around the use of the principles aims to expand and strengthen the circle of partners who will take up the responsibilities to make the vision of fulfilling and protecting the rights of orphans and children affected by HIV/AIDS a reality. 

The programming principles and programme actions derived from the principles are intended to serve as a resource to guide sound, effective action at local, district, national and global levels in the development and implementation of initiatives to address the needs of vulnerable children and adolescents in AIDS affected areas.

The current draft reflects the experience of many organisations and experienced individuals, but it is being distributed with the intention of soliciting even greater participation in its development.

III. OBJECTIVE OF PROGRAMMING PRINCIPLES
The objectives of the programming principles are:

To guide a rapid expansion of actions to strengthen the capacities of families and communities to respect, protect, and fulfill the rights of orphans and other children affected by HIV/AIDS and ensure their well-being  and 

To enable children and adolescents to better meet their own needs and understand and enjoy their human rights.
It must be clearly understood that achieving these objectives cannot be achieved solely by children, families and communities, without the commitment of resources and collaborative action from the village to the global level by governments, international organizations, religious bodies, the private sector, and all levels and sectors of civil society.

The Principles promote actions that are child-centred, family and community focused, and human rights based. 

IV. A HUMAN RIGHTS APPROACH TO PROGRAMMING FOR ORPHANS AND OTHER VULNERABLE CHILDREN

As members of the human family, all children have inalienable human rights and freedoms that are inherent to their dignity as human beings. As the international community has recognized in the United Nations Convention on the Rights of the Child, and other international agreements/instruments/documents, children are entitled to develop their abilities, personalities and talents to their fullest potential, to grow up in an environment of happiness, love and understanding, and to benefit from special protection and assistance.

A human rights based programming recognises children as rights holders and participants in actions affecting them.  They are not seen as mere recipients of services or beneficiaries of protective measures. They are entitled to be respected in their individuality and in their evolving capacity to influence decisions affecting their lives.

Thus, respect for children’s rights is not an option, favour or kindness, or an expression of charity.  It is a matter of entitlement: each and every child is entitled to have his or her rights respected, protected and fulfilled.

Children’s rights generate obligations and responsibilities that must be honoured. These obligations are not simply a question of abstract recognition by the law. They imply actions to create conditions in which all children can effectively enjoy their rights. For the rights of children to become a reality, entitlement implies benefiting from the actions of others – the State, the society, communities, and the family. 

Through ratification of human rights treaties, in particular the Convention on the Rights of the Child, governments have committed themselves to undertaking actions and creating conditions to ensure that children’s rights are respected, protected and fulfilled.

The Convention on the Rights of the Child recognises the essential role played by parents as the primary caregivers of the child. The Convention acknowledges the responsibilities, rights and duties of parents, legal guardians and others responsible for the child in ensuring the well being and development of the child. For its part, the State is required to provide appropriate assistance to parents and legal guardians to enhance their capacity to perform their child-rearing responsibilities.

In this light, the duties of the State are paramount, in creating an environment, including provision of services and direct support, to enable every family to be empowered with the knowledge, skills and resources to carry out their duties/obligations. The CRC also clearly specifies the responsibility of the State to provide special protection for a child who is deprived of his or her family environment.
Human rights based programming, guided by the Convention on the Rights of the Child, is an approach, which recognizes the primary role of the family in fulfilling children’s rights – through enhancing the capacity of the family to care for and protect their children.

	Programming for orphans and other vulnerable children from a rights perspective is based on guiding human rights principles and the foundation principles of the Convention on the Rights of the Child.

	Guiding human rights principles

	Accountability
	· Children are holders of rights and have special rights because of their developmental and vulnerable state.

· Children are social actors.

· States accept obligations and are accountable to respect, protect and fulfil the rights of children.

· Families are the primary caregivers and the protectors of children’s rights

· Governments, civil society, communities, families, parents and caregivers all have obligations to children.
 

	Universality
	· Each and every child has equal and inalienable rights, all the time, no matter where he or she lives.

	Indivisibility
	· All rights are equally important and are mutually reinforcing.

	Foundation Principles of the Convention on the Rights of the Child



	Best Interests of the Child
	· What the best solution for the child is must be the primary consideration in all actions regarding children. 

	Non-discrimination
	· All children have the same right to develop to their potential: regardless of race, colour, gender, caste, language, opinion, origin, disability, birth, family status or any other characteristic.

	Right to Survival and Development
	· Child development is a holistic concept.

· Access of children to basic social services is critical.

· Actions must be taken to provide special assistance to the most vulnerable or most in need. 

	Respect for the Views and Participation of the Child
	· The views of  the child are to be heard, respected and taken into account 

· Every child has the right to participate in decision-making processes that affect them.


V.
PROGRAMMING PRINCIPLES 

1.
Increase and strengthen families’ caring capacities through community-based mechanisms

Families and communities are the primary social safety nets for orphaned and vulnerable children, and to the extent possible, their capacities must be strengthened to minimise the number of children and adolescents who slip through them. Supplemental assistance and support services are needed, but they will be overwhelmed if families and communities are allowed to collapse.

In countries and regions at more advance stages of the HIV/AIDS epidemic, there are increasing stresses on the capacity of families affected by HIV/AIDS to provide care and support to ensure the rights of all children in their household are being met. In addition, and particularly in substitute families of households headed by younger or elderly people, there are limitations not only in time, but also in the knowledge and skills to provide care that will ensure the realisation of children’s rights.

The multiple roles of the child caregiver in also undertaking all domestic and household tasks needs to be analysed and appropriate actions developed to provide support. For example, within a community the provision of closer potable water sources closer to affected families can significantly increase the time that can be given for looking after children. 

One mechanism that has demonstrated impact in supporting families to provide care and protection are community-based day-care resource centres.  These often relatively informal centres help foster parents or parents in need of support by providing day care for children. They often also serve as centres for support groups; for counseling; for training in parenting skills; skills training programmes for older children, and a variety of other capacity development activities.  In some countries, these have been linked effectively with schools. 

While in most areas of the world, orphaned children have traditionally been cared for by members of their extended family; some children are cared for in foster families, by religious communities and/or in institutionalised centres, such as orphanages.  These centres generally do not adequately meet key developmental needs of children, and are in conflict with the right of every child to live and develop in a family environment. When children grow up without family and community connections, they are cut off from the support networks they will need as adults, as well as the opportunities to learn the skills and culture that children learn in families and in their communities. Orphanages and other similar institutions have often, unfortunately, not provided consistency of care, especially for younger children.  Where such institutions exist and/or are being considered, they must meet laws and regulations specifying standard for care and specific procedures for certifying or closing such facilities, time limits for institutionalization, and provisions to support placements within communities.

Economically, institutionalised care is also not financially feasible for the large and growing number of orphaned and other vulnerable children. In communities under economic stress, increasing the number of places available in orphanages or similar institutions has often led to more children being pushed from family care into these centres, where the material standards are seen as being higher than families can provide. This increases the scale of the problem and consumes resources that could be better utilised if directed towards strengthening family and community capacities to care for and support vulnerable children.  

However, institutional care can be helpful and is necessary in some cases where there is no other option, as an interim solution while a fostering situation is arranged.  Children in such situations should be reintegrated into the community as soon as a reliable caregiver can be identified.  

One alternative model for institutions has involved transformation of children’s homes into community-based resource centres. 

Programmes should affirm and reinforce family and community responses to the crisis. Efficient systems need to be developed and strengthened to monitor the status of vulnerable children in the community, and to identify and mitigate exploitation and abuse.

2.
Strengthen the economic coping capacities of families and communities

In nearly all areas affected by more advanced stages of the HIV/AIDS epidemic, the first line of response to protect the rights and address the needs of children are extended families.  Families show remarkable creativity and dedication in coping with the impacts of HIV/AIDS.  However, the scale of the pandemic is causing enormous strain on the traditional coping mechanisms of the extended family, eroding its capacity to care for those suffering from or left behind by HIV/AIDS.  Many of the strains results from economic problems within the family: through the loss of income earning due to parental illness, from the additional costs of looking after additional (orphaned) children or a combination of both. Therefore, it is fundamentally important to establish sustainable interventions within communities that respond to household economic needs. 

There are various ways to increasing economic resilience among poor households; ranging from elimination of school fees and other costs associated with schooling; reduction of medical and drug costs; provision of welfare assistance, food baskets, or similar material assistance; community cooperative work schemes (e.g., community harvesting); development of better roads to allow more efficient access to markets, etc… Many of these actions to strengthen the economic coping capacity come from support from within the community itself. 

Microfinance programmes have shown good potential for sustainable, cost-effective economic enhancement. Particularly in communities seriously affected by AIDS, microfinance programmes should not be seen as an intervention that is going to pull destitute households out of poverty, but to help poor households to increase income flow, increase food security and help cover health and education expenses.

3. Enhance the capacity of families and communities to respond to the psychosocial needs of orphans and vulnerable children, and their caregivers.

HIV/AIDS undermines then often destroys the fundamental relationships considered ideal to healthy family life and child development. Children suffer anxiety and fear during the years of parental illness, then grief and trauma when a parent dies. Less tangible than the violations of other rights that these children suffer, these psychosocial problems are rarely addressed in programmes, and yet can have long term impact on development. A child’s progression through basic developmental stages is jeopardised if HIV-related illness reduces and then ends a parent’s capacity to provide consistent love and care.  Development is also jeopardised if HIV/AIDS causes social isolation, stigma, discrimination or otherwise disrupts the experiences normal within a child’s community. If developmental rights are not fulfilled, a child may have difficulty relating to a care provider or other people and may demonstrate behavioural or psychological problems.


Children’s psychosocial difficulties are often compounded by silence.  In many cultures it is taboo to discuss an impending death for fear of making it happen.  Also, fear of being stigmatised leads some families to deny that an illness is related to HIV/AIDS or to forbid discussion of it.  In this climate of silence, children’s fears and questions about their own future are neither acknowledged nor discussed.  After the death of a parent, children’s grief is compounded if siblings are separated to live in different households or if new step-parents or guardians fail to provide nurturing care.  Such losses can cause invisible wounds that may never heal.  If these feelings of individuals in such situations are not understood in their social context, they often withdraw, resign, and isolate themselves.  It is therefore of great importance to provide preventative psychosocial support for children, so they are prevented from falling into such situations.  Failure to do so can result in a “second generation” of problems, possibly including alcohol and drug abuse, violent behaviour, suicidal tendencies, unwanted pregnancies, sexually transmitted infections, including HIV infection.

Effective measures to address psychosocial rights of children do not require separate programmes, but should be incorporated into other activities. They should involve community-owned efforts to promote the psychosocial well-being and social integration of vulnerable children and adolescents in general, as well as efforts to reach out to and provide emotional support to individuals who are isolated, withdrawn, or showing other signs of distress. A particularly appropriate response at the household level is for an ill parent and his/her children to develop a memory book with important family information and plans for the children's future.   Such succession planning is increasingly viewed as a key programme action.

Schools also must play an important role in psychosocial support. Schooling itself plays an important normalising and socialisation role for children. Furthermore, teachers have daily contact with children and when trained, can identify signs of distress, and provide appropriate emotional and psychosocial support.

Within programmes, ensuring psychosocial support to the caregivers of orphans and other HIV-affected children must also be addressed.  This implies sensitisation and training of outreach workers and community volunteer efforts.

4.
Foster linkages between HIV/AIDS prevention activities, home-based care, and efforts to support orphans and other vulnerable children: Develop multisectoral, mutually reinforcing programme strategies  

HIV/AIDS has an impact on all members of a household – infected adults, non-infected adults, adolescents and children. However, HIV/AIDS interventions have typically fallen into such categories as "prevention for youth", support for "home-based care," and "orphans programmes." Programmes that target children affected by HIV/AIDS are often undertaken in isolation from those that provide care to people living with AIDS or from programmes aimed at HIV prevention.  For example, support for home care of people living with HIV/AIDS is often done with a focus solely on the health of people who are ill, and not also on the economic, social and psychosocial rights of their children and families. 

Organisations and government agencies tend be organised around specific professional capabilities, but the HIV/AIDS-related problems that children and families are struggling with do not divide themselves into such boxes.  They are complex and interrelated and cannot be addressed adequately by any single intervention. In addition, integrated programming more effectively responds to the reality that the vulnerability of children in HIV/AIDS-affected households begins long before the death of the child’s parent(s) and continues after their death.
Children orphaned or otherwise affected by HIV/AIDS are often an increased risk of HIV infection, and as such, prevention components should be included within programming actions aimed at ensuring the realisation and protection of the rights of these children.  Additionally, there is evidence to suggest that programmes that focus on care for vulnerable children and people living with HIV/AIDS can be especially effective in HIV prevention activities. 

Providing care for children and/or adults affected by HIV/AIDS has the potential to stimulate a more realistic assessment of personal risk among community members and a better understanding of potential consequences for themselves and their families.  Many caregivers have subsequently begun to actively promote prevention messages as a result of their familiarity with the effects of HIV/AIDS and recognition of the urgent need to prevent additional sickness, death and orphaning.  Prevention messages that are conveyed by a family member, friend, or acquaintance are likely to have a greater impact on the recipient than messages conveyed by an unknown outsider. 

Integrating attention for children into the provision of care for those who are infected by HIV/AIDS facilitates earlier identification of these children and earlier action to assist them.  Therefore, where possible, it is advisable to link programmes of care and support for people living with HIV/AIDS and those that focus on the rights of children and adolescents who are affected by the disease, either by integrating them into a single intervention or by linking these related interventions to maximize coordination and complementarity. 

5.
Target the most vulnerable children and communities, not “AIDS orphans”

Responses to protect, respect, and fulfil the rights of children affected by HIV/AIDS should not single out “AIDS orphans”. Instead, programmes should direct services and community mobilization efforts towards communities where HIV/AIDS is making children and adolescents more vulnerable.  Poverty adds additional dimensions for consideration when focussing programme activities, as poverty increases vulnerability to HIV/AIDS, as well as the impact.

Targeting specific categories of children can lead to increased stigmatization and discrimination and increased harm to those children.  In addition, problems start for children and adolescents long before a parent dies because of AIDS.  The psychosocial distress and economic problems typically begin with awareness of HIV infection or illness. Within communities, assistance should be directed to the most vulnerable children and households, regardless of the specific cause of their vulnerability. 

Generally, it is the people who live in these communities, rather than an outside agency or organization, who are in the best position to determine who is at greatest risk and what factors should be used to assess vulnerability. Through the human rights approach to programming methodologies, the capacities of families and communities can be enhanced to identify children’s rights violated or at risk and to analyse the causes. 

Many community-based responses to children affected by HIV/AIDS have developed systems to identify and prioritise the children/adolescents most in need, but have not looked at this through a rights-based approach. While direct support for these children and their families is often provided, this approach has often lead to a shortcoming in addressing the underlying causes of vulnerability, by not fully identifying who are the main duty bearers at all levels in relation to those children, what are their obligations, and what support do they require to enable them to carry out these responsibilities.

6.
Give particular attention to how gender roles make a difference
Much of the burden of caring for people living with HIV/AIDS and of orphans falls upon women and girls.  When illness strikes a family or children are orphaned, very often it is the girls who are forced to drop out of school, care for younger siblings, and take on adult tasks. Efforts to ensure the fulfilment of the right to education of vulnerable children, should give particular attention to girls in these circumstances and along with time-saving interventions, adopt practices such as amending teaching times that will allow them to go to school. 

Usually because of their social status, girls and women have an increased vulnerability to sexual abuse and exploitation, and also often lack the skills or the power to make and enforce their own choices regarding sex, making them more vulnerable to HIV infection. Orphaned girls, or girls living in otherwise HIV-affected households are additionally vulnerable, and programme interventions to protect girls from abuse and exploitation and HIV infection need to be considered.

Women are often discriminated against by the laws in their country that do not allow them to own land or for widows to inherit land or property. Such laws and policies – along with the systems for the administration of justice - should be changed to ensure and protect basic rights of women and girls. 

It is recognised, but often not practiced, that men must assume greater responsibility in providing care. This often requires a societal environment shift that allows men to feel comfortable in assuming this role, and also training and skills building of men in many caring practices

7.
Involve children and adolescents as “Part of the Solution” 

Interventions to address the needs of children affected by HIV/AIDS should be developed with attention paid to the risks and needs of infancy through adolescence. Interventions should include emotional, economic, educational and social support, as well as health promotion. Children and adolescents are important and valuable resources and should be involved in such interventions mitigating the impact of the disease in their communities. They can be an essential “part of the solution” - providing support to each other, to younger children, and to those who are ill as a result of HIV/AIDS, as well as influencing behaviour change among peers and within the community. 

Actively acknowledging and supporting the potential contribution of adolescents in efforts to improve their own lives and the lives of others – children and adults – can build self-esteem, efficacy and can encourage them to adopt safer behaviours, as well as cultivate concrete skills that can contribute to future self-support.  The involvement of young people in providing psychosocial support is a way of engaging them in care activities.  Such involvement increases “caring solidarity,” which may lead towards preventive behaviour changes.  

Hopelessness and sense of powerlessness are two of the biggest obstacles to effective prevention efforts.  Enabling young people to gain more control over their lives and to develop hope for a worthwhile future increases the likelihood that they will chose behaviours that will enable them to avoid HIV infection.  Furthermore, gaining such control often enables young people to act on their choices.  

Children in affected households (i.e. with chronically ill caregivers/parents) should be able participate in decision-making processes regarding fostering.  This is integral to succession planning, including memory books, which try to help HIV-positive parents give their children the support they need and to prepare for the future. In addition, through this process inheritance rights are less likely to be violated.

8. Strengthen the role of schools and education systems 

The education system and schools have a key role to play in ensuring the protection, care and support of orphans and other vulnerable children.  Schools are often the only state institution in every community, and are in daily contact with most households. 

Schools need to take a much more active role in seeking out children who are not in school and assume responsibility for finding solutions to ensure that all children are in school. This infers that the head teachers/principals must not only manage the school, but also work with community leaders and organisations to identify children out of school and identify solutions to ensure those children can have their right to education fulfilled. Schools should also become more child-friendly; in physical structure (e.g. latrine facilities for girls and boys separated) and in ensuring higher quality and relevant learning.  

Education systems can also serve to promote the involvement of children in building and reinforcing community capacities to prevent HIV infection, and to provide care and support for affected children and families. For example, solidarity clubs within schools with activities such as outreach HIV peer education with young people not in school. Students could receive examination credits for community service such as child minding, home-based care, and providing basic labour (household cleaning, carrying water/firewood, etc…) for affected families.

The school itself, with its physical infrastructure and human potential resource (teachers, students, and parents) can also be transformed to community resource and information centres: providing training and skills development for caregivers and families; collecting and monitoring the status of children’s rights within the community (community information system), etc…

9.
Reduce stigma and discrimination
From its earliest stages, the HIV/AIDS epidemic has been accompanied by fear, ignorance, and denial, leading to stigmatisation of and discrimination against people with HIV/AIDS and their families.  Because of their status as orphans or affected by HIV/AIDS, many children and adolescents also experience stigma and discrimination, often made worse by the violations of basic rights and increased poverty they experience as a result of the death of one or both parents.  

Stigma and discrimination increase the pain and suffering already experienced by those who are affected by HIV/AIDS, and often threatens the effectiveness of prevention and mitigation efforts.  Fear of being identified as a person living with AIDS often keeps people from seeking treatment and care, discussing prevention, changing unsafe behaviour, and supporting care for people with HIV/AIDS and their families.  Specific efforts to address and reduce stigma and discrimination must be an integral part of all care, support and prevention activities. The work of religious leaders and organisations in reducing stigma and discrimination at community level has proven highly effective in many countries.

Broad-based actions at national, district or other intermediate levels, and local levels to reduce stigma, discrimination and fear will ultimately provide a more conducive environment for the protection and care of HIV-affected children and the realisation of their rights. Such environments could also be instrumental in reducing the separation of sibling from HIV/AIDS affected families.  It is also important to support children facing stigma and discrimination to cope with their situation.  Through positive action they are able to reduce stigma and discrimination themselves.
COLLABORATIVE PROGRAMMING PRINCIPLES

10.
Accelerate learning and information exchange

Response to the impacts of the HIV/AIDS pandemic is still at a developing stage.  Knowledge and practice in the field are constantly evolving.  Governments, donors, NGOs and community groups need better information about the most effective ways to intervene and how to achieve quality coverage that addresses the massive scale of needs. Future efforts to wisely use the resources that are available must incorporate lessons learned from current efforts through systematic monitoring, evaluation, and research.  Commitment is needed to identify the types of rights-based approaches that are most effective, efficient, and sustainable; to identify the conditions under which they are most appropriate; and to share lessons learned with local and with global partners in this effort. In addition, it is through linkages and networks, facilitated cross-site visits and other methods that support exchange of information that programmes have the opportunity to learn from each other’s successes and failures.  Examples abound of model programmes that have contributed to the development and implementation of successful activities.

11. Strengthen partnerships at all levels and build coalitions among key stakeholders 

The impact of HIV/AIDS on children, their families, and their communities is far too large and complex to be addressed without the co-ordination and collaboration of stakeholders at local, district or other intermediate, national, and global levels. Resources that could be used to respond to these impacts, often scarce even in the best of times, are being severely depleted by the expanding crisis.  No single action or actor can effectively address these impacts on its own. Consequently, programmes to assist children and families affected by AIDS must seek to involve government, NGOs, community- based organisations, religious bodies, donors, business, and others in broad initiatives of community action.  By working together, they can bring enough effort and resources to bear on problems to make a difference. Good examples of such collaboration may be observed among the many grassroots groups and impoverished communities that have come together to use their own resources to support orphans and other vulnerable children.

12. Ensure that external support does not undermine community initiative and motivation

Programme interventions with HIV/AIDS affected children and communities must take into account the long-term nature of AIDS-related problems and impacts.  Interventions developed today must respond to the need for wide-scale, long-term efforts that address both the direct and indirect impacts of AIDS on children, families and communities.

Serious concerns have been raised in some countries that new, donor-driven efforts will take the place of local efforts and that donor support will not continue over the long-term. Large amounts of funds or material assistance can change the nature of the community solidarity and motivations that usually drive local initiatives. This becomes a problem if the external assistance ends, or if local organizations shift programmatic focus due to donor-driven funding conditions and priorities. While there is usually a need at the community level for some basic material or funding resources, this type of support must be paired with efforts, including training and technical assistance in organizational development and resource mobilization that will enable participants to continue to make a difference after shorter-term funding is no longer available.  

When donors or organizations are prepared to provide limited amounts of support for many years, it is possible to develop effective, ongoing partnerships with community-owned groups whose commitment is not based on the availability of outside assistance.  Central to the provision of external support must be the recognition that families, communities and the children themselves are at the front-line of the response, demonstrating enormous capacity to care for and support vulnerable children and adolescents in AIDS-affected areas. It is imperative that governments, donors, non-governmental organizations (NGOs) and religious organizations focus on strengthening and supporting these ongoing efforts of families and communities.  Community ownership is of paramount importance.

PROGRAMME ACTIONS
The Programming Principles are mutually reinforcing elements that promote programmes that are child-centred, have a human-rights approach and are family and community-based. As such, programme actions undertaken should have derived from a process in which communities themselves undertake a process of assessing the situation within their community and then analyse the violations of rights and related problems. This human rights approach thereby focuses not only on a good outcome, but also a strong process.

Within the human rights approach to programming, a seven step analytical process is used. This proceeds in a logical manner from the underlying concepts of children’s rights; through identifying the problems and their causes; identifying the key actors (duty bearers) and their roles, capabilities and the resources available; and development of a goal, strategies and actions.

	Human Rights Approach to Programming



	1. Children’s Rights:  minimum  standards


	What Should Be the situation of children!

	2. Assessment 


	What Is the situation of children?

	3. Identification of Priority Problems


	What are the Rights Violated or at Risk?

	4. Causality Analysis


	What are the causes at all levels of the rights violated?

	5. Duty bearer – role analysis


	Who are the major duty bearers; what are their obligations?

	6. Capacity and resource analysis
	Do the duty bearers have the capacities to undertake their obligations?

What are the existing and potential resources that these duty bearers have?



	7.Defining Goal, Strategy and Actions


	What is to be achieved? What actions must be undertaken, by whom, and how. 


The Programming Principles serve to guide and catalyse expanded and more effective programming. Deriving from the principles are a number of potential activities that could be considered for possible action/implementation, following the processes of assessment and analysis.

1. Family and community levels 

· Develop and implement programmes to help HIV-positive parents fulfilling their roles as long and as well as possible. 

· Enable children, whose parents are ill, to express their fears and concerns about their parents’ illness and their own future. Encourage parents to talk to their children about the illness and plan together for the future (succession planning).

· Strengthen the capacity of existing community-owned responses.  Assist extended families and communities in providing consistent support to children and adolescents.

· Draw on traditional ceremonies and local cultural practices and knowledge to address grieving and promote social integration.

· Train teachers to recognise and respond supportively to withdrawn or disruptive behaviour or changes in academic performance that can result from distress over the illness or death of a parent.

· Encourage and support communities to conduct psychosocial support activities, such as structured recreation, art, cultural and sports activities that provide life skills to enable orphans and other vulnerable children and adolescents to integrate socially, build confidence, trust, and self-esteem.

· Organise regular home visiting for orphans and children whose parents are ill.

· Provide local appropriate counselling services (e.g. group counselling) for children who are not responsive to community-based interventions.

· Systematically mobilise and support community-owned responses to the needs of children and families affected by HIV/AIDS, with emphasis on the greater involvement of people living with HIV/AIDS.

· Support community ownership as a key to sustaining effective responses by ensuring

· that communities are able to identify their greatest concerns and respond to these,

· rather than to an externally defined agenda.  There is a need to facilitate community

· care processes and plan the supportive role of NGOs at the onset.

· Target social assistance to families in need, not just those grappling with AIDS, as a

· way of ensuring equity and discouraging discrimination against orphans and others

· affected by AIDS.

· Ensure that interventions benefit as many vulnerable children and adolescents as

· possible, given the limited resources available. 

· Identify, implement, and evaluate models for scaling up and scaling out community approaches. 

· Ensure monitoring and evaluation to maximise project quality and coverage.

· Encourage activities that engage and empower adolescents to ensure they are part of the solution. 

· Encourage co-operative problem-solving and support information exchange among communities.

· Incorporate HIV prevention and care for children and adolescents affected by AIDS into related community development programmes

· Encourage information exchange, and actively develop collaboration among stakeholders to maximise the impact of limited resources.  Facilitated program to program visits, or study tours, are good practice for information exchange

· Utilise monitoring, evaluation, research, and information exchange to generate Lessons Learned and Good Practices.

· Increase women’s access to credit, income-generating activities and property, including land. In many cases, such action will require changing laws and policies regarding inheritance and property ownership. 

· Enable vulnerable children to return to and/or stay in school.

· Enable caregivers and child household heads access to guardianship funds.

· Increase young people’s and caregivers’ access to microenterprise and vocational

· training and credit.

· Protect the property and inheritance rights of widows and orphans.

2.
National level

Advocacy and social mobilisation

· Actively combat discrimination.  Raise the visibility of AIDS while combating shame and stigma.

· Raise public awareness of the nature of the crisis and mobilize resources locally and internationally.

· Encourage the full participation of communities in all aspects of the response to HIV/AIDS.  Ensure that people living with HIV/AIDS and those caring for them are involved at every step – including in planning, implementation, monitoring and evaluation.

Policy reform

· Undertake analysis and reform of relevant national policies. Comprehensive strategies are needed to guide national policies involving children and adolescents affected by HIV/AIDS.  These strategies define the role of government and other stakeholders supporting the coping capacity of individuals, families, and communities, and providing essential protection through laws, policies, and action.

· Develop priority national policies in support of HIV prevention and mitigation of the impact of AIDS.  Focus on protecting younger children and girls and on providing young people with effective education on HIV/AIDS and on related reproductive health issues.  Encourage effective prevention programmes involving peer educators.

· Mobilise widespread support for the struggle against AIDS and establish frameworks linking efforts of government and civil society including religious organisations, non-governmental organisations, the private sector and communities.

· Ensure access to education for both girls and boys, especially for girls, by introducing specific measures such as subsidies, scholarships and the provision of alternative avenues for high-quality education, such as community schools.

· Reform the education sector to respond better to the needs of orphans and their communities.  Traditional approaches to education need to be altered to make schools more participatory and responsive to the everyday needs of students and more relevant to their lives.  It is essential that schools help students acquire skills (e.g. psychosocial coping, grief and bereavement issues to be more relevant to their lives and societies re-shaped by HIV/AIDS) that can enable them to make informed decisions and avoid risks.  Teacher training and support is pivotal to this effort.

· Reform the health sector to emphasize HIV prevention and the expansion of quality health care services that can address the needs of children and communities affected by AIDS.

· Introduce and enforce laws that realize the rights of children and women, emphasizing the best interests of the child.  Focus on child protection issues such as child abuse and rape, children in commercial sex work, exploitative child labour, juvenile justice, and children and women who lack secure tenure and are denied property ownership.

· Reform social welfare in countries with higher HIV prevalence to focus on community mobilization towards enabling local social safety nets. rather than dealing with individual casework style interventions.

· Identify, analyse, refine, and monitor the implementation of a range of policies, regulations, and laws that impact children affected by HIV/AIDS.  Key aspects to consider include: 

· Universal birth registration
· Enactment and enforcement of laws ensuring women the right to own property;
· Protection of the inheritance rights of orphans and widows;

· Protection of children against neglect and abuse (physical, sexual, and emotional);

· Prohibition of exploitative and harmful child labour;

· Availability and accessibility of social welfare support;

· Regulation of institutional facilities caring for children;

· Elimination of barriers to vulnerable children continuing their education; 

· Improved access to quality education and information about sexual and reproductive health;

· Protection and support for street children. 

· Prohibit discrimination in health care, schools, employment, or other areas based on actual or presumed HIV/AIDS serostatus.

· Regulate and support the placement and guardianship of children who lack adequate adult care.

Monitoring and evaluation 

· Identify, assess and document successful community-based initiatives with a view to expanding them into effective national or inter-country programmes.

· Monitor the impact of HIV and AIDS on children and families at all levels and use the information gathered to take targeted actions.

· Equip communities to monitor the local impact of the epidemic, facilitate action and evaluate interventions.

· Establish supported surveillance sites for ongoing orphan reporting to have quality data  from selected sites and use demographic projections for national figures.

· Facilitate access of minors heading households to funds and other state social safety nets.

3.
Global level
· Build consensus on the urgency to address the impact that AIDS will continue to have on children, adolescents, families, communities, and the broader societies in which they live. 

· Increase commitment among governments, donors, the private sector and international organisations to act comprehensively and quickly to mitigate the impacts of AIDS on children, adolescents, and their families.

· Build consensus on principles and approaches to support the development and implementation of initiatives that will increase the well-being of children and adolescents, based on the need for large-scale, sustainable efforts that recognise the vast numbers and long-term effects of increased proportions of orphans and vulnerable children and adolescents in AIDS-affected areas. 

· Support the development of networks to facilitate the sharing of technical and financial resources at global, regional, national and local levels. 

· Promote consideration of the needs of children and adolescents affected by HIV/AIDS, and the impact of their vast numbers, in the development and implementation of HIV/AIDS prevention and mitigation efforts at global, regional, national, district/other intermediate, and local levels.

· Ensure that development programmes in all sectors, especially in countries heavily affected by HIV/AIDS, give attention to the rights and special needs of orphans and vulnerable children and the long-term impact of vast numbers of children and adolescents affected by AIDS on current and future development. 

· Reinforce the spirit of true collaboration as all concerned unite to meet the challenges of the AIDS pandemic. 

Unicef New York

April 2001




The risk of acquiring HIV from breastfeeding


4 – 6% in the first 6 months


(0.7 – 1% per month in the first 6 months)


3.2% per year, up to 2 years


0.2% per month at 2 years






























































Zambian principles





Orphans must not be targeted in isolation from other vulnerable children


Siblings should remain together


Children should, as far as possible, remain in their homes or communities of origin


Caretakers must be supported through skills training in income generating activities and child care skills


Development of communities is invariably a greater priority for communities, and programmes focusing on vulnerable children must ideally be linked to development programmes


Communities must provide support systems for both children and their caretakers


Criteria must be developed at community level for identifying the recipients of aid


NGOs should work through local CBOs


In the delivery of child-centred programmes, links to other service or care programmes catering for the sick, the elderly, the handicapped etc are invaluable


Use must be made of locally recruited co-ordinators and volunteers who must receive appropriate training and supervision


Responses must facilitate the provision of both direct and indirect aid packages


Support which benefits the entire community is preferable


State resources must be made user-friendly 





The laws affecting children are the:





Age of Majority Act No.57 of 1972


Basic Conditions of Employment Act No.75 of 1997


Births and Deaths Registration Act No.51 of 1992


Child Care Act No.74 of 1983


Child Care Amendment Act No.96 of 1996


Children’s Status Act No.82 of 1987


Choice of Termination of Pregnancy Act No.92 of 1996


Correctional Services Act No.8 of 1959


Guardianship Act No.192 of 1993


Health Act No.63 of 1977


Intestate Succession Act No.81 of 1997


Maintenance Act No.99 of 1998


Mental Health Act No.18 of 1973


Natural Fathers of Children born out of Wedlock Act No.86 of 1997


Domestic Violence Act No.116 of 1998 


SA Schools Act No.84 of 1996


Sexual Offences Act No.23 of 1957


Social Assistance Act No.59 of 1992


Welfare Laws Amendment Act No.106 of 1997














Proposed charter of children’s health rights - rights related to HIV/AIDS





Non-discrimination on the basis of HIV status


Equal access to health care services


Access to termination of pregnancy


Provision of HIV/AIDS prevention and health promotion information


Confidential access to contraceptives (regardless of age)


HIV testing only when it is in the child’s best interests (and with informed consent)


Confidentiality regarding HIV status


The right to be treated with dignity, regardless of health status


Access to treatment of an acceptable standard


Protection against female circumcision and other harmful traditional practices


An accessible complaints procedure


The right to use alternative health care 
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