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Abstract

The purpose of this dissertation is to explore the issue of the care of HIV/AIDS affected
children, with particular focus on Ethiopia. The study focuses on community-based
care aimed at promoting the health and well-being of HIV/AIDS affected children and

ways in which these approaches can be strengthened.

The dissertation consciously maintains a broad view of such children who are not only
orphaned but those whom are living with HIV/AIDS affected parents. For it is the latter
category of children whom are often in an even more vulnerable position, faced with
the burden of care for their sick parents in addition to the many pressures and
responsibilities that befall these children at such an early age. It is guided by the

following research questions:

1) What are the psycho-social, financial and material needs of HIV/AIDS affected
children?
2) What community structures are in place to help meet these needs?

3) How can current efforts be strengthened?

A qualitative and interpretative approach has been taken to answer these questions,
taking the case of an Ethiopian NGO'’s activities in Dire Dawa to illustrate a possible

model of the approach.

The main findings of the study emphasise the need for a holistic approach when
addressing the needs of HIV/AIDS affected children and the needs of those who care
for them. This dissertation argues, that it is only by addressing the key issues of
health, education and income generation in an integrated way, and empowering and
building the capacity of communities, that these communities can properly and
sustainably care for the health and well-being of their most vulnerable children. Finally,
the implications of this approach for this particular NGO and, by extension, for those

working in similar circumstances are considered.
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Chapter 1: The problem in context

This dissertation is concerned with the needs of HIV/AIDS affected children. It
examines the different approaches to caring for these children - particularly with regard
to community-based care - in Dire Dawa, Ethiopia, and makes suggestions for how

this care might be strengthened.

1.1 The impacts of HIV/AIDS on children
1.1.1 Children affected by HIV/AIDS on a global lev el

On a global level, 39.4 million people were living with HIV and 3.1 million died from
AIDS in 2004 — higher than any previous year (UNAIDS 2004). Those infected are not
the only ones who suffer the consequences of this disease: in 2002, UNICEF,
UNAIDS, and USAID identified that at least 13 million children under 15 years had
experienced the death of one or both parents due to AIDS, and predicted that the
number could rise to 25 million by 2010 (Birdthistle 2003). Children whose parents are
sick or have died from the disease are left vulnerable and facing the burden of
providing care, financial support, and coping with life after the traumatic loss of a loved
one. 90% of those affected by HIV/AIDS live in low or middle-income countries and
sub-Saharan Africa remains the worst affected region: 64% (25.4 million) of all people
with HIV at the end of 2004 lived in Africa (UNAIDS 2004) and more African children
have been orphaned by AIDS than anywhere else (UNICEF 1999).

1.1.2 HIV/AIDS affected children in Ethiopia

Ethiopia is ranked 7™ in the world of those countries worst affected by HIV/AIDS. This
is due largely to its high population of 71 million people - the second highest population
in sub-Saharan Africa (CIA 2004). In 2004 alone, approximately 1.5 million people in
Ethiopia were living with HIV/AIDS - of which 96,000 were children - and 115 000
adults and children died from the disease (Ethiopia MOH 2004). An estimated 539,000
Ethiopian children were orphaned in 2003 (Ethiopia MOH 2004).



Ethiopia is one of the poorest countries in the world (ranked 170 out of 177 countries in
the UNDP Human Development Index for 2004 (WFP 2004) with $700 GDP per capita
(CIA 2004). It is therefore one of the countries least able to find the resources to help
tackle the AIDS epidemic. The health system in Ethiopia falls far short of providing
adequate care for the country’s population. The effectiveness of prevention and patient
care/support programmes has been hindered by poverty, war and displacement,
political problems, gender inequities, and traditional beliefs and practices (Kloos and
Mariam 2000). These obstacles have increasingly fuelled HIV/AIDS infection in
Ethiopia (Banteyerga 2004) to the extent whereby, currently, more than a third of
government health-spending in Ethiopia is attributed to the treatment, care and support
related to HIV/AIDS (Ethiopia MOH 2004).

Furthermore, the cost of the drugs required to control HIV/AIDS go beyond the means
of the majority of the population, 50% of which is below the poverty line (CIA 2004).
Ethiopia is on the verge of wide-scale catastrophe, for it's HIV/AIDS prevalence rates
remain at 12% (UNAIDS 2004) and so, since the need for treatment, care and support
will continue to increase, the worst is yet to come. In view of this predicament, Ethiopia
represents an example of the challenges faced by many countries when problems
caused by HIV/AIDS are combined with poverty, and the need to explore the
measures that would be both cost-effective and successful in dealing with the affects
of HIV/AIDS.

1.1.3 The complex impacts of HIV/AIDS

HIV/AIDS is debilitating in its affects from an individual and household level, to
communities and entire nations. Those who are worst affected are mostly in
developing countries such as Ethiopia, whose limited resources are struggling to cope
with increased pressures on health services and loss of a productive workforce. The
most vulnerable are those who are already the most disadvantaged — those in abject
poverty who can barely afford to supply their families with food each day, let alone
cope with the loss of the main productive workforce, or afford the medication that could

prolong their lives.



The major social impacts on household, communities and entire countries such as
Ethiopia are the loss of carers and the loss of income generators. This leaves the old
and the young, who rely on this support, particularly vulnerable. The main carers in
Sub-Saharan African are women. But increasingly, as the number of girls and women
infected by HIV/AIDS rises to 57% of all those infected in sub-Saharan Africa (UNAIDS
2004), grandparents are finding that, rather than being taken care of in old age, they
are facing the task of caring for their young grandchildren. More worryingly, children
themselves are becoming carers to their parents whom are ill or dying from AIDS-

related diseases.

The sheer numbers of children involved overwhelms traditional coping mechanisms of
communities who lack the resources to support them on such a large scale. Thus,
many of these children receive no external support and have little knowledge regarding
care. With their parents no longer generating an income, these children are forced to
drop out of school and forgo their education and investment in their future in order to
find ways of earning money to support their siblings. The work that these children do
find tends to be low-skilled, poorly paid, may be physically demanding and/or the child
may find themselves in dangerous situations. Many end up begging on the streets with

few prospects, struggling both financially and psycho-socially.

1.1.4 The long term impacts

In the wider context, the growth of the population of HIV/AIDS affected children —
particularly orphans — and their tendency to live in poorer households with less
schooling than their non-orphan counterparts, could have lasting, detrimental impact
on the demographic outlook of many African countries and further slow African growth
(Case 2002). The long-term impact will be social as well as economic: cultural
traditions, acceptable social behaviour and parenting that have traditionally been
learned from adults will be lost. The absence of education for those HIV/AIDS affected
children who are forced to drop out can severely undermine the future prospects of a
child’'s income status, health and well-being. As Kloos and Mariam forewarn,
‘HIV/AIDS now poses the foremost threat to Ethiopia’s development, and its future

depends on responding to the epidemic fast and forcefully’ (2000 p14). Therefore,



there is a real need to identify how countries such as Ethiopia can effectively support

these children by tackling these issues now and in the future.

1.1.5 What can be done?

In developing countries such as Ethiopia where health care systems are desperately
stretched, there is additional, deep involvement of non-government organisations
(NGOs). In both government and non-government initiatives, there are currently two
broad categories in the approach to care of HIV/AIDS affected children: institutional
care and household- or community-based care. The more traditional approach,
institutional care has been in the form of children’s homes or orphanages. This form of
care became well established during the widely publicised famines of the 1980s,
although it is no longer the preferred option of care for a variety of reasons.
Institutional care is not only a costly means of caring for a child, but fails to meet a
child’s psycho-social needs (Richter 2003, Deininger et al 2003). In these homes
children are often segregated from the rest of the community and lack the emotional

support that is found in a smaller, family environment.

Community-based care involves the care or adoption of a child by a living parent,
extended family, a child-headed household or a non-relative. It has been found to be
an effective approach to care for the large number of HIV/AIDS affected children -
orphans and non-orphans - both socially and financially (Subbarao and Coury 2004).
Although these families often suffer from poverty themselves, the capacity of existing
community and support networks can be strengthened in order to provide the best
possible care for HIV/AIDS affected children. This study will seek to identify how
effective community-based care is in meeting the needs of HIV/AIDS affected children

and how the approach could be further improved.

1.2 Justification

The importance of considering the situation of HIV/AIDS affected children is
demonstrated by both the projections of numbers of orphans and the inadequate

caring mechanisms and structures that are currently in place to support them (Skinner



et al 2004). Much valuable work and research has gone into treatment of the disease,
prevention and awareness-raising. By comparison, relatively little has been done
regarding home-care and support for those infected and their carers, who are often

children.

Internationally, there are a broad range of initiatives that provide care and support for
HIV/AIDS affected children. However, as the authors of a recently published World
Bank report noted in regard to these children, ‘there is as yet no established “blueprint”
for action’ (Subbarao and Coury 2004). Whilst this dissertation does not offer the
solution, it does aim to see what directions on some key issues of policy is indicated by

the experience of one community-based programme.

1.3 Research guestions and approach used

The purpose of this study is to address three key research questions. The first is to
identify what the psychological, social and financial needs of HIV/AIDS affected
children are. The second is to identify what community structures are in place to help
meet these needs. Finally this study will identify how current efforts might be
strengthened. These questions will be addressed by focusing on the specific needs of
children in a community that captures many of the issues facing Africa. The Ethiopian
NGO Jerusalem Children and Community Development Organisation (JeCCDO) is
one of the leading development organisations in Ethiopia working to support HIV/AIDS
affected children and their families in urban communities through sustainable
development projects. JeCCDO works with the community of Kebele 12 — the poorest
area in Dire Dawa, Ethiopia - where the people not only face the complications
described above, but with JeCCDO'’s support, have also adopted a community-led
approach to alleviate poverty and meet the challenges of caring for HIV/AIDS affected
children. This provides a good case study for investigating the effectiveness of this

approach.



Research questions:

1) What are the psycho-social and financial needs o f HIV/AIDS affected

children?

2)  What community structures are in place to help m eet these needs?

A qualitative interpretative approach has been taken to address these research
guestions. Data have been collected from semi-structured interviews with key
individuals and groups (JeCCDO staff, staff from other organisations working in this
field, and people affected by HIV/AIDS), from classroom participatory drawing
exercises, and documents and records. The collection of data from multiple sources
allowed for evidence to be triangulated, giving a more rounded interpretation of the
issues. Data was used to develop the case study of JeCCDO’s work with HIV/AIDS

affected children in Dire Dawa.

1.4 Organisation of the dissertation

This dissertation begins with an introduction in chapter 1 to the complex problems
caused by HIV/AIDS and its affects on children. Chapter 2 reviews the literature
relating to the needs of HIV/AIDS affected children and Chapter 3 examines
community-based approaches to caring for them. These issues are explored further in
the field study of an Ethiopian NGO’s work, the approach to which is explained in
Chapter 4, and the findings presented in Chapter 5. Finally, Chapter 6 reflects on the
findings, looking at the approaches to community-based care that JeCCDO takes and
suggesting possible ways of strengthening these for both JeCCDO and similar

organisations.



Chapter 2: Review of research on the needs of
HIV/AIDS affected children

2.1 HIV/AIDS affected children

Before exploring the needs of HIV/AIDS affected children, it is worth clarifying what is
meant by this term. Much of the literature still refers to ‘Orphan and Vulnerable
Children’, or ‘OVC'. This is another term that was originally coined around the
predicament of children and HIV/AIDS. However the focus — at least in academic
studies - has tended to be on orphans rather than all vulnerable children (Skinner et al
2004, Barnett & Whiteside 2000) perhaps because ‘orphaning remains the most
visible, extensive and measurable impact of AIDS on children’ (UNAIDS/UNICEF
2004, p4). Moreover, OVC seems to have become an even more general term in the
field, applying to all orphaned and vulnerable children, be it through HIV/AIDS or other

circumstances.

However, a child experiences emotional, educational and physical setbacks long
before they are actually orphaned by AIDS (Gilborn et al 2001). Thus ‘HIV/AIDS
affected children’ is an all-encompassing term that applies to children whose well-
being is undermined by the impacts of HIV/AIDS. The children themselves may be ill
with HIV/AIDS, though this will not be the primary focus of this study. This dissertation
will focus on children who are affected by their parents’ illness at any stage: early on,
when their parent is diagnosed as HIV positive, when their parent is ill with HIV/AIDS
and later, when they are orphaned by AIDS. There is rather a bias in current literature
on the predicament of AIDS orphans rather than HIV/AIDS affected children, which this

dissertation will seek to correct.

The scale of this problem is indicated in a report to the World Bank which estimated
that the number of AIDS orphans in Africa was an estimated 12 million in 2000 rising to
a projected 35 million in 2010. Already in some countries these represent 15-17% of
the population (Subbarao et al 2001). The figures for HIV/AIDS affected children are
even less precise but are often calculated as at least twice the figures for the number

of orphans. In Ethiopia there are an estimated 539,000 AIDS orphans (Ethiopia



Ministry of Health 2004) and so, conservatively, well over one million children affected
by AIDS.

Children affected by HIV/AIDS are vulnerable in almost all aspects of their lives
(Richter 2003, Williams 2000), including increased malnutrition, lack of immunization
and health care, lack of schooling, early entry into paid or unpaid labour, loss of
inheritance through “property-grabbing,” homelessness, early marriage, exposure to
abuse, and increased risk of HIV/AIDS for the children themselves (Hunter and
Williamson 1997; Gilborn et al 2001). Each of these effects can contribute to another

and they are inter-related in a variety of ways, as is illustrated below:

Figure 1: Diagram showing the interconnected proble ms created by HIV/AIDS among

affected children and families

HIV infection

v

Increasingly serious illness — P Children become care providers

i Psychological distress

Economic problems ?
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—  Children withdraw from school _ _
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vov vy

Increased vulnerability to HIV <
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Lippincott, Williams & Wilkins, cited in Foster & Williamson, 2000

For clarity, the following analysis of the impact of parents having HIV/AIDS on their

children and the needs which arise from this impact will be organised under three



headings: financial and material effects; educational impact; and psycho social
welfare. These are however interdependent in many ways and it is, therefore, a
recurring theme in this dissertation that the health and well-being of a child needs to be

approached from a holistic or multi-pronged perspective.

The notion of ‘health and well-being’ of HIV/AIDS affected children is also viewed
holistically, focusing more on the ‘positive’ approach to the concept of health but not
excluding the ‘disease-focused’ interpretation (Tones and Green 2004). Thus, this
study will draw upon the WHQ'’s Ottawa Charter (1986) definition of health, of reaching

‘a state of complete physical, mental and social well-being'.

2.2 Financial and material effects and needs arisin g from these

Most obviously, the sickness or death of a parent through HIV/AIDS threatens the
livelihood of their children - especially since many of those afflicted are economically
active and the main breadwinners for the family. Asset selling to provide necessary
health care, loss of income earning, and debt incurred to pay for funeral costs may
deplete all current household reserves leaving a family ruined (Richter 2003). Studies
in urban households in Cote d’'lvoire, for example, show that when a family member
has AIDS, average income may fall by 60%, expenditures on health care quadruples,
savings are depleted, and families go into debt to care for sick individuals. Food

consumption has been found to drop by 41% in orphan households (UNICEF 1999).

This loss of income is in many ways the most fundamental effect since it impacts
potentially on children’s nutrition (Zavriew & Brown, 1994; Deininger et al, 2003,
Ainsworth and Filmer 2002), their access to health care, their education (see 2.3
below), possibly their accommodation and their general welfare. Children may
themselves have to find work at an early age or resort to begging (Richter 2003,
Deininger et al 2003), sometimes to prostitution, and consequently become exposed to
abuse and to HIV/AIDS infection themselves (Carr-Hill et al 2002).

In some cases parents’ loss of employment or income comes even before they are
incapacitated by the disease. In Banteyerga et al's 2004 study in Ethiopia, it was

discovered that PLWA frequently suffered from stigma and a loss of access to a
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source of livelihood when community members learnt of their status and either fired
the PLWA or refused to patronise the business of someone who had HIV or AIDS
(Nyblade 2003).

Many children whose parents are ill or who have died from HIV/AIDS suffer from a
decline in nutritional status (Zavriew & Brown, 1994; Deininger et al, 2003). HIV/AIDS
affected children may receive poorer care and supervision at home, which in turn can
lead to malnutrition. The problem is compounded when a parent dies, unless a
successful adoption or fostering can be arranged. Recent findings from Burundi
indicated that double and maternal orphans are much more likely to be malnourished

than children with both parents alive (Deininger et al 2003).

Children also risk losing their homes, animals or the land which is potential source of
livelihood either because they have to be sold off in order to pay for extended medical
care (Deininger et al 2003, Richter 2003) or because they will be appropriated by other

members of the extended family when their parents die (Carnegie 2003).

HIV/AIDS compounds poverty, especially for those who are already poor: its impact is
greatest on children and families already suffering from poverty, with inadequate
infrastructure and limited access to basic services (Nyblade et al 2003; Foster &
Williamson 2000). ‘Poverty amplifies HIV/AIDS impacts on children and renders the
effects on children unrelenting’ (Williamson 2000 p3), often pushing children in to
desperate hardship. Equally, HIV/AIDS amplifies the poverty in which many of the

families who are its victims are already trapped.

The needs of children and families caught in this vicious circle of deprivation are not
very different from those of the poor in general, but they are especially intense, and
they tend to fall on children because the people on whom they would normally depend

are now relying on them or have died. These needs are potentially of three kinds:

i)  most directly, for the money which will enable them to secure food,

healthcare, shelter, education and their basic needs and/or

i) to have access to these in kind and/or
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iii) perhaps the sustainable solution, to develop the means (a viable farm,
decently rewarded employment or a small business) to provide these basic

requirements.

These are the needs directly in the case of older children or, indirectly, in the case of
younger children, of whoever agrees to take them into their home. The research
confirms what common sense might suggest, that when asked what they need in order
to look after their children and foster children, ‘both parents and guardians are most

likely to say that they need material assistance or support’ (Gilborn et al 2001 p1).

2.3 The consequences for the education of HIV/AIDS  affected

children

Despite the importance of education, the combination of parental illness and death,
increased duties at home, reduced household finances and stigma at school (Guma et
al 2003) place HIV/AIDS affected children under tremendous pressure to drop out of
school (Williamson 2000). A clear pattern is emerging: in African countries that have a
high prevalence of HIV/AIDS (11% or greater) children’s attendance in formal schools
is decreasing. Indeed, a World Bank study in Tanzania suggested that at a national
level, AIDS was responsible for a 22% drop in primary school attendance and a 14%
decrease in secondary schools (Williamson, 2000). In contrast, for those countries with

a lower HIV/AIDS incidence, enrolments are increasing (Chesterfield et al 2001).

In one Ugandan study of 13-18 year olds whose parents had HIV/AIDS, both school
performance and attendance rates were found to decline by more than 25% (Gilborn et
al 2001). Data on over 10,000 children in Burundi present a similar picture: a
significantly lower percentage of full-orphans are in school compared with children who
have lost neither parent (Deininger et al 2003). Reflecting on these figures, Deininger
et al (2003) warn that ‘at the national or macro level, the orphan crisis poses a

challenge to the preservation of Africa’s human capital’ (p1203).

Even before they die, parents’ sickness and their incapacity to bring any income into
the family can mean that they are simply not able to afford even the modest financial

contribution which school attendance often requires. In families affected by HIV/AIDS,
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a child’'s school attendance falls because their labour is needed for subsistence, and
money used for school expenses is diverted for basic necessities and medical
expenses (Kloos & Mariam 2000, Richter 2003, Zavriew and Brown 1994). The
education of girls, especially, is easily sacrificed in order that they may stay at home to
take care of a sick parent and/or take on household duties. Whiteside and Wood

(1994) noted that orphans, in particular:

‘will not be able to afford school fees, uniforms and books; will not be likely to
attend school because they will need to work in order to survive, and if they do
attend school they will probably perform less well because of the lack of secure
home support...they are also likely to drop out of school earlier’ (cited in Carr-Hill
et al 2002 p51. See also Gilborn et al 2001 p18).

The negative impacts on reduced school attendance are compounded by findings
showing that children associated ‘missing school’ and ‘doing poorly in school’ with
sadness and social isolation. When asked what makes them happy, a high majority of
children reported ‘being in school’ and ‘being with other children’ (Gilborn et al 2001
p18).

One of the key requirements falling on any system of support for children affected by
AIDS is, thus, to find the means that they can continue or renew their education. This
is likely to involve (i) freeing them from too heavy a responsibility for the care of
younger children or ailing parents; (ii) freeing them from the need to work to provide a
family income; and (iii) providing the modest resources required to provide them with,
for example, clothes and any other materials needed for school attendance (perhaps
supplemented by the fees necessary to provide a full time education which may

otherwise not be available).

2.4 The psycho-social impact of HIV/AIDS on affecte  d children

A study of home-based care in three urban areas of Lusaka (Birdthistle 2004) is just
one of many cases which found that children affected by HIV/AIDS are vulnerable to
anxiety, depression, withdrawal, fear of new things or situations, social isolation, grief,
survivor guilt and low self-esteem (Williamson 2000, WHO/UNICEF 1994). Studies of

children’s reactions suggest that children tend to show internalising psychological
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problems in the form of depression, anxiety and withdrawal rather than externalising
ones such as anger, resentment and antisocial behaviour (Forehand et al, 1998;
Makame, Ani & Grantham-McGregor, 2002; Sengendo & Nambi, 1997 in Richter
2003). This is a particular feature of the reaction of older children (Birdthistle 2004,
Richter 2003). In a Ugandan study of the well-being of HIV/AIDS affected children, it
was found that 20% of older children had not acknowledged any emotional impact
(Gilborn 2001). While the psycho-social problems of pre-school-aged children tend to
affect their growth and health, school-aged children display negative psychosocial,

educational and vulnerability effects (Foster and Wiliamson 2000).

As if the direct effects of the affliction of AIDS in a family were not enough, children
often have to suffer high levels of stigma, discrimination and, at times, collective denial
that the founding Director of WHO has described as ‘the third phase of an AIDS
epidemic’, which is ‘as central to the global AIDS challenge as the disease itself’
(Mann 1987, quoted in Parker and Aggleton 2003, p13. See also Guma et al 2003;
Kloos and Mariam 2000; Zevriew and Brown 1994). They may be direct victims of such
stigma - subject to taunts from peers at school and social exclusion - or indirect
receivers, for example, through the loss of access to resources such as health care,
family exclusion from community organisations and the undermining of a household
income when customers no longer patronise the family business (Banteyerga et al
2004).

It is often assumed that the child of a parent with HIV/AIDS is also infected. An HIV
positive Ethiopian mother describes how her children were affected by stigma, “My
neighbours are not willing for my children to watch TV in their house” (Nyblade et al
2003 p35). One respondent of Banteyerga et al's Ethiopian study explained, “If the
parents died due to HIV, people say that the children will die tomorrow” (2004 p56).
Children are isolated from their friends at school (Nyblade et al 2003). Because of
these reactions, children may drop out of school to avoid those who discriminate
(Richter 2003).

Further anxiety for the child is caused by their own family’s exclusion of their HIV
positive parent from communal meals and household chores and their community’s
reluctance to allow them to participate in communal events (Banteyerga et al 2004).

The stigma can result in reduction or loss of earning capacity followed by a decrease
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in nutrition (Gilborn et al 2001). All this can result in a distancing in the child’s
relationship with his or her parent long before the parent actually dies, and such loss of
parental love, care and attention - through sickness or through death - is likely to have
long-term effects on the child’s development and participation in society (Carr-Hill et al
2002, Carnegie 2003, Richter 2003).

This review began by emphasising that ‘children affected by HIV/AIDS' included
children living with parents with the disease and not just AIDS orphans. The literature
referred to already indicates that children suffer the consequences of the disease and
need a variety of forms of support even before their parents die. In the conditions that
exist in Ethiopia and most of Sub-Saharan Africa, the chances of receiving effective
treatment for HIV/AIDS are minimal. According to UNAIDS (2004), nine out of every
ten people who need antiretroviral treatment - the majority of them in sub-Saharan
Africa — are not receiving it. UNAIDS warned in 2004 that five to six million people
would die of AIDS in the following two years if this level of coverage continued. Since
the majority of those contracting it are themselves young people - 15-49 years is the
age-span most affected (UNAIDS 2004) - the likelihood is that they will be leaving
orphaned children behind them. Once orphaned, the loss of both parents or the loss of
a child’s only carer, can lead to any among a series of scenarios which create anxiety

and distress for the children affected. These include:

(i) family conflicts shortly after the death of a parent over family property
(WHO/UNICEF 1994),

(i)  the upheaval of the child from the family home, to extended family or a
foster carers (Nampanya-Serpell 1998 in Gilborn 2001, and WHO/UNICEF
1994);

(i) separation from siblings - sometimes required in order to spread the
economic burden of care among guardians (Williamson 2000) - a particular

source of distress for younger orphans (Gilborn et al 2001, Carnegie 2003);

(iv) a child-headed household (WHO/UNICEF 1994, Carnegie 2003). Child-
headed households are most likely to form if there is a teenage girl to

perform the role of caregiver, when relatives are available to supervise the
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household, and when siblings wish to stay together or it has been

requested that they stay together by a dying parent (Richter 2003).

(v) experiencing the loss of multiple carers. In areas of high HIV/AIDS
prevalence, orphans may face the loss of their parents and subsequently, a
series of HIV positive guardians. Frequently the responsibility of their care
is placed in the hands of grandparents who are at the stage of needing care
themselves. In one sample selection in Uganda, 2001, as many as 40% of

orphan guardians were themselves HIV positive (Gilborn et al 2001).

(vi) cruel and impersonal child care (Richter 2003; WHO/UNICEF 1994). In
families where a child is fostered, poverty and the additional strain on
resources may cause resentment and create an abusive situation. One
Zambian girl found with her extended relatives, “I used to be mistreated.
Whenever | made a mistake | was beaten, told all sorts of insults and
always told | am an orphan” (Nyblade et al 2003 p35). HIV/AIDS affected
children can be subjected to sexual abuse (increasing the child’s own risk
of contracting HIV/AIDS) as well as exploitation for labour from their new

guardians (Carnegie 2003).

Perhaps the first point to make with respect to the psycho-social impact on children
affected by HIV/AIDS is to recognise that they do indeed have psycho-social needs as
well as more obvious material ones. These begin right from the time at which
HIV/AIDS is first diagnosed. Many parents are reluctant to acknowledge or talk about
their status with their children. This is common in Ethiopia where in the Amhara/Tigrian
culture in particular there is a strong tradition of reticence. A traditional saying advises
‘a closed mouth allows no fly to enter’ and according to Admassu, ‘silence still reigns’
(2000 p97). Ethiopia is not the only country where both carers and patients who are
dying from AIDS tend to attribute their illness to another cause such as tuberculosis, or
see it as a curse from God (Admassu 2000). A Uganda-based study on children’s well-
being in 2001 found that although the majority of parents were in favour of disclosing
their HIV/AIDS status to their children, many had not done so. Parents reported being

uncertain about how they should discuss the topic (Gilborn et al 2001).
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Rather than protecting a child, failing to discuss a parent’'s HIV positive status and
plans can further increase a child’s anxiety about their uncertain future. It can also
hinder a parent from appointing a guardian for their children (Kloos & Mariam 2000).
Most older orphans in the Uganda 2001 study who had knowingly experienced the
death of a parent to AIDS wanted their parents to tell them the truth about being HIV
positive. Parents and children in favour of disclosure saw the value in being honest
and being able to plan for the future even though they acknowledged that it would be
upsetting (Gilborn et al 2001). Older children in the study saw the benefit in knowing
the truth so that they could avoid HIV/AIDS themselves, have time to prepare
themselves emotionally and practically, and discuss arrangements for the will and

property with their parents (Gilborn et al 2001).

In response to these high levels of emotional distress in HIV/AIDS affected children,
there is a need for love, support, and space to grieve (Skinner et al 2004). Families
clearly have a part to play in supporting a child’s emotional well-being. A significant
number (76%) of teenage orphans in a Plan International Ugandan programme were
said to be happy, comforted or relieved in their foster families (Gilborn et al 2001). In
contrast, Birdthistle (2004) found that children are least likely to be angry if they stay
with a surviving parent or even on their own. Counsellors can play an important role in
helping children to overcome their difficulties, and by advising carers, remaining family
and neighbours, on effective ways of supporting HIV/AIDS affected children (Gilborn et
al 2001).

HIV/AIDS affected children need a peer support structure to help them to cope with
their emotional problems at home. Frequently peer support is lost when a child is
forced to drop out of school in order to care for their ill parent and/or to work to
supplement the loss of family income. The heavy workload combined with social
isolation, may lead to adverse current and future mental health’ (Richter 2003; Skinner
et al 2004). Children and adults have expressed the importance of being with other
children, school, and sports and recreation in maintaining children’s happiness and
well-being’ (Gilborn et al 2001).

As with all caregivers, a child may become fatigued after the long-term care of their ill
parent. Care and support of people with HIV can be particularly intensive and ongoing

- especially when anti-retrovirals are not widely available (Nyblade et al 2003). An
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additional burden could be the exhaustion of economic resources for care of the parent
(Nyblade et al 2003). Additional burdens of care may be placed on the children of a
person living with HIV/AIDS because of the stigma attached to the disease and
ignorance about the risks of contact with the sufferer and safe ways of dealing with
their personal needs. In these circumstances normal forms of community support for

the sick and dying can break down just when the children need it most.

The research evidence showed that the adoption of a child (and especially of several
children orphaned together) can itself put a strain on another family which may already
be locked in a vicious cycle of poverty. The child affected by HIV/AIDS may be best
assisted by help directed to the family which takes him or her in, so that they in turn
have the means to provide materially and educationally for the child and thence
perhaps to be better able to provide the emotional support that the child will need.
Certainly a key to the long-term well-being of AIDS-orphaned children is the
achievement of satisfactory arrangements for their care through appropriate fostering
arrangements. This requirement for care may, however, need to be backed by, as
Parker and Aggleton propose, a more militant rights-based approach aimed at
‘unleashing the power of resistance on the part of stigmatised populations and
communities’ (Parker and Aggleton 2003 p21). Community and NGO support for those
taking on this responsibility and the acknowledgement of the rights of HIV/AIDS
affected children may make the difference between a successful arrangement which
allows a child to flourish and one which subjects him or her to continuing misery,

abuse and deprivation.

This chapter has reviewed the research evidence regarding the different kinds of
impact which parents contracting HIV/AIDS has on children and thus the needs of
children affected by HIV/AIDS. Those responding to these needs will include national
governments and international government agencies and local and international
NGOs, but also, and most importantly, local communities themselves, with or without
the support of these other organisations. The next chapter will look at the evidence
from research that has examined community-level responses to the needs of
HIV/AIDS affected children.
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Chapter 3: Review of research on community-level

responses to the needs of HIV/AIDS affected childre n

‘Only in terms of other people does the individual become conscious
of his own being, his own duties, his privileges and responsibilities
towards himself and other people. When he suffers, he does not
suffer alone but with the corporate group; when he rejoices, he
rejoices not alone but with his kinsmen, his neighbours and his
relatives whether dead or living... So also the children belong to the
corporate body of kinsmen, even if they bear only their father's or
mother’'s name. Whatever happens to the individual happens to the
group, and whatever happens to the whole group happens to the
individual’. (Mbiti, 1990, p106).

3.1 The extended family and the community as a focu s for the care
of HIV/AIDS affected children

There is not scope here to explore the full significance of the idea of community in an
Ethiopian or more broadly African context, but it is important to note both its power
(see Mbiti above) as a reference point for both African/Ethiopian thought and social
policy, and the difference between a western notion of community as essentially a
collection of individuals who recognise self interest in a purposeful association with
other individuals (a community based on rights and interests) and the much more

organic African notion of community founded primarily on a deeply held sense of duty.

In Ethiopia the kebele, and the very local community-based funeral associations
known as ‘idir' or ‘jemta’ (many of them in rural communities barely distinguishable
from an extended family network and working with a very similar ethos) provide an
extremely important focus for celebrations of weddings, funerals and holy days; a
mutual support in times of mourning and need. As Parkhurst and Haile Mariam have
suggested in their account of the evolution of the idir, they have considerable potential
as a health service organisation (Pankhurst and Haile Mariam, quoted in Kloos et al

2003). Urbanisation, civil war (and the distrust it breeds), famine and policies which
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have accentuated ethnic consciousness and division in Ethiopian society may have
weakened some of the traditional bonds of community (Banteyerga et al 2004, p65),
but after the immediate and extended family, the local community remains the natural
point of reference for individual support in times of trouble and the natural unit for
engagement in social action. (On the role of community-based organisations in the
wider attack on HIV/AIDS in Ethiopia see Kloos and Mariam 2000 and Kloos, Wuhib,
Mariam and Lindjorn 2003).

This idea of communities bringing about social action is highlighted in relation to health
in the World Health Organisation’s 1986 Ottawa Charter. The Charter emphasises the
promotion of health through community development and empowerment (the ‘raison

d’étre’ of health promotion according to Tones and Green, 2004):

‘Health promotion works through concrete and effective community action in setting
priorities, making decisions, planning strategies and implementing them to achieve
better health. At the heart of this process is the empowerment of communities, their

ownership and control of their own endeavours and destinies.

‘Community development draws on existing human and material resources in the
community to enhance self-help and social support, and to develop flexible systems
for strengthening public participation and direction of health matters. This requires full
and continuous access to information, learning opportunities for health, as well as
funding support.” (WHO, Ottawa Charter 1986)

Some of the classic definitions of individual and community empowerment - such as
those by Weber (1968) and Kindervatter (1979) - certainly meet the WHO's concept of
health and well-being, whereby empowerment is defined as, ‘People gaining an
understanding of and control over social, economic and/or political forces in order to

improve their standing in society’ (Kindervatter 1979 p62).
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However, the diagram below highlights the idea that projects can often appear to be

empowering people when in fact it is mere tokenism.

Coerced into Ignored, kept Given Delegated In control;

following in dark information Consulted Plan jointly authority makes all major

instructions decisions
Excluded Tokenism Participation

Figure 2: The participation and the empowerment gra  dient, in Tones and Green, 2004

Not surprisingly, ‘the family and the community are central to the provision of care for
people living with HIV and AIDS’ (Aggleton & Hart 1999 p1l). Birdthistle observes that,
‘Surviving relatives, extended families, and community groups have stepped into the
role of guardians and providers to orphans and vulnerable children - following a
tradition that long predates the HIV/AIDS epidemic’ (2004, pl. See also Car-Hill et al
2002 p50). Subbarao et al (2001) conclude that ‘ "Fostering” of orphans by relatives is
more attuned to the African socio-cultural milieu than most other options [and]... is also

the option widely prevalent across Africa’ (p viii).

On the specific issue of care of orphans, Skinner et al (2004) researched the views of
HIV/AIDS affected communities in South Africa, Botswana and Zimbabwe. The
different types of carers were highlighted to children and their order of preference was
generally: ‘immediate family; extended family; community members; foster care; and
care in a child-headed household, where the oldest is at least 14 and there is the
supervision of an adult member of the community. There was little support for placing

children in orphanages or places of care, as it was felt to be counterproductive to the
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development of the children to remove them from their community and family context’
(Skinner et al 2004 p14).

The placing of responsibility on the extended family and community for the care of
children orphaned by AIDS is not without its own problems. Often the families that take
in the children are themselves poor with perhaps parents who are also suffering from
HIV/AIDS. Deininger et al's (2003) study of the long term macro economic impact of
HIV/AIDS orphans in Uganda suggested that: ‘foster parenting not only imposes a
serious burden on communities but also has a considerable and quantifiable negative
impact on the economy as a whole’ (Deininger et al 2003, p1203). Carr-Hill (2002)
observed that the financial strains of supporting orphaned children tended to grow over
time with increased costs for food, clothes and education. Gilborn et al (2001)
acknowledged that the traditional systems of family and community support were being
put under strain by the HIV/AIDS epidemic and that ‘community support systems,

especially foster families are increasingly overburdened’ (Gilborn et al 2001, p4)

Although not a popular alternative because of their dislocating and negative psycho-
social effects on children, orphanages can be an option when households and
communities no longer have the capacity to care for orphaned children (and provided
there is financial support from government, an NGO or perhaps a church group or
religious order). Deininger et al (2003) calculated the cost for providing orphanages for
orphaned and vulnerable children in Eritrea as of the order of $1,350 per year and
concluded that this form of care was costly to the point that any scaling up of an
orphanage programme to national scale would be beyond the means of most African
economies. Subbarao et al (2001) concluded in their report to the World Bank (and this
was later confirmed in Deininger et al) that ‘children’s villages’ of the kind associated
with, in particular SOS Children’s Villages, offered a more cost effective approach,
which was also designed to achieve better integration of orphaned children in an

ordinary village environment.
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3.2 Support for community-based care

To the extent that family and community are going to be required to take responsibility
for children affected by HIV/AIDS and in particular those orphaned, it is fairly clear that
they are going to need support - and perhaps increasingly so as a greater burden of
care falls upon a smaller number of healthy and economically active people. Hunter
and Williamson (1997) argue that: “The first and most important responses to the
problems caused by HIV/AIDS come from the affected children, families, and
communities themselves. The efforts of governments, NGOs, and donors are
significant largely to the extent that they help children, families, and communities cope
more easily with these problems.” (Gilborn et al 2001 p4). Many of the efforts of both
government and non-government agencies in Africa are indeed aimed at precisely this

kind of support.

At the macro level Deininger et al (2003) argue that the cheapest alternative for
recurrent support to orphans is to provide them with schooling and nutritional
supplementation. It is the preferred option in Zimbabwe, Swaziland and Zambia.
Current estimates put the cost of this at about $105 per orphan per year in Uganda
and $148 in Burundi... ‘The attraction of [schooling and nutritional] assistance is that,
with assistance from the community in identifying children who need help, it can be
implemented through existing institutions and that therefore scaling up is relatively
easy’ (Deininger et al 2003 ppl1216). However, Deininger et al highlight that even the
cost of the cheapest form of aid to orphaned and vulnerable children is high. ‘In the
case of Uganda’ they suggest, ‘and assuming that 20% of the estimated 1.5 million
orphans are vulnerable, the annual cost would be $31.5 million. For the whole of
Africa, taking the lower estimate and restricting the target group to the bottom 20% of
double and maternal orphans the total annual cost would amount to about $250
million’ (Deininger et al 2003 p1215)

Skinner et al's (2004) research with communities in South Africa, Botswana and
Zimbabwe found a general consensus that orphan carers themselves needed
assistance from external resources such as NGOs and government services, as well
as information and training in order to carry out their roles effectively. The engagement

of the wider community in the care not only helps to share the economic and personal
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burden, but also provides orphaned children with some protection from abusive foster

parents.

There are a large number of, often quite small scale and local, interventions designed
to enhance local community support for children affected by HIV/AIDS. There is,
however, only space to refer to the evidence from a few of these along with
recommendations for action, which come out of other research reports. These will

inevitably only illustrate such initiatives.

3.2.1 Address material needs in HIV/AIDS-affected h  ouseholds

The earlier analysis in this dissertation of the financial and material needs of families
affected by HIV/AIDS indicated that a response to these was fundamental. Richter
argues that: ‘The most important intervention for children is a national response to
identify, target and effectively implement mechanisms to provide economic assistance
to poor families and to maintain and improve their access to services. In this way, the
values and organising coherence of families, neighbourhoods and schools, will assist
children to cope with the increasing adversity accompanying the epidemic’ (Richter
2003 p17). Gilborn et al (2001) suggest this support can take the form on income-
generation projects, vocational training, food, clothing, home repairs, and the payment

of school fees.

These forms of support will all be illustrated in the case study of the JeCCDO
programme in Ethiopia. The problem with such initiatives, especially where they are
NGO supported, is of course in sustaining the financial inputs on which they depend
and achieving any significant scale of operation (Deininger et al 2003). Subbarao et al
argue that ‘indirect subsidies (such as education vouchers and food supplements) are
preferable largely because they can be monitored easily to ensure they benefit the
orphan’. Cash subsidies, by contrast, may disappear across the family and may not
benefit the orphan at all (Subbarao et al 2001 pviii. See also Strebel 2004 for an

‘evidence based’ study of the effectiveness of different interventions).
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3.2.2 Counselling support at local health centres

Building on their interventions for HIV/AIDS affected children in Uganda since 1992,
Plan International introduced new aspects to their programme of HIV testing and
counselling, clinical services at health centres, home-based care, and HIV post-test
clubs (Gilborn et al 2001). New elements included: counselling for HIV-positive parents
on disclosing their status to their children with the aid of memory books; assistance in
designating future guardians, legal literacy and will writing, support with school fees
and materials for children, training in income-generation activities and managing seed

money, and community awareness and sensitisation.

3.2.3 Strengthening anti-AIDS clubs and home based  care

Banteyerga (2004) suggests that members of anti-AIDS clubs are enthusiastic to help
PLWHA. What they need, in addition to resources, is training on how to manage
PLWHA and mobilising the community to be part of the fight against HIV/AIDS, and on
how to deal with stigma. Members of anti-AIDS clubs and home-based caregivers also
need material support such as teaching aids and supplementary food for PLWHA that

they look after. (Banteyerga et al 2004 p65).

3.2.4 Improve capacity for adult-to-child communica  tion (particularly regarding

issues such as sex education, parental illness and parental death)

This is one among a number of recommendations made in a report by Gilborn et al
(2001) They point out that parents and guardians say they need support and advice on
how to discuss these difficult issues with children (see previous discussion about the
‘cloak of silence’ which tends to cover them up - especially, but certainly not only, in
Ethiopia). It is important to respond to this demand because the psycho-social needs
of these children are often overlooked. Older children benefit from honest disclosure of
parental iliness. Programs should explore ways in which parents, guardians, teachers,

and religious leaders can develop adult-to-child communication skills.
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3.2.5 Improve the morale of children affected by HI ~ V/AIDS by keeping children in

school and offering sports and recreational activit ies

Gilborn et al's study (op. cit.) links schooling to the happiness of both younger and
older children. Since adult illness can cause children to drop out, program workers
should tell families and guardians about the role of consistent schooling in sustaining
children’s morale through difficult transitions. Sports and recreation are other
inexpensive but often overlooked activities that help to integrate children with their

peers and maintain psychosocial well-being.

3.3 Foreground and the background responses to the needs of
children affected by HIV/AIDS

The kinds of responses discussed in this section are tackling the symptoms of the
problem rather than - in both the literal and figurative sense - the disease. Clearly
many of the problems that have been discussed in this review would dissipate
(eventually) if the scourge of HIV/AIDS could be effectively tackled either through
effective prevention and treatment (at a price poor people could afford) or through
changes in people’s behaviour, which would reduce the incidence of the disease to a
minimum. Some of the measures described above might contribute to this second
cause, at least by making it possible for people to talk about HIV/AIDS in an open and
honest way. It does however also require a huge effort in the form of health education
(possible) and radical changes in cultural attitudes (much more difficult). Banteyerga et

al (2004) are among those who have argued for such an approach:

‘Giving intensive and extensive education on HIV and AIDS and the skills to providing
care and support to people living with [the disease] has been stressed as a way of
controlling the epidemic and reducing stigma and discrimination against people living
with HIV and AIDS. The education on HIV and AIDS needs to rebuild self-confidence
in that HIV/AIDS can be prevented and promote positive thinking that people can
engage in activities that lead to healthy and quality life. Information that associates HIV
and AIDS with God and other super natural forces needs to be handled carefully.
Religious leaders need to focus on what people can do to avoid the infection’
(Banteyerga et al 2004 p 65).
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The background, or underlying problems go, however, deeper than this. The previous
chapter observed the close connection between HIV/AIDS and poverty. The poor are
more likely to contract HIV/AIDS; less likely to receive any treatment for it; more likely
to pass it on to their children; and more likely to die from it. HIV/AIDS has the primary
effect of making the poor even poorer. Even those who care for children affected by

HIV/AIDS are likely to suffer economically for their goodness. Richter argues that:

‘In the current situation, we can either focus on the HIV/AIDS epidemic and its impact
on children (what | consider to be the existing foreground), or we can focus on the
background - the pervasive and increasing poverty of certain vulnerable groups of
children. The change in perspective necessitates a switch in the perceived scope and
scale of the required response. An emphasis on the AIDS epidemic highlights orphans
and vulnerable children and necessitates a focus on individuals. In contrast, an
emphasis on poverty necessitates a focus on social determinants and interventions
directed at social institutions’ (Richter 2003 p10).

It is possible, however, to acknowledge the fundamental problem of poverty in Sub-
Saharan Africa and the need to take more systemic action against it and at the same
time to recognise that there are in the meantime millions of children who are suffering
from the consequences of HIV/AIDS sickness in their families - and who need urgent

help and support.

This review of the research literature has attempted to analyse the effects of HIV/AIDS
sickness in families on affected children; to identify their needs and to begin to explore
different ways in which communities can respond to these needs. The research
reported in the following chapters goes on to explore in more detail one particular set

of community-based responses to these needs.
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Chapter 4: The field study

This chapter presents the methodology for a small field study conducted in Dire Dawa,
Ethiopia in May 2003. The purpose of the field study was to explore the community
care of HIV/AIDS affected children in Kebele 12 of Dire Dawa within the context of the
work of an Ethiopian NGO. Contextual findings were collected through semi-structured
interviews, participatory drawings by children, observation of peoples’ homes and
environments, and local documents and records. This data was used to answer the

following research questions in an interpretative paradigm:

1. What are the psycho-social and financial needs of Affected Orphans and
Vulnerable Children in Dire Dawa?
What community structures are in place to help meet these needs?

3. How can current efforts be strengthened?

4.1 Background and context of the field study

The focus of the study is the work of the 20-year-old Jerusalem Children and
Community Development Organisation (JeCCDO), an Ethiopian NGO working to
improve the lives of orphaned and vulnerable children through community
development projects. The field study focuses on Kebele 12 in Dire Dawa, one of
JeCCDO'’s five project areas. Chapter 5 describes the NGO, it's activities and

approach to development.

4.2 Methodology and approaches to the fieldwork

4.2.1 Methodology

The subject matter of this research clearly required a qualitative methodology that was
multi-method in focus, involving an interpretative approach to the subject group in their

natural settings (Denzin and Lincoln 1994). Therefore data was collected from

interviews, observations and children’s drawings in the field to compile a case study of
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the current needs and support of HIV/AIDS affected children specifically in Kebele 12,
Dire Dawa. Reality was viewed through multiple perspectives, including my own as a
researcher (Cresswell 1994, Patton 1990). A complex and holistic picture was created
through the process of exploring people’s own thoughts, perceptions, experiences and

interpretations (Cresswell 1994).

The following characteristics of interpretative research support my approach:
a naturalistic inquiry
an inductive analysis
a holistic perspective
use of qualitative data
emphasis on the feelings, beliefs, and meanings that people attach to the
object under study
personal contact and insight
dynamic systems
a unique case orientation
context sensitivity
emphatic neutrality

design flexibility (Lincoln & Guba, 1994)

With the collection of multiple sources of evidence and using an iterative approach in
semi-structured interviews with people from all sections of society, | have created a
case study that reflects the varying local concerns and opinions of the community. In
other words, this case study will reflect the different issues within their real contexts
(Yin 1994). This case study provides a deeper understanding of these issues by taking
account of the local culture and belief systems. Whilst the issues which arose from my
fieldwork may well correlate with or differ from similar studies elsewhere, it is worth
remembering that the very nature of a case study - being an object of study rather than

a method of study - binds the data gathered by place, time and activity (Yin 1994).

Issues that emerged from the literature helped guide the data collection and analysis in
identifying certain themes in the case study (Patton 1990). Interviews with JeCCDO
staff in particular were highly informative as they work closely with families affected by

HIV/AIDS and take an active counselling role as part of their work. Staff are able to talk
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openly about the disease and its consequences and have overcome the stigma which

prevents so many people in the community from taking openly about it.

The methodological concept of triangulation was used in this fieldwork. Researchers
have shown that different issues are revealed through the triangulation of a study with
the use of multiple methods. The process also illustrates one thing from several
different angles, which leads to a more rounded view (Patton 1990, Denzin and Lincoln
1994).

4.2.2 Research process and design

My fieldwork was carried out over a three-week period in May 2003 (see Appendix 1
for detailed fieldwork timetable). One week was spent in Addis Ababa (see map below
showing fieldwork locations) at the office headquarters of JeCCDO, and visiting the
government department HAPCO (HIV/AIDS Prevention and Control Office). Relevant
reports were collected from these offices and interviews were carried out with key staff.
Two weeks were spent in Dire Dawa: at JeCCDOQO’s office in Kebele 12; with
community members in Kebele 12, and with relevant organisations throughout Dire
Dawa. Sampling was selective, according to those who had knowledge on the subject,
contact with HIV/AIDS affected children and those who were willing to be interviewed.
The aim of the field study was to find emerging patterns and themes in response to my

guestions.

| visited JeCCDO projects for a second time in June 2005 as part of a monitoring and
evaluative visit, working on behalf of a donor of these projects. On this occasion |
visited the same model of community-based care for orphaned and vulnerable children
but in Bahar Dar, another major city in Ethiopia. 24 guardians and their children were
interviewed at random. This additional visit helped to qualify and further inform my

original field study.

Multiple sources were used in my fieldwork to triangulate evidence:
semi-structured interviews with key informants
focus group discussions with JeCCDO Community Development Workers

informal discussions with HIV/AIDS affected youths
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participatory drawing exercises (communication mapping and ‘good and
bad things’) with tutorial classes (7-9 yrs and 14-16yrs)

Observations whilst carrying out research

Documents from JeCCDO and other related organisations informed the

study

Figure 3: Map showing locations of fieldwork: Addis Ababa and Dire Dawa in Ethiopia
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Source: CIA, 2004, The World Factbook: Ethiopia Www.cia.gov/cia/publications/factbook/geos/et.html

4.2.2.1 Semi-structured interviews

My main source of qualitative data was derived from 13 individual and 9 group
interviews that | carried out with key informants. These were people from all sections
of society who either worked with those, or were themselves people affected by
HIV/AIDS. This method of data collection provided the most diverse information on the
case study. A semi-structured interview was designed where predetermined questions
were consistently and systematically asked to all interviewees and other areas of

interest were followed as they became apparent (Berg 1989). A translator
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accompanied me for the occasions when interviewees could not, or preferred not to
speak English.

The majority of those interviewed were JeCCDO staff in Dire Dawa, all of whom have
close contact with the community. Others included: staff from other government and
non-government organisations working with people affected by HIV/AIDS in Dire Dawa
(HIV/AIDS Prevention and Control Office (HAPCO), Organisation for Social Service
Affairs (OSSA), Family Guidance Association); members of the Community Committee
supported by JeCCDO; members of a separate community committee in Kebele 12;
foster carers, and young people orphaned by HIV/AIDS. With the permission of those
involved, the field study timetable (Appendix 1) gives the positions but not the names
of those interviewed. Interviews focused on JeCCDO staff because these people have
been working with the community of Kebele 12 for the past four years and have an in-
depth and broad understanding of the needs and the care available to HIV/AIDS
affected children. Furthermore, it was much more culturally sensitive to discuss some
of these issues with JeCCDO staff than with members of the community who were
much more personally involved and more affected by my presence as a ‘farengi’

(foreigner).

The semi-structured interview method was an effective way of discussing issues
around the main research questions whilst allowing the opportunity of exploring related
issues or individual cases. Question 3 in particular (‘How can current efforts be
strengthened?’) relied on personal opinions that needed probing to develop a more
complete narrative (Berg 1989) and this could only have been done through this
method of interviewing. Probing also meant that any confusion that may have arisen

between interviewer, translator and interviewee could be addressed.

Confidentiality was stressed at the beginning of every interview to put the interviewee
at ease and to ensure that the most honest responses were obtained. In addition, at
the start of each interview, introductions were made, a brief explanation of my
research was given and initial ‘icebreaker’ questions were asked to put the interviewee
at ease (Posavac and Carey 1989). Open-ended questions were asked so the
interviewees used their own words, followed their own thoughts, and arrived at their
own conclusions (Posavac and Carey 1989). These questions required the
interpretations, opinions, and feelings of the interviewees. Such interpretative

guestions are thought to be relatively easy to answer because they follow the
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interviewees own descriptions of the activities or issues in question (Patton 1987). If
necessary, the topic of each question was explained briefly to ensure that the
interviewees understood the questions. Care was taken to avoid divulging the opinions

of either the interviewer or the translator.

Most of the interviews were conducted privately at JeCCDOs office in Kebele 12, or in
the offices of interviewees place of work. Interviews were recorded with the permission
of those interviewed and notes were taken in case of recording problems. The duration
of interviews ranged from 20 minutes to one hour. Observations about each interview
(such as emotional responses and attitudes) were recorded immediately after the
meeting. Interview highlights in Chapter 5 are chosen according to the content of the
guote and it's relevance to the research questions. When quoted, edits are shown

using ‘...’

Figure 4: Semi-structured interview guide for use w ith key informants (JeCCDO

staff, youths, community members, health workers, tutors)

1) What are the psycho-social and financial needs of HIV/AIDS affected orphans
and Vulnerable Children in Kebele 12, Dire Dawa?

2) In what order of priority do you think these needs are?

3) How are these children impacted by stigma / discrimination?

4) What are you currently involved in to help meet these needs?

5) What more (if anything) are you planning to do?

6) Do you know of any other community initiatives which are being carried out to
meet the needs of Affected Orphans and Vulnerable Children in Kebele 127?

7) How can these current efforts be strengthened?

8) Is there anything else you want to say about this?

General impressions of the interview process were that the majority of interviewees -
but JeCCDO staff in particular - had a well-informed and holistic understanding of the
needs and care of HIV/AIDS affected children. Secondly, there was a high level of
agreement concerning needs and how current efforts can be strengthened amongst

the comments and opinions of interviewees.
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4.2.2.2 Classroom participatory drawings

Two participatory drawing exercises were carried out with children to answer part of
research question one: what are the psycho-social needs of HIV/AIDS affected
children? Communication mapping was designed to show children’s social networks
and if they had someone to talk to about their problems. This technique has already
been used to highlight how much children are coping with the impact of HIV/AIDS on
their families and communities to identify the type of coping strategies which are
already being used. The drawings of ‘good and bad things that happen at school’ were
designed to reveal how much of a problem stigma and discrimination of HIV/AIDS

were to affected children at school.

Photo 1: Grade 2 conducting participatory drawings, JeCCDO tutorial

class, Kebele 12, Dire Dawa

I worked with a class of the youngest children in Grade 2 (7-9 year olds) and a class of
the oldest children in Grade 8 (14-16 year olds) from the JeCCDO-run tutorial classes
in Kebele 12 (see chapter 5 for a further explanation these). These ages were chosen
to identify any differences between children of a younger and older age. Those who

are older tend to have different duties in the household and more responsibility than
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the younger children, therefore their psycho-social and financial needs may have

differed.

The whole class participated in these activities and HIV/AIDS was not mentioned at all

in my explanation of each activity to avoid bias. Instead | explained that | was

interested in the children’s lives and their problems. The teacher was asked to be

absent whilst the drawings for the ‘good and bad things that happen at school’ were

carried out to allow for openness, and children were informed that their drawings would

be confidential. Appendices 2 to 5 show the drawings of grade 2 and 8 pupils whose

cases have been highlighted in chapter 5.

Communication Mapping

Children were asked to draw a
picture of themselves in the middle
of a piece of paper and then to add
those people with whom they live
or who are important to them. They
then connected themselves with
lines to the other people in their
picture, using one line if they didn’t
talk to them very much and a
number of lines if they talked to
them a lot. The children then wrote
along the lines what they talk about

with these people.

Photo 2: Grade 2 girl drawing communication mapping,
JeCCDO tutorial class, Kebele 12, Dire Dawa
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Drawings: Good and bad things that happen at school

The children were asked to draw pictures of the good things and the bad things that
happen to them at school. As students were not used to this type of drawing (it is not a
method used in their education), the Grade 8 children in particular found it easier to
express themselves by writing as well as drawing. Grade 8 students were asked to
think about what they thought could be done to stop the bad things from happening.
Volunteers were invited to talk about their drawings and an open discussion was
encouraged with Grade 8 students about what other students thought could be done to

stop the bad things from happening in school.

4.2.2.3 Documents and Records
Reports were collected from JeCCDO and other HIV/AIDS care-related organisations

to provide a background to the field study.

4.2.3 Selection and changes in design

As a follow-up to the participatory drawings by children in Kebele 12 Grade 2 and
Grade 8, | had originally planned to talk to children individually about what they had
drawn and why. This was to be carried out with myself, my translator, and the familiar
face of their class tutor who has a close and trusting relationship with the children. |
had planned to talk to six children per class who were a mix of non-affected and
HIV/AIDS affected children, to avoid highlighting those who were affected. However,
after a brief talk with the first child, | decided it would be unethical to continue with this
method. The presence of three adults to one child was overbearing, even if one of
them was familiar. And, despite our efforts at putting the child at ease and praising her
for her drawings, it was immediately apparent that to discuss her picture would have
caused undue distress: she had drawn family members who were no longer alive and |

was not in a position to justify the discussion.

Therefore, | took all drawings to a JeCCDO Community Development Worker (CDW 4)
who has a very close relationship with all the children supported by JeCCDO and has
counselled them through their problems for a number of years. She frequently looks
after them for a night if they are having problems or have run away and have nowhere

to go. Together, we discussed the children’s past and present family situation in
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relation to the drawings and the CDW made her own interpretations on the drawings —
these would have been much more accurate than my own, due to her knowledge of

the culture and of each individual case.

4.2.4 Ethical considerations

This piece of research required two major ethical considerations: dealing with children,
and dealing with HIV/AIDS. Many of the children had experienced deeply traumatic
events in their lives, such as the loss of one or both parents. | was not qualified, nor in
a position as a researcher, to bring up those memories and feelings associated with
those events. However what | did feel was appropriate were informal discussions with
a few HIV/AIDS affected youths who were keen to tell their side of the story. | do think
it was important to hear the children themselves express their needs and not only the
opinions of those adults associated with them. Discussions were kept to the children’s

needs and how support for them might be strengthened

HIV/AIDS in Ethiopia still has a great deal of stigma attached to it (as discussed in
Chapter 2 and 5), although there are groups, including JeCCDO, who are beginning to
change this. It was important however, that | was not responsible for revealing those
who were infected or whose family were, to others. So only when appropriate did |
explain to people that | was carrying out research to identify the needs of HIV/AIDS

affected children, what is currently being done and how things could be improved.

Similarly, in sensitive situations, such as in the classroom, | did not want to highlight
those children affected by HIV/AIDS in front of their classmates, regardless of whether
they were, or were not known to be affected. Identifying the children could have had
far-reaching negative consequences, and | believe my results may have been distorted
if I had mentioned that my research was on HIV/AIDS. Therefore, all children were
treated equally and they were informed only that | was looking at the social aspects of

their lives.

Although the children have a close relationship with their tutorial tutors, | asked the

tutors to leave the room during the ‘good / bad things that happen at school’ exercise. |
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explained to the students that the tutors would not see their drawings and that if they

were included in my research that the drawings would be anonymous.

Permission was given by parents and children for the use of photos, however all
children who were involved in my research will remain anonymous. Those adults who
could be identified by their position in the findings were informed and gave their
consent for their opinions to be used. Otherwise, those interviewed will also remain
anonymous.

| was acutely aware that my presence as a Westerner and my position as Coordinator
for a charity which funds JeCCDO may have given false hope and expectations to
some interviewees who may have looked to me to relieve their situation financially.
This was one of the more uncomfortable aspects of my research, where one woman
made the fair comment, “Why should we help her when she won't help us?”. To try to
avoid expectations and biased views, | emphasised the fact that | was there as a
student and not in the role of Charity Coordinator. | explained that my research would
contribute to JeCCDO further improving their Orphan and Vulnerable Children

Programme.

4.3 Data analysis

The qualitative data collected from my fieldwork was examined using latent content
analysis whereby data was identified, coded, and categorised into topics which were
searched for, and themes and patterns compared (Patton 1990). Intensive reading and
re-reading of the interview manuscripts was carried out to identify common and
contrasting themes and to compare conceptual relationships from subject to subject
(Mayan 2001). These different themes were highlighted using colour coding
throughout the interview manuscripts, and the frequency with which they occurred was

recorded.

The drawings by the children in the tutorial classes were analysed and interpreted
during discussions with a JeCCDO Community Development Worker. The children’s
drawings were compared with their actual lives and histories and chapter 5 and 6

discuss some of the interpretations that were made.
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4.4 Limitations of the study

Many of the people interviewed were related to the subject matter through their
profession — such as JeCCDO staff, or HAPCO (HIV/AIDS Prevention and Control
Office). Therefore, it was sometimes difficult for me to probe beneath the surface of
what sometimes appeared to be the ‘official line’, which | found often varied from the

reality of the situation. Triangulation helped to combat this problem but | doubt if I

overcame it entirely.

Whilst | explained my research and emphasised my status as a student to all
interviewees, | believe my connection to JeCCDO as a Coordinator of a funding-charity
and being a white British woman greatly influenced some of the responses I received,
particularly in relation to question 3 (How can current efforts be strengthened?). Whilst
there was clearly truth in most answers, some responses may have been biased
towards the need of further financial support and funding partly through (unfortunately
false) perceptions of my being wealthy, and because | had met some of the same
people on an evaluation visit on behalf of a donor some months previously. | was given
the impression that some people saw this as an opportunity to try to procure further
funding. However my familiarity with those | had met previously may also have been
an advantage: people may have felt more comfortable with me than a complete

stranger and | could illicit more open and honest answers.

The use of a translator would have inevitably led to some of his own interpretation
being added to responses, and with English as his second or even third language, the
translation may have lost some accuracy. However, this was balanced by two benefits:
firstly, being accompanied by an Ethiopian | was more approachable for people, and
secondly, my interpreter’'s local knowledge and insight of Ethiopian culture, enabled
me to see the rather subtle way that people express the issues concerned which could

otherwise have been lost.

The sensitivity of this topic and the short time-span of my visit meant that my methods
of inquiry were restricted. Where it may have been beneficial for the case study to
interview HIV/AIDS affected families directly, for ethical reasons | was not in a position
to do so: one reason being | could offer nothing in return, and another my length of

stay was not long enough to build the trusting relationship required for these issues.
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Therefore | was careful not to intrude. However, | believe that the method of
triangulation and particularly the interviews with key informants has allowed for the
creation of a case study that provides useful insight in to the situation in Kebele 12,
Dire Dawa.
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Chapter 5: The needs of HIV/AIDS affected children  and
JeCCDOQ'’s approach to community care in

Dire Dawa, Ethiopia

5.1 The Jerusalem Children and Community Developmen t
Organisation (JeCCDO) in Dire Dawa

The case study featured in this dissertation is based on the work of the Jerusalem
Children and Community Development Organisation, or JeCCDO hereon. JeCCDO is
an indigenous Ethiopian NGO, which aims ‘to reduce the vulnerability of children by
promoting community-based childcare programs,’ (JeCCDO 2003). With a head office
in Addis Ababa, it works in five urban areas of Ethiopia: Debre Zeit, Bahir Dar, Debre
Berhan, Awassa and Dire Dawa. My own connection to the organisation is as the
coordinator of a UK-based charity that has funded JeCCDO projects for the past 20
years. Prior to my fieldwork, | had visited the projects in a monitoring and evaluative

capacity on behalf of St Matthew’s Children’s Fund Ethiopia.

JeCCDO works on sustainable initiatives to build the capacities of the poorest urban
communities so that they can improve their own standards of living and be in a better
position to support and care for HIV/AIDS affected children. The organisation takes a
holistic approach in addressing poverty through health, education and income
generation initiatives. Projects focus on: community-based foster care, financial,
material, and educational support for orphaned and vulnerable children; tutorial
classes to supplement government schooling; primary health care activities, HIV/AIDS
prevention and care; urban agriculture training to improve household nutrition;
improving sanitation; income generation activities such as vocational training, business

skills training and loans; and promoting environmental responsibility.

JeCCDO is one of just two African NGOs visited by Tony Blair on his recent visit to
Ethiopia for the Commission for Africa. It's projects have been featured by Comic
Relief (who provide some support for JeCCDO) in its 2005 television fund-raising

campaign. The Dire Dawa project is one of the more established project sites and
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noticeably strong in advocacy, networking and collaboration with government and non-

government organisations in the area.

Dire Dawa is situated in the east of Ethiopia. With a population of approximately
252,500 (World Gazetteer 2005) it is the second largest city after Addis Ababa. Dire
Dawa has developed and expanded as a result of the trade routes created by the city’s
close proximity to Somalia, and Ethiopia’s only railway-line, which runs through to
Djibouti. Unfortunately the very trade routes that have contributed to the success of the

city have also been responsible for the spread and high rates of HIV/AIDS.

Dire Dawa city is divided into 19 Kebeles, the smallest areas of division in a local
government district. Kebele 12 is the poorest in Dire Dawa and it is for this reason that
JeCCDO initiated it's work here. Known locally as ‘Village of Destitution’, Kebele 12
was originally comprised of homeless beggars who were forced to re-locate from
outside the gates of the Emperor Haile Selassie’s palatial residence in the centre of
the city. The Emperor did not want them spoiling the otherwise wealthy image for his
guests. This legacy is still an important feature of Kebele 12 today. “This is a very
destitute place — 30% of the community are beggars. It is easy to beg to get money.
Automatically this is a destructive culture.” (Project Officer 1). A JeCCDO Community
Development Worker (4), (a CDW hereon) observed that: “Being poor doesn’t make
you think — everyone accepts their poverty. They believe they should beg rather than

work so we should change their perceptions”.

5.2 The financial and psycho-social needs of HIV/AI DS affected

children in Kebele 12, Dire Dawa

5.2.1 Financial and material needs

Respondents were consistent in the needs of HIV/AIDS affected children which they
highlighted. Most significantly, of those interviewed (from civil servants to JeCCDO
staff, and Community Committee members to young people affected by HIV/AIDS), all
placed financial support as the most fundamental need of all. It was made clear by
respondents that through financial empowerment, other needs — including education

and health — could be addressed.
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Foster carer 1 explained the financial hardship she and her 13-year-old foster daughter
experienced prior to support from JeCCDO and how it prevented her daughter from
attending school, “Mine is learning now. At the beginning we were making house-to-
house calls carrying out menial work like cleaning to earn money for food”. Evidence in
Dire Dawa confirmed the sort of picture presented in the wider literature (see Chapter
2) of the ways in which the education of children who are affected by HIV/AIDS, and in
particular school attendance, are undermined: because poor families cannot afford the
cost of uniforms, books etc which they are expected to buy; because children are
needed at home to care for sick parents and/or siblings, and because they have to

earn money to support the family.

Poverty - and hunger - themselves undermine children’s capacity to learn: Tutor 1
explained: “In this Kebele everyone is so poor. Orphans are always running to find
food and meals. They don't think about their learning. If they had food it would be
better for their education.” Orphans who were interviewed did place a great deal of
importance on their education, seeing it as a ‘way out’. One 18-year old orphan saw
education as a basic need for HIV/AIDS affected children, “so they can be someone in

the future, someone productive and a good citizen” (IGA youth 1)

Case study 1: illustrating the benefits to a child’ s education by building
the capacity and financial stability of a family

Belonging to one of the poorest families in Kebele 12, a 12-year-old boy (Grd 2-
1) and his family are being assisted by JeCCDO. Living with his mother, five
brothers and sisters, his father died of AIDS four years ago. His 15-year-old
brother was recently counselled back home from the streets by CDWs and given
a £50 loan to help establish a small business at home selling basic necessities
with his mother. According to a JeCCDO tutor, the 12-year-old is “an outstanding
student, the best in the class. He always gives time to his study — he doesn’t
have to work like the others”. The new source of income for the family means
that the boy is required to collect and sell scrap materials only at the weekend
(earning less than % a pence a day), leaving the remainder of the week to
concentrate on his work. Education featured strongly in the boy’s communication
mapping drawing. This may be attributed to the work of the CDWs who reiterate

the importance of education to the children and their carers.
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Photo 3: One of the families given income generation support by
JeCCDO in Kebele 12, Dire Dawa

A JeCCDO Project Officer (2) explained that finance was also the key to accessing
medical care. “Many people in Kebele 12 are so poor that they cannot afford to go to
hospital when they need to”. However, good health and well-being requires more than
access to medical services, and it is clear from evidence from Dire Dawa that the
financial problems encountered by children affected by AIDS can quickly lead from
poor nutrition, debilitating working conditions and/or exposure to sexual abuse and
exploitation, and thus to a cycle of poor health and further impoverishment. A CDW (3)
described the spiralling vulnerability of HIV/AIDS orphans without immediate financial
support: “If children lose their families, they may inherit pensions. Sometimes relatives
support them or they can sell and use household equipment. But if they have nothing,
they end up begging on the streets. Around the hills they take stones and crush them
[to sell for construction]. If not, they go to the streets, especially girls, who become
prostitutes”.

5.2.2 Psycho-social needs
As wider experience has suggested would be the case (see Chapter 2), Dire Dawa

children affected by HIV/AIDS had psycho-social needs which went beyond the

financial ones.
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These start with the onset of HIV/AIDS in the family and the conspiracy of silence that
surrounds the disease. Children are often alarmed and later angry because they do
not understand what is happening and no one is talking to them about it. A Community
Health Worker (1) explained that these were often the issues around which children
eventually would seek counselling: “If parents are sick and children hear about AIDS,
they try to figure out the disease of their mother or father”. Foster Carer 1 spoke of her
13-year-old daughter: “When my [foster] daughter got older she heard rumours that
her mother died of AIDS. Before, she didn't have problems, but now she may get
angry without provocation.” Foster Carer 2 with a 10 year old fostered son explained:
“Nobody has told him his father died of HIV/AIDS. We don't tell him because we don't
know what the effects will be if we said his father had died of HIV/AIDS.”

Case study 2: showing evidence of stigma in the com munity

Grd 2-4 is a 9-year-old boy receiving no external support whose father died from
AIDS 6 months previously. He’s now living in his grandmother’'s home with his
mother who is seriously ill with the disease. His tutor described him as an
outstanding student with low absenteeism and good relationships with other
children. In his good/bad drawing he describes the upsetting experience of a
JeCCDO tutor asking to speak to his father, not realising he had just died. He
reveals experience of stigma and discrimination from other children following his
father's death, ‘children who | don’'t know insult me’. According to CDW 4, there
was a rumour in the community about his father dying of AIDS at the time. She

thinks that this was the cause of the insults.

Children affected by HIV/AIDS are often put off going to school by the way they are
treated, particularly by their peers. A 19-year-old orphan caring for her 17-year-old
brother explained: “Some say that you lost family because of AIDS and think that you
are part of the disease.... It didn't happen to me but it happened to my friend. Her
mother was HIV positive and open publicly about it. My friend had problems at school:
her classmates insulted her and talked about her saying things like ‘take care of her,

her mother is infected, you may get the disease from her”.
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Then, when it is known that someone in a child’s family is infected by or has died from
HIV/AIDS, they are likely to be stigmatised by other members of the community.
“There is still a problem of knowing clearly about HIV/AIDS. “ [Parents] think the
children will transmit the disease to their own children” (Project Officer 1). CDW 1
explained, “If, somebody dies because of HIV/AIDS, their neighbours will tell their
children not to play with them. The child will face stigma and loneliness...If we put two
children together — one whose family has died of HIV/AIDS — the family will give the
orphaned child food and drink alone. If they used the same t-shirt and trousers as the

other child, they will even separate them.”

The case of a JeCCDO-supported 15-year-old half-orphan affected by HIV/AIDS
(Grd8(1)), demonstrates the fears her mother had of stigma and discrimination. She
tried to protect herself and her daughter from this by not allowing her to be tested for

the disease even though her daughter had requested it (CDW 4).

Even when foster homes can be found for children orphaned by AIDS they are not
always given the care and support they need. According to a JeCCDO programme
Officer, “Orphans from other illnesses are more supported”. CDW 2 described how “If
a child loses their family through HIV/AIDS and their neighbour have them, they don't
let the child play with their other children — they don'’t give attention to the child”.

CDW 4 described the situation in Kebele 12: “There are so many orphans living
around Kebele 12. They are really open to abuse: they end up working beyond the
level of their capacity. A carer can make them carry heavy loads such as water and
firewood from long distances. These children may only be 8 to 10 years old.” The
JeCCDO Managing Director described the vulnerability of these children when they do
not receive the care they need: “If children are not kept well they might run away to the
streets and they would enter in anti-social activities in most cases, such as chewing
Khat, doing drugs, being on the streets, a lot of crime, a lot of drugs...income
generating ventures on the street...exercising unsafe sex. That makes them

vulnerable.”
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Case study 3: showing the need for CDWs to recognis e and address
psycho-social problems of an HIV/AIDS affected chil  d and their carer

Supported by JeCCDO, a 13-year-old AlIDS-orphaned girl (Grd 2-6) has been
living with her grandmother for the past 4 years. According to a CDW, her
grandmother is an alcoholic and begs on the streets. The grandmother “doesn’t
give a damn about her” (CDW), and doesn’'t want her granddaughter to live
with her. The girl did not feature her grandmother in her communication
mapping drawing. Those she did feature are either deceased (her mother died
four years ago), or living away from her (her six brothers and sisters all ran
away to the streets). The girl spends a lot of time collecting and selling scrap
materials to generate some income for the two of them. According to her
JeCCDO tutor she is “always the first on the list to be absent”, she is not an
active participant and her class performance is poor. She frequently displays
anti-social behaviour, disagreeing with, and provoking others, and getting in to
fights. Issues of externalising problems had not been explored by the CDWs as
the girl's behaviour was seen as a result of growing more like her grandmother.
In her good/bad drawings, the girl writes about her neighbours, ‘they don’t allow
me to pass by their houses.” CDW 4 thinks this could be because the behaviour
of the grandmother leads to problems with the neighbours, although another

explanation could be that the neighbours know the girl is orphaned through

HIV/AIDS and they are showing signs of stigma and discrimination.

Many children affected by HIV/AIDS are left without an adult to head the household,
and this places older children in particular under enormous pressure and with very little
support. It was remarkable in some of the cases | encountered in Dire Dawa how
some of these child-headed households adapted to their circumstances. One orphan,
who at 21 now volunteers for JeCCDO, lost both her parents to AIDS 8 years ago. She
left school to earn an income selling vegetables at the market so she could put her two
younger sisters through school. “If | wasn't alive, my younger sisters would be in a low
social status and not in a position to learn. They may have gone onto the streets and
been affected by HIV/AIDS... It was my dream to assist and help my sisters to learn

and now | made it". One Community Committee member (1) gave a similar example of
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a youth-headed household of four children and at least two siblings stopping their

education to assist their older brother financially.

Such situations can, however, simply overwhelm young families. An 18-year-old
orphaned boy was having difficulties in caring for his 12-year-old brother, finding
himself unable to provide for all the younger brother’s needs, and lacking the parental
skills to deal with his brother’'s behaviour. Despite attempts by the Community Health
Promoters to try to resolve issues, the brothers’ relationship became physically
abusive after the younger ran away to join his ‘better-off’ contemporaries on the streets
for the night. Eventually it was decided that it would be best for the younger boy to live

with his sister.

The evidence from the experience of children affected by HIV/AIDS in Dire Dawa
confirms what the wider literature has already indicated — that while finance is
fundamental to tackling the problems they encounter, it is not sufficient. They also
need a community in which HIV/AIDS can be discussed and understood more openly,
one in which children affected by HIV/AIDS are not stigmatised and one which can

provide, care, psycho-social support and understanding as well as material support.

5.3 JeCCDO'’s approach to meeting these needs

5.3.1 Holistic and integrated

Perhaps the first broad feature of JeCCDOQO’s approach that needs to be stressed is
that it is a holistic and integrated one. JeCCDO recognises that to tackle the problems
which have been described you have to work simultaneously on a number of fronts:
providing education and training; enabling families to support themselves financially;
meeting psycho social needs; educating and engaging the wider community — all at
once. “This wouldn't have worked sectorally, for example, with just education.
Everything needed to be addressed together.” (JeCCDO Programme Officer).
JeCCDO’s Managing Director explained that: “The general approach of the
organisation is that we are child-focussed, integrated and also we are really
networking...Integrated means we are really following a holistic approach. The

problem is not only one: there is a problem of socialisation, there is a problem of
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attitude, there is a problem of, at least, identifying existing resources and making use
of it. So this is the whole approach which should be integrated. And children in

education, children need to work for their health. These are all a package.”

5.3.2 Family and community engagement

In Ethiopia, the household, the family and the community merge into each other,
though the presence of HIV/AIDS infection in a particular household can, as we have
seen reveal previously invisible divisions. JeCCDQ'’s approach is to help to maintain
households, to support families and to engage communities in care for children
affected by HIV/AIDS. “I think the first priority is really to keep [children] in the
community... to keep them within their family structure. Second one is to organise the
community to look after these children. And they should really feel responsible about
that... Children should be supported and they should grow within their community - it is
their fundamental right for them to grow within the community. We have to advocate
towards that direction by making awareness to the community, to the public, to support

those children because they belong to them.” (Managing Director, JeCCDO).

To provide organisational structure for the community-based approach, JeCCDO
facilitates the formation of a Community Committee in each of its project areas. The
Committee is set up to work in partnership with JeCCDO to run projects and gradually
take over the complete running of the projects through capacity building from JeCCDO
within 5 years. The community elects members of the Committee - some of whom are
members of other community-based organisations such as the traditional funeral
associations — the Christian Idir and the Muslim Jemnta. This helps to integrate the
Committee with other activities in the community. In Dire Dawa the Community
Committee is sub-divided in to Education, and Health, Sanitation and Environmental
Rehabilitation. With JeCCDOQO’s assistance, the Community Committee is establishing
it's own income generating activities such as growing and selling wheat and maize and
making and selling injera (Ethiopia’s staple food), to ensure it's own financial

sustainability (Committee member 2).

The Committee selects the beneficiaries for the different projects based on a criteria of
the most disadvantaged. This includes those HIV/AIDS affected children who are most

in need, and the guardians of orphaned children. “[The Committee] identifies guardians
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— we are not the ones — because they know their community better than us. And they

are responsible.” (Managing Director, JeCCDO).

A Community Committee member (3) highlighted some of the success that they had
had in encouraging community members “to have good relations with [HIV/AIDS]

patients so there is no need for stigma”.

“The first thing that we have done is to try to organise the community to support these
children...We created awareness about what type of support these children need. We
really tried to give them priority within the community because these are children who
are really victims, children who are really vulnerable to a lot of situations. And then we
tried to support these children remaining within their family structure and there were
some children who ran away who ended up on the street, so we integrated them back.
So we created the family structure. And we supported the organised Committee to

identify the guardians within the community...” (Managing Director, JeCCDO).

By this approach, JeCCDO is not just assisting narrowly with the needs of children
affected by AIDS (though this is of course their primary objective) but showing that
addressing this issue can be of wider benefit to the community and putting in place

structures and processes which can contribute to sustainable community development.

Previously the community was really not heard. They never raised their voice.
JeCCDO was listening to that voice and this was really crucial” (JeCCDO Programme
Officer)

“The community have contributed a lot. That aspect is really important for our project —
everyone is really happy because every child is supported in the community. We are
not targeting one specific group. Of course, OVCs receive financial support so it is
separated in that respect but all children are included in the educational materials,
tutorial classes etc. This is the key to the project. It deals with the priorities of the
community...and the message from JeCCDO is that it is protecting the whole
community, not just targeting specific groups. We are addressing the kind of problems

existing there for all.” (JeCCDO Programme Officer)
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5.3.3 Educational

Education and training are seen as key elements of the JeCCDO programme. This

takes at least four forms.

First, JeCCDO provides material support (school uniforms, shoes, exercise books,
pens and pencils) for the families responsible for children affected by HIV/AIDS to help
the children to continue their (normally half time) education in the Government school.
Tutor 2 explained, “These children have little concept about their education. They have
nobody to urge them to go to school. The tutors give counselling sometimes but there
is no responsible person to look after them. Now we have formed a committee [part of
JeCCDO'’s project] to urge orphans to go to both the government school and tutorial
classes”. CDW 3 observed that: “Of the orphans that are not aided by JeCCDO, some
may go to school but the majority aren’t going.” By contrast, none of the 25 orphans
and vulnerable children supported by JeCCDO in Kebele 12 have dropped out of
school, although, she acknowledged: “Sometimes they don't go to school for financial

reasons” (CDW 3) i.e. to crush stones or to beg.

Secondly, JeCCDO provides privately organised tutorial classes to raise the
particularly low academic performance of pupils in Kebele 12. The tutorial classes are
available for all children in the community and are designed to complement the half-
day of schooling the government provides for grades 1-8, or 6-18 year olds. 600
students attend the classes in different shifts depending on their school timetable.
Tutor 6 claimed that “There is a great improvement with the tutorial classes for all

children.”

As a third layer of support, JeCCDO is running a three-year non-formal education
programme for 6-15 year olds in Kebele 12 who do not go to government school or
have dropped out of the tutorial classes. This is based entirely on the education level

of each child and their current knowledge.

Fourthly, JeCCDO provides vocational training for 100 older orphans — particularly
those who head their household — in catering, woodwork, metalwork, building and
construction, and tailoring. A 19-yr-old orphan heading household with a younger

brother described how: “We were students when our family died. There was no one to
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assist us but JeCCDO. They give us monthly 100 Birr. With that we proceed with life.
So with a greater struggle than before, we managed to complete our education. |
completed high school and my brother learnt woodwork at a technical training college
[with JeCCDO'’s support]. He is now receiving further training. [JeCCDO supported my]

training for hairdressing and now | work.”

This emphasis on education, and especially vocational training, is seen by JeCCDO as
part of its strategy for the sustainability of its work in Dire Dawa and elsewhere. “We
are working for the long-term solutions: training for grown-up orphans; supporting the
families to generate an income.” (Managing Director, JeCCDO). This emphasis on
measures which are going to assist the community to help itself are crucial if the
always finite and usually heavily restricted funds available to the organisation are not

to limit the benefits of its work to just a handful of people.

5.3.4 Sustainable financial support

JeCCDO helps 25 orphans financially and materially. Approximately £6.60 is given
monthly towards food and basic needs, of which almost £2 is invested in a savings
account for when JeCCDOs support ends, or when the child reaches 18. The children
are also provided with educational materials such as exercise books and pens, school

uniforms and shoes (without which they cannot attend school), and sanitary materials.

All JeCCDO staff commented on the organisation’s limited resources, which means
that only 25 orphans are currently being supported directly in this way. This is related
to the initial needs assessment of the area whereby only 25 AIDS orphans registered
themselves in order to receive support from JeCCDO. It was only when funding was
procured for the project and others saw the benefits of registering, that numbers of
registered AIDS orphans increased to a total of 300 (Community Committee member
2). By this stage, JeCCDO was only in a position to support 25 (JeCCDO Project
Officers 1 and 2).

There are two particular risks to providing this kind of grant support to children in need.
One is that it becomes a source of divisiveness within the family. “Those who get help
from NGOs rebel against their relatives. They feel that the wheat etc is for them and

not their families. They become more powerful in their families. NGOs should not try to



52

replace the families, they should be there to support and build the capacity of families,
not replace them. “(Senior staff member 1, HAPCO Addis Ababa)

However, JeCCDO works on the premise that support for a child is shared amongst
the entire household so that they all benefit. In this way, as JeCCDO Project Officer 2
explained, 52 orphans are indirectly benefiting from the financial support. “If we are
supporting a family, we don't support all the children...if there are 8 children, we
support maybe 4 — but the resource could be shared among the 8. Which does not
bring any contradiction within the family...it is for the whole household.” (Managing
Director, JeCCDO).

The second risk is that the family becomes dependent on this income. JeCCDO is very
alert to this risk and takes steps to avoid this by only providing minimal financial
support (some of the lowest compared with other NGOs in Ethiopia) and by making the

family and community self-sufficient.

“We should not immediately jump into financial support, this and that. Unless it is done
in an organised manner it doesn’t have long-lasting solutions...Especially the financial
support should really focus on maintaining the sustainability within that family. These
are really very important issues that we need to focus on.” (Managing Director,
JeCCDO). To this end, JeCCDO provides vocational training (as indicated above) and
small loans to help people set up small businesses (e.g. by enabling a woman tied to
her home to purchase a loom for selling spun cotton, and giving training and start-up
packages to families for organic horticultural production). As part of JeCCDO'’s phasing
out strategy and it's commitment to building the capacity of Kebele 12, it has formed
an Income Generating Activities Association consisting of 219 members and working
closely with other NGOs in the area. The idea is that the Association will fully take over
JeCCDO'’s responsibility of providing revolving loans for families to generate an

income. It is too early to judge the likelihood of its success.
5.3.5 Health promotion
Community Health Promotion is here interpreted broadly (in line with the WHO'’s

Ottawa Charter) to include issues to do with the well-being of children and their

psycho-social needs, as well as more directly HIV/AIDS health related issues.
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JeCCDO has established two teams of local workers focussed on providing a range of
support for children affected by HIV/AIDS and their families: Community Development
Workers (CDWs) and Community Health Promoters (CHPs). Their activities tend to
overlap and, in any case, as a JeCCDO Project Officer explained: “[CDWs and CHPs]
interact and exchange information to reach a common target” (JeCCDO Project Officer
2).

CHPs are selected by the community to receive training by the government Health
Office and Family Guidance Association. They receive training in counselling and

home-based care to deal with HIV/AIDS patients - both adults and children.

CDWs are trained (a rather short preparation) to provide counselling to orphans before
and after they go to their extended families or guardians. These CDWs come from the
Kebele so they are living and working amongst them “They know the community in and
out” (Project Officer 2). The CDWs deal mostly with HIV/AIDS-affected and vulnerable
children and income generation activities. The CDWs provide: counselling to help
children to gain access to medical supplies when they are sick; monthly financial
support of 50 birr (£3.30); sanitary materials such as soap and toilet paper (monthly);
insecticide (quarterly), and bed-sheets (annually). The CDWs also work with children
who have run away to the streets, helping them to overcome their problems and to

return home to their families

The Community Health Promoters also provide counselling to HIV/AIDS affected
families, help to organise visits to the doctor or hospital, and take care of their hygiene
when they are sick and bedridden. The CHPs work to reduce stigma and
discrimination with the neighbours of those affected by HIV/AIDS. They promote health
in other areas through educating the community on TB prevention and control, malaria
prevention and control, and organising and mobilising the community to take care of

their environment and sanitation (Project Worker 2).

One Project Officer (1) described how JeCCDO have run a series of workshops on
HIV/AIDS, its transmission, and changing attitudes, “Knowing is the first thing”. These
workshops were aimed specifically towards the neighbours of those affected by
HIV/AIDS. He explained that stigma and discrimination still exists but that it had

reduced since the workshops.
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5.3.6 Empowering children

The Managing Director of JeCCDO highlighted the fact that when children are
vulnerable in a number of different ways, they become even more so when society
does not give them a chance to participate in community initiatives and to voice their
concerns, “That makes them vulnerable because they don't make any decision about
themselves”. Traditionally in Ethiopia, children are ‘seen and not heard’ and so they
are not confident at participating. The JeCCDO tutorial classes have addressed this
problem by educating in a way that facilitates discussion on a number of issues that
children face. Interestingly, HIV/AIDS and other health and social issues were
apparent in the children’s communication drawings (see appendix 3 Com 8-4 and Com

8-6) that were carried out in the tutorial classes.

Children are actively encouraged to participate in the decision-making process. Those
from all sections of Kebele 12 take part to ensure that “everybody isn't just dealing with
their own issue — we don't want that to happen - we want to make it more social, more
communal”. As the Managing Director of JeCCDO went on to explain, it is this lack of
involvement that can make them vulnerable, so JeCCDO involve them as much as
possible, “We organise a kind of group discussion where they identify and prioritise
their needs; we negotiate with their family to get accepted. So we respect their
decisions. It's really good to involve them because feel that they are involved in
decision-making; they have a feeling of ownership and responsibility. So they will feel

responsible about what is happening. So there is a kind of two-way communication”.

Not only are JeCCDO tutorial classes used as a means of improving grades and
reducing drop out rates in the government schools, but also for advocacy and
empowerment of children. “You know, using our tutorial classes also we advocate or
we teach them leadership, on health, on team-building, working and living together. It
is the whole thing so the children are really making a lot of progress in their daily lives.
All these are issues that these children have never been given a chance, but if you
give them the chance they will come. And we have seen an attitude change. There is a
positive attitude towards each other now. They are optimistic about their future, and

their attitude towards the community.” (Managing Director, JeCCDO).
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The feedback on the changes that the community and government schools had
observed within the children who have participated in JeCCDO'’s tutorial programme
has been very positive. “Before there was no chance for [class participation because]
they were shy to say it. But...they are becoming more bold and outspoken, proactive.
Even the school administration is asking, ‘what techniques are you using?’ because
they are really coming out. They are explaining about themselves very well. These are
really very important issues because there is a cultural influence not to be outspoken,
not to explain about yourself, not to take the initiative. But these are really changing.”
(Managing Director, JeCCDO).

5.3.7 Networking

“No-one is clever by himself,” acknowledges the JeCCDO Managing Director, “so we
are working with the Government, with the private sector, with NGOs and CBOS. So,
you know, the community effort of all this would bring a result. And it would also help
us to really use the existing resources effectively and efficiently. So this is why we are
using this approach. And we are also collaborating with the international community,
with international NGOs, in terms of exchanging experiences, learning from each
other...” (Managing Director, JeCCDO).

Membership for CBOs in Kebele 12 (as throughout Ethiopia) requires a fee each
month. As a JeCCDO Programme Officer explained, one of the difficulties facing
families affected by HIV/AIDS is that when parents are too ill to work, they cannot
afford the membership fee when they are most in need of assistance, This was

confirmed by several JeCCDO Community Committee members.

There are two types of Community Based Organisations (CBOs) that work in Kebele
12, and across Ethiopia. The first is ‘Idir’, a Christian CBO, and the second is ‘Jemnta’,
a Muslim CBO. These traditionally exist to support families at the time of a marriage or
a death, where the CBO helps with funeral expenses and provides materials for the
reception or wake. A membership fee and monthly payment is required (£2.60 initially
and a subsequent 52p per month is required for Idir's revolving funds) and
membership ceases when payments are not fulfilled. “Before CBOs were doing tasks

when somebody died - they were not performing activities of development. But now
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they are transforming to development type activities - it's on the way. We are also

building the capacity for these organisations.” JeCCDO Project Officer 1

“We have a gap in orphan and patient care because of their high humbers through
HIV/AIDS. We network with Save the Children USA and refer them to our gap. We
have the capacity to help 12 AIDS patients. Now we have fulfilled this others are
approaching us for help so we refer them to Save the Children USA. Save the children
are supporting 20 orphans on a monthly basis with sanitary materials and clothes. We
have got this network for OVC. Through the network we have to work with
organisations to feel more responsible about this target, to incorporate more activities,
and also to work with CBOs and communities to see how they can support these
children.” (Managing Director, JeCCDO)

This chapter has presented a selection of the data collected in the research which
describe the problems faced by children affected by HIV/AIDS in Dire Dawa and a
community-based response to their needs. The final chapter will identify some of the

issues raised by this case and explore the implications of the data for future policy.
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Chapter 6: Synthesis and discussion

The aim of this chapter is to synthesise the main themes explored in this dissertation,
to propose implications of this research and to suggest ways forward. The literature
and the field research indicate a number of issues about priorities in response to the
needs of HIV/AIDS affected children and | shall organise this discussion around some

of these issues.
6.1 HIV/AIDS affected children and poverty

Both the literature and particularly the field study have made clear the many and
powerful connections between HIV/AIDS and poverty. Poverty leaves people even
more vulnerable to HIV/AIDS and makes it more likely that they will die from the
disease: and HIV/AIDS is likely to drive them deeper into poverty. This interconnection
means that strategies for addressing the needs of children affected by AIDS are
unlikely to be successful if they are addressed in isolation and unless they also
address the underlying poverty of them and their families and carers. The fact that the
children are ‘affected by HIV/AIDS'’ in the ways described adds a problem to that of
poverty and compounds the problem of poverty, but cannot very usefully be addressed

without also addressing the issue of poverty.

When poverty is so great, it is hardly surprising that all those interviewed placed the
need for financial and material support far above all other needs. Whilst it has been
widely acknowledged that this support is vital in providing for direct and indirect needs,
it can also undermine community support structures that are currently in place and
further increase the vulnerability of HIV/AIDS affected children, their families and

communities as a whole. The dangers that should be avoided include the following:

If the main motivation of households to take on HIV/AIDS affected children is
the financial gain that comes from NGOs and other organisations providing
assistance to these children, then this can lead to further neglect and

mistreatment of the fostered child (Skinner et al, 2004).
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Households may come to rely on financial support to the extent that they lose

the skills and capacity to become financially stable on their own.

The dynamics of traditional family structures become unbalanced as a result
of the power shift that can occur between a child who is provided with
financial assistance and their foster parents or other siblings who receive
nothing (as seen by HAPCO staff in Addis Ababa).

These problems are addressed in some of the issues discussed below.

6.2 Short term and sustainable support

How the underlying issue of poverty is addressed is of course part of a much wider
problem in development. In some circumstances it requires the direct provision of
money to enable families to buy food, to access healthcare and to support the
education of their children - and JeCCDO has been ready to provide this kind of
support. Indeed, in my subsequent visit to JeCCDO projects, many of the carers were
elderly grandmothers, and with no family members of an income-generating age, this
type of direct support has been essential for these families — particularly for the
psycho-social well-being of both the child and carer (whom the child has usually grown
up with), where they are able to reciprocate support for one another in a loving family

environment.

But for those who are capable of earning an income this direct support can be
disempowering and is unsustainable in the long term, and JeCCDO has been
committed to more empowering and sustainable responses. These have included
vocational training, aimed at providing people with the skills to earn a living as an
employee, and loans and support to help people set up their own businesses or

become self employed.

It is perhaps too early to assess the long-term effectiveness and sustainability of some
parts of the programme. Will the vocational training that is provided actually enable the
orphaned children to support themselves (and perhaps their families) sufficiently?
Some, it should be acknowledged are already doing so but as CDW 2 observed:

“Training will change the lives of people. It is better for the longer term but in the short
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term it is not so good. Only training by itself is not the solution. There is a need for

funds and materials as well.”

Will the loan support for small businesses generate enough returns to enable the fund
to support a new and continuing line of small businesses? The woman referred to
earlier who borrowed the equivalent of £33 to buy a loom and establish her own home-
weaving business has in fact returned the loan and is now benefiting from a regular

income. The re-paid loan has been reinvested in another mini-enterprise.

The evidence from my research indicates that income generation activities for
individual households can encourage self-reliance and contribute to avoiding the dip in
financial circumstances that Deininger et al (2003) observed takes place for some time

after a foster child has joined their new family.

6.3 Focused or holistic responses?

As the WHO's 1986 Ottawa Charter acknowledges, ‘our societies are complex and
interrelated. Health cannot be separated from other goals’. Just as the Charter
describes the ‘inextricable links between people and their environment’, the
interconnections between HIV/AIDS and poverty also contribute to the case for an
integrated or holistic approach to the needs of HIV/AIDS affected children. Ideally
there would be a single intervention which could transform their position: health
promotion or care; education; fostering schemes; counselling. It is clear however that
these children have multiple needs and that these require a multi-pronged approach.
This imposes more of a burden on the community or NGO which is seeking to address
the problem, but the needs are too interdependent to be treated in isolation: if children
are unwell or if they have to carry the burden of family responsibility they will be unable
to attend school; if they are not able to attend school then they are unlikely to break
the cycle of poverty; if they do not receive the care of a guardian then health,
education and psycho social aspects of their welfare are likely to suffer and again they

will become even more vulnerable to sickness and exploitation.
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6.4 Vulnerability of children: prioritising those m ost in need

Whilst all children affected by HIV/AIDS are vulnerable, there are clearly groups within
this category whose well-being is even more strongly compromised through their
circumstances. It should be acknowledged that children who are living with, or caring
for parents with HIV/AIDS, often have greater pressures and responsibilities than
those whom have been orphaned. Another particularly vulnerable group within this
category are those whom have recently been orphaned, who are still dealing with the
trauma of their parent’s death, and are in need of care or are perhaps adjusting to a

new carer and a new home.

In JeCCDO'’s case, orphans - rather than children with ill parents - are prioritised as
those most in need due to the limited capacity the NGO has to support these children.
A number of JeCCDO-supported orphans have been with their carer for a number of
years, and as a result of this stability, most have worked through their HIV/AIDS-
related psycho-social problems by the time JeCCDO has entered their lives. Whilst the
economic situation of an HIV/AIDS affected child and it's family is one priority, it would
perhaps be useful for JeCCDO to reconsider which children are most vulnerable, and
highlight these issues with the Community Committee who ultimately make the

decision of who should receive support.

6.5 Child-focused and family-centred support

Some sources (such as those explored by Deininger et al 2003) recommend strategies
that seek to ensure that support is targeted closely upon the individual children in
need. There is of course an understandable reluctance to allow funding (in particular)
to be squandered or dispersed. There are, as we have seen, some counter-arguments
to this approach. When individual children in a family are favoured this tends to create
jealousy and resentment in the family. In any case, as far as basic needs like
healthcare and education are concerned, it is unlikely that an HIV/AIDS affected child
is going to be significantly worse off than the biological children of their carer (unless
the stigma of HIV/AIDS relatedness is at work). JeCCDO has decided on a balance
whereby supporting the whole family and helping to get the family working as a self
sustaining unit is a more satisfactory response to helping children affected by

HIV/AIDS - and this has been welcomed by participants in the programme.
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The same principle may be extended to the wider family. Staff from JeCCDO and other
organisations such as HAPCO highlighted the detrimental impacts of relief-type aid in
particular, whereby government and NGO staff have come across the difficulties of
‘dependency syndrome’ cultivated since the mid-80s famines. “Those who get help
from NGOs rebel against their relatives. They feel that the wheat etc is for them and
not their families. They become more powerful in their families. NGOs should not try to
replace the families, they should be there to support and build the capacity of families,
not replace them. When we say home-based care, the community feel that we should
come and clean etc and family relatives just sit down” (Senior staff member 1, HAPCO
Addis Ababa).

6.6 Family or community-based support

These sorts of considerations are among those that have pointed JeCCDO to a wider

community-based approach to support for children affected by HIV/AIDS.

Staff in the HIV/AIDS Prevention and Control Office in Addis Ababa commented on
their experience of the rather passive role that family members took when NGOs
provided assistance with home-based care. This type of reaction has often been seen
in development projects that lack community participation and involvement from the
outset. Community participation in the decision making process in particular is
essential for cultivating a sense of communal responsibility. A JeCCDO Programme
Officer highlighted an important point when he explained that JeCCDO was not
interested in supporting individual families but rather, in supporting community care for
children. This broader approach is particularly relevant to the well-being of HIV/AIDS
affected children in Kebele 12, for it is only by addressing the socio-economic context
of the Kebele that the community have any hope in building their resources to cope

with the care of such vulnerable children in the long term.

There are at least three different dimensions to this ‘community-based support’. First, it
is a matter of community empowerment, or, as Tones and Green would say,
‘facilitating voluntaristic decision making and achieving free choices’ (p35 2004).
Thereby encouraging the wider community (and not just the immediate family) to feel

actively responsible for helping children affected by AIDS — and so sharing in the
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burden that this care can impose on a family. In line with the WHQO’s Ottawa Charter
and principles, an empowered community is seen as one of the most important
outcomes for health promotion (although caution should be taken over whether the
empowerment is really promoting full participation or just mere tokenism, as noted by
Tones and Green, 2004). This is what JeCCDO have been working to achieve,
“Previously the community was really not heard, they never raised their voice.

JeCCDO is listening to that voice and this is really crucial” (Project Officer 1).

Secondly, community-based support is to do with keeping the children in the
community, so that they still feel part of the community and can benefit from all the
informal learning and social skills which community life provides. This may be by being
cared for in a household in the community, or, failing that, on the model of SOS
Children’s Villages, being cared for in a home, which is at least located in and among

the rest of the community.

Third, and linked to the point about the need to address underlying issues of poverty
discussed above, community-based support is about addressing these issues at a
community level and not just at the level of the individual or household. One example
of this was in Dire Dawa, where JeCCDO mobilised a whole community to work
together to terrace a hillside, immediately reducing the affects of flooding from run-off,

and increasing the productive land available to the community.

The interviews which were conducted in the course of this field research revealed
considerable satisfaction with the approaches which JeCCDO was taking towards
meeting the needs of children affected by HIV/AIDS. This was because this approach
was not only engaging the wider community, but also seen as benefiting the wider
community. “This is the key to this project: it deals with the priorities of the community.
The message from JeCCDO is that it is protecting the whole community and not just
targeting specific groups” (Project Officer 1) JeCCDOQO’s approach of addressing the
needs of all of the community and including all children has a number of affects. The
whole of the community feels included and involved, and thus removes resentment

that could be caused by targeting just one specific group.
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6.7 Psycho-social care: a western perspective or a necessity?

Children affected by AIDS clearly need material and financial support in order to
access their basic requirements for food, education, access to healthcare and, in some

cases for shelter. The issue is, is this enough?

The interviews with local families certainly indicated the priority which they placed on
material and financial support, but a lot of the evidence from the literature and from
NGO workers responsible for caring for children affected by HIV/AIDS indicate that
they have other needs beyond the more obvious material ones. This raises interesting

guestions about the extent to which this analysis is, however, culturally embedded.

The concept of psycho-social care is strongly rooted in Western ideas. Taking
counselling to work through problems has become commonplace in the West. In
contrast, people take a much more fatalistic and stoical approach to their problems in
Ethiopia and there are a number of things that are simply not talked about. The
imminent death of someone with AIDS, for example, is not discussed with them for
fear that it will hasten their demise. Literature on HIV/AIDS affected children in Africa -
including Ethiopia (Banteyerga et al, 2004) - clearly demonstrates however, that
children themselves have expressed a need to discuss their parents’ iliness and death
to help them overcome their fear, confusion and grief, and to feel more secure about
their own futures. Data from the research in Dire Dawa — particularly issues that were

highlighted from the children’s drawings - confirmed the importance of this opportunity.

The stigma attached to discussing some of these issues is one that JeCCDO is
addressing through developing the important role of Community Development Workers
(CDWs). There appears to be a real need for CDWSs to recognise signs of children
internalising and externalising problems. Case study 3 of the 13-year-old HIV/AIDS
orphaned girl (G2-6) (referred to in chapter 5) shows her, in my interpretation, clearly
externalising her problems as a result of her parents death, and insecurity over her
home situation. The CDWSs noted that the girl's behaviour has changed, becoming
more aggressive like her grandmother’s, and that she does not have any friends at
school. They see this as a result of the grandmother’s bad character ‘rubbing off’ on to

her own, rather than her recent traumatic events.
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The CDWSs’ current activities are particularly strong in encouraging children to gain an
education. With the combination of extra training for CDWs in recognising and dealing
with psycho-social problems, and drawing further on the roles of community elders,
community and religious leaders, JeCCDO could greatly strengthen meeting the

psycho-social needs of HIV/AIDS affected children.

Apart from the pain which the stigma of HIV/AIDS imposes on children who are
affected by it, HIV/AIDS can, as we have seen, impose an additional economic burden
on families whose businesses or services are boycotted as a result of the stigma and it
is a practical obstacle to community based approaches to support for these children
and their families. ‘Effectively addressing stigma removes what still stands as a
roadblock to concerted action, whether the local community, national or global level
(Piot 2000, quoted in Parker and Aggleton 2003, p14).

6.8 To politicise those with HIV/AIDS or to educate  those without it?

One dimension of the problems facing children affected by HIV/AIDS, which was
evident in the literature and in the field research, was to do with the stigma attached to
HIV/AIDS. This is another interesting example of an aspect of the problem which is not
directly dependent on material support, but which is rather the result of a combination
of ignorance, prejudice and the culture of silence that surrounds HIV/AIDS. It might in
this sense be identified as another psycho-social issue requiring a response based on
health education, raising public awareness, creating greater openness and replacing
the hostility and distrust which is often attached to HIV/AIDS by understanding and

care. These are, on the whole, the approaches adopted by JeCCDO.

In recent years a wide range of established programmes have focused on what might
broadly be called educational and psycho-social approaches including: psychological
counselling approaches (Kerry and Margie 1996; Kikonyogo et al 1996); increasing
contact between those with AIDS and people with little direct experience (Batson et al
1997) and helping those who are the objects of stigmatisation to develop ‘coping skills’
(Brown, Trujillo & Macintyre 2001).
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There is, however, an alternative approach to these issues. Parker and Aggleton
(2003) have argued that we have to move away from these ‘psychological framings’ of
the problem which have dominated recent interventions and to understand stigma as
something ‘deployed by concrete and identifiable social actors seeking to legitimatise
their own dominant status within existing structures of social inequality’ (p18). As a
result we may be advised to seek the remedy for this kind of stigmatisation ‘less in the
literature associated with behaviour change than in that on community mobilisation

and social transformation’ (p21).

This is a perspective to which JeCCDO and others working in this field might give
more attention, but it may need to be handled carefully if it is not to prove counter
productive in a very traditional society like Ethiopia (at least some of Parker and
Aggleton’s 2003 reference is to experience in the USA). JeCCDO certainly seeks the
empowerment of those with whom it is working and seeks to give children affected by
HIV/AIDS as well as their families a voice in the communities whose support they
need. However, it sees the basis of this empowerment in their own and the
community’s understanding of HIV/AIDS, in their education and in the various
approaches that JeCCDO employs to achieve their financial independence. It also
seeks ‘community mobilisation’, but this is seen rather more as the mobilisation of the
whole community against the poverty in which it shares rather than the mobilisation of
those currently affected by HIV/AIDS against those who, perhaps for only a little
longer, are not. In communities like Kebele 12 there are no doubt hierarchies of power
of the kind to which Parker and Aggleton (2003) refer, but in a very poor community
like this HIV/AIDS shows very little respect for these hierarchies and one person is as

likely to fall victim as another.

6.9 Scalability

My study has focused on a very small-scale project in one Kebele in one town in one
among a large number of countries whose children are affected by HIV/AIDS on an
enormous scale. At the moment it is impacting directly on 25 orphans who are
receiving financial and psychological support; 100 older orphans who are receiving
vocational training; and 600 children attending tutorial classes. There are 1.2 million
children in Ethiopia alone who have been orphaned by AIDS (WHO 2004) and several

million others affected in other ways. ‘The scale of interventions still remains a poor
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match in light of the scale of the problem’ write Deininger et al (2003 p1214) and they
cite the example of Uganda where only 4.8% of the estimated 1.7 million orphans
receive any support. A key issue for those concerned with policy and for NGOs trying
to develop strategies that can have wider impact is whether the whole approach is

scalable.

JeCCDO managers are very much aware of this issue and are seeing the need to

address it at three levels:

Locally, they are proposing to extend the current support mechanisms to meet
the needs of more orphans (one JeCCDDO Project Officer (1) estimated that there
were about 500 half and mostly full orphans of AIDS in Kebele 12 alone). They see
particular interest in working collaboratively with other voluntary organisations and
engaging the traditionally socially important funeral associations (the Idir and the

Jemnta) in a more pro-active and developmental role.

Nationally, they believe that one approach to such scaling up would be to
convince Ethiopia’s own government of its cost effectiveness and value. “We want to
work with the Government so the Government should put this on the agenda. So we
are advocating for that. We are really pushing the Government, using different forums,

to give it a priority.” (Managing Director, JeCCDO).

Internationally, JeCCDO leaders want to raise the scale of international support
for their approach: “Also, internationally, most organisations who are really working on
the economic and livelihood improvements of these children and of OVC create a kind
of forum where the issues should be given international attention. And the big donors
should give the necessary help. So we want to also share experience and disseminate
appropriate information and learning from each other and come up with a better

strategy to curb the problem of these children” (Managing Director, JeCCDO).

These are key requirements for the next stage in the development of JeCCDO’s work.
If it is unsuccessful in this it may remain a modest community-focused programme in
Kebele 12: if it succeeds, ‘the village of destitution’ may yet have something to teach

the world.
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Appendices

Appendix 1: Fieldwork timetable 3rd — 21st May 2004

3" May - Data collection, JeCCDO Headquarters, Addis Ababa
4™ May - Interview at HAPCO Addis Ababa with three senior staff members

- Interview with Managing Director of JeCCDO at JeCCDO Headquarters,
Addis Ababa

- Interview with a JeCCDO Programme Officer
6" May - Interview with a Project Officer at JeCCDO Dire Dawa office
7" May - Interview with a Project Officer at JeCCDO Dire Dawa Office
8" May - Group interview in Dire Dawa with four JeCCDO Community Development

10™ May - Group interview in Dire Dawa with three JeCCDO Community Health
Promoters

- Group interview in Dire Dawa with six JeCCDO Tutors
- Group interview in Dire Dawa with three orphan guardians / carers

11" May - Group interview with three Dire Dawa JeCCDO Community Committee
members:

- Interview with senior staff member at the Health Bureau of Dire Dawa,
Organisation for Social Service Affairs (OSSA)

- Communication mapping in Kebele 12, Dire Dawa with JeCCDO tutorial
class Grade 2

12" May - Analysis and triangulation of Grade 2 communication mapping drawings
with a JeCCDO Community Development Worker

13" May - Participatory exercise in Kebele 12 with JeCCDO tutorial class Grade 8:
‘Good/Bad things that happen at school’ drawings

14™ May - Communication mapping in Kebele 12 with JeCCDO tutorial class Grade 8

- Participatory exercise in Kebele 12 with JeCCDO tutorial class Grade 2:
‘Good/Bad things that happen at school’ drawings

- Analysis and triangulation of Grade 2 ‘Good/Bad things that happen at
school’ drawings with a JeCCDO Community Development Worker
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- Interview with a senior staff member of Family Guidance Association, Dire
Dawa. Nurse / Counsellor also present

15™ May - Interview with senior staff member in Organisation of Social Services for
AIDS (OSSA), Dire Dawa branch

- Analysis and triangulation of Grade 8 communication mapping

drawings with a JeCCDO Community Development Worker

16™ May - Interview with two AIDS-orphaned boys supported by JeCCDO, aged 13
and 16 years, in Kebele 12, Dire Dawa

- Interview with 17 year old AIDS-orphaned boy supported by JeCCDO, in
Kebele 12, Dire Dawa

- Interview with a Community Development Worker, and JeCCDO tutorial
class / non-formal education programme tutor, in Kebele 12, Dire Dawa

17™ May - Interview with Programme Officer at Dire Dawa HIV/AIDS Prevention and
Control Office (HAPCO)

- Analysis and triangulation of Grade 8 ‘Good/bad things at school’

drawings with a Community Development Worker

18™ May - Interview with two 18-year-old beneficiaries (one male, one female) of the
JeCCDO Income Generation Activities Programme

- Interview with two Kebele 12 members of both Idir (a Christian CBO found
in communities throughout Ethiopia) and the JeCCDO Community
Committee

- Interview with a JeCCDO Dire Dawa Project Officer

20™ May - Interview with a JeCCDO Orphan and Vulnerable Children Coordinator at
JeCCDO Headquarters, Addis Ababa

- Interview with JeCCDO Dire Dawa Project Manager at JeCCDO
Headquarters, Addis Ababa

21° May — Data Collection at JeCCDO Headquarters, Addis Ababa
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Appendix 2: Grade 2 Communication Mapping drawings
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Appendix 3: Grade 8 Communication Mapping drawings
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n at school’

Appendix 4: Grade 2 ‘Good and Bad things that happe

drawings
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Appendix 5: Grade 8 ‘Good and Bad things that happe  n at school’

drawings
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Appendix 6: Photo permission slips

Translation

My name is Anna Bridges. | am a student studying an MA in Education and
Health Promotion in London, England. Today | am wor  king with the children in
the tutorial classes about communication. To demons trate the activities | would
like to take photos of the children with your kind permission. These may feature

in my research.

Please tick one of the boxes below:

| GIVE permission for you to take a photo of my child

I DO NOT give permission for you to take a photo of my child

Signature:
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