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INTRODUCTION

As has been the case elsewhere in the world, the impact of HIVAIDS in China, particularly in central provinces, is changing the demographic profile of local populations.  Children are conventionally seen as `the future’ in China (1), but in some places many children’s lives are so severely affected through the deaths of one or both parents, and of relatives, that there are not only issues raised for children’s care and welfare, but questions hanging over the future prospects for local communities.  The issues involved in making any response to the problems presented by the multi-stranded epidemic in China are highlighted through the circumstances of children affected by HIVAIDS, and necessarily involve consideration of the nature of childhood, local situations, modes of transmission, and the context of policy and practice around child protection and development.
This chapter discusses holistic approaches to children’s circumstances based on child rights programming, and some of the ethical issues that emerge in seeking children’s best interests.  The situation of one prefecture in central China is used as example, and the possibilities for responding to children through activities based on children’s analysis and decisions.  The initial outcomes are noted from research workshops conducted with some 28 children, as a preliminary to these children undertaking their own research.  The current context of provision for orphans in China is briefly described, and the need for work at both policy and local level, because of the importance of including children orphaned through HIVAIDS within policy making for all orphaned and abandoned children.  Issues of stigma and discrimination experienced by children are highlighted throughout.  The chapter concludes with some notes on multi-sectoral and multi-agency approaches and possibilities for work with children and linkages of these with community based HIVAIDS prevention and care work involving adults.   
Children and the HIVAIDS emergency in China

While local cultural perceptions and equivalences of `children’ vary throughout the world, an international definition is provided through the United Nations Convention on the Rights of the Child, as human beings under the age of 18 years. The almost universal ratification of this convention (ratified by China in 1981, and see note 6) provides a standard which is used here.  This age range requires us to recognise the varied circumstances of children by their ages alone.  It means that children affected by HIVAIDS will range from babies to older children who are sexually active, and include some who are working and some who are exploited and abused, and a variety of competences.  The HIVAIDS epidemic has highlighted the whole gamut of issues, possibilities and problems inherent in the status of children and childhood in different societies.  The tensions between child protection and children’s participation, perceptions of the nature of childhood, are all brought into play, and especially the questions of expectations, social relationships and legal, cultural and moral practice. 

The nature of the epidemic in central provinces in China and its origins in blood selling, has produced sets of extremely difficult circumstances for children that highlight broader issues for determining how best to respond and take action to the increase in HIVAIDS in China.  In contrast, on the borders of China, in the north-west and south-west, where routes of transmission of HIVAIDS have predominantly taken different forms, there are other concerns, such as the susceptibility of children to the use of drugs (taken intraveneously) and the exploitation of under 18s in sex work.  The epidemic in China is multi-stranded and while blood selling and drug use have been major transmission routes in the early phases, sexual transmission is poised to become a major threat.

Knowledge about the routes of transmission and prevention of HIVAIDS is clearly insufficient given, for example the startling ignorance of even young trainee teachers in a badly affected prefecture in central China.  The existence of HIVAIDS in central China is known about, but public attention has been drawn to the border provinces, and these areas were, until recently, the public focus of government, and the south-west is still believed to be the worst affected area by some external organisations and individuals (2).  The two main channels of HIVAIDS transmission in China have been recently publicised as `prostitution’ and `intravenous drug use’ (Zhang 2004) and measures such as free distribution of condoms at entertainment venues, and provision of clean syringes and a methadone programme have been announced (ibid).  Both of these, of course, particularly concern children and young people in terms of those who are exploited and those establishing relationships and those susceptible to drug use.  But, in terms of localised impact on children, it is in central China that the epidemic is now having devastating effect.  The government has recognised the extent of the epidemic there in deciding that the third round proposal for Global Fund monies should focus on seven blood-selling related areas – the central provinces.  Responses need to be made not just about care and treatment but to address broader issues concerning communities and welfare.  The question of what can be done to provide services and to mitigate the impact of HIVAIDS on children’s lives must examine, in particular, how to avoid a `knee-jerk’ reaction, and one based primarily on anxiety that something has to be done and soon, and which does not recognise the variety of ages, capacities and potential inherent in childhood.
How should we respond? Who should respond?  There are characteristics in this epidemic in central China which might suggest it is a `one off’, rather like a sudden emergency or disaster, such as famine, flood, earthquake, especially since large numbers of poorer middle aged adults (of reproductive age) are dying rapidly and so raising concerns for the future of their children.  But parallels with emergencies does not mean that supposedly `one off’ solutions can be attempted or excused that would not now be part of conventional or evidence-based approaches to development or welfare. (Similar problems, for example, a growing number of orphaned children, will arise and are emerging elsewhere in China, albeit not so rapidly.)  For example, thinking that the nature of emergency justifies a rapid reaction such as the removal of children from their remaining relatives/parents and their community, and their placement in institutional care.  Or an international non-government organisation (INGO) funding and strengthening inappropriate institutionalisation being developed by new, emerging or existing local non-government organisations (such a scenario being likely in a country like China, where civil society is under-developed, but where crises such as the HIVAIDS pandemic provide opportunities and entry points for the development of new organisations and groups).

Although this institutional care may be of good material quality if sufficient overseas funding is found, research and practice findings suggest that these forms of care are generally detrimental to children’s development. For example, that `hardly anyone today denies that institutions are unable to attend to physical and cognitive needs and the needs for social and emotional stimulation in any way comparable to what can be achieved in a setting which is open to life within society.  The concept of deprivation is used constantly in specialised studies describing the consequences of life in institutions to indicate the lack of affective and personal care suffered by institutionalised children’ (Crotti 2003, p vii).  Indeed, even an approach of targeting `AIDS orphans’ is contentious, in stigmatising them and other children affected by AIDS, but also because it begs the question of provision for other orphaned children: that is, the same good quality of care and protection should be available to all (see, for example, Grainger, Webb, Elliot 2001).  Already experience in China (various pers. comm. and local discussions) is showing how institutional care for children orphaned through HIVAIDS is causing distress to children: they experience stigma and discrimination from others in the community because they are placed and identified as AIDS affected; if their carers do not like individual children, they have no one to talk to.  Some children are apparently running away.  Meanwhile, grandparents of children orphaned through HIVAIDS have said that they never see their grandchildren after their placement in residential care outside the village and community.  It is such issues and problems as these that this paper seeks to address in seeking alternative means for realising children’s welfare and rights. While the nature of the epidemic is certainly highlighting gaps in provision, welfare, trained personnel and so on, for children’s lives, none of this is new.  Disabled children have been in similar circumstances for many years, but have not received similar attention.

But, by characterising this as an emergency, it is possible to then look at and learn from some of the responses to sudden crises.  In particular, that hasty decisions to separate children from their communities, on grounds of their `best interests’, are not necessary. Longer term planning and solutions can and should be undertaken even in the face of disaster (3).  One of the main features of good emergency work with children, is particular attention to children who have become separated from their family or usual carer, with the aims of establishing `their identity, so that early action can be taken to reunite them, to give them basic care and protection in the meantime, to safeguard their basic human rights’ (Uppard and Petty 1998: 13).  The aim of work is to reduce the number of separations, and to facilitate early reunifications with family or carers’ (ibid).  The reasons for this lie with the recognition, as also emphasised in the international Convention on the Rights of the Child (CRC), that the best place for the development, care and protection of children is in a family setting.  Clearly there are some families where this is not the case, but as a general principle this holds.  Hence work in emergencies seeks to reunite separated children with their families. This suggests that principles for work with children affected by and orphaned by AIDS should follow similar premises based on children’s rights.  There is an obvious link here with the need to target work for treatment infected parent/s to try to keep children with their families for as long as is possible. 
Just as parallels can be drawn with emergency work, there is also a need to look at the situation of, and provision for other children in similar, difficult circumstances.  Children who are made vulnerable and who are orphaned by HIVAIDS (4) are not the first group of orphans in China, nor of vulnerable children (see West 2002).  The issue of disability was noted above, where there are many disabled children who have been abandoned or who are orphaned, and for whom provision has been made.  If the existing systems of provision for orphans and abandoned children are regarded as insufficient or need improvement if they are to be used for children affected by AIDS, then why have these perceived problems not been taken up before for other children?  In fact they have (as promulgated by the Ministry of Civil Affairs and others at the National Conference on Foster Care in October 2003), and it is in the context both of provision and services for vulnerable children and orphans overall, and the reforms and changes underway, that the responses for AIDS affected children should be located.

Frameworks for action - Child Rights Programming

Concern for children’s well being has been a focus of an increasing number of children’s charities, local non-government organisations (NGOs) and international NGOs across the world for many decades.  Some organisations have been generalist in approach, others focusing on particular groups of children that are often ill-defined, but with a sense of who is meant, such as street children (5).  Some approaches have been welfarist, others guided or stimulated by religious beliefs and tenets.  The inception of the United Nations Convention on the Rights of the Child (CRC) in 1989 offered a different route, in providing an internationally agreed set of criteria and parameters for the lives of humans under 18 years.  Despite accusations of a western or northern centred bias in its composition, the CRC has been almost universally ratified (6), and has enabled children to be overtly included in the recent take up of rights based approaches to development.  This, in turn, has brought an emphasis on holistic approaches to work with children, particularly children’s involvement in decision-making and setting criteria for projects and programming across the world. 
At the heart of this shift to rights based programming for children, has been developments in the sociology of childhood that were coterminous with the inception of the CRC and provided fresh paradigms. The `new’ sociology of 1990 (see James and Prout 1990, Corsaro 1997, Jenks 1996, James, Jenks and Prout 1998, Lee 2001, and increasing texts), was making three main basic points:  that childhood is not a homogenous state, and differed around the world (therefore there are no standard patterns of child development, or standard indicators); that even within the period of human life defined as `childhood' there are significant differences (such as age, gender, ethnicity); and that children are `social actors' - that is they engage and have effect on the social world around them, and are not empty vessels or blank sheets waiting to be filled.   There are elements of this that might be seen as western centred, such as the notion that there is a state of `childhood' – although this new sociology meant to raise that point as well.  The idea and practice of children’s participation, especially their involvement in decision making, enshrined in the CRC, is more contentious, and might be linked to the notion of children as social actors.  Yet it is crucial in understanding children’s lives and in formulating responses to problems. 
But, what does this mean in practice for the development of responses to children affected by AIDS and especially those who are orphaned?  The development of rights based programming for children rests not only on principles derived from the CRC and related to the sociology of childhood and analysis of children’s circumstances, but on the notion of duty bearers.  That is, if children are rights holders, then the question arises of who is responsible for ensuring those rights are realised, and supporting children to achieve those rights.  Who has a duty in this regard?  This process of investigation also asks those who are intervening in and responsible for children’s lives, including civil society as well as governments (and families), to approach that work in ways that take cognisance of certain principles. Thus, in taking action, duty bearers need to follow principles of the CRC, in particular that of seeking the best interests of the child.  The easiest and `gut’ response of many agencies is to rescue or save children from their perceived predicament.  Such a rescue attempt without full analysis may result in children entering worse circumstances.  For example, preventing children being involved in labour work, has led to some having to enter exploitative work (such as sex work) in order to survive. The question of what is in the best interests of the child must be taken into account in individual cases and through broader analysis of local situations when policy and practice is being planned. The notion of duty bearers seeks also to look at a broader picture.  For example, the development of services for street children that enable them to attend school, has led in some places to poorer families `abandoning’ their children so that they are taken in by these shelters in order to access education.  A better response might be to find ways of funding education that does not require families to pay fees: there is a duty on government and others to realise children’s rights to education. 

The development of child rights programming means taking an holistic approach to children’s circumstances and needs, for example looking not only at education and physical health, but also at factors such as emotional security, and personal identity.  It means taking children’s views into account and so balancing a range of factors.  The idea of children’s rights is sometimes seen as contentious and over-riding local cultural practice, but in providing an almost globally accepted paradigm, and in its intention, it can be seen as a means of fulfilling hopes and expectations for children and its essence would thus be uncontested. 

In practice, holistic approaches and integrated rights programming, requires multi-sectoral or multi-agency/department working.  This is not so easy in many countries, including China, given traditional government department boundaries and practices.  `Anyone with any experience of development in China will lament the country’s chronic verticalism.  There is a deplorable lack of horizontal communication between ministries and institutions, and even between different departments of the same institution.  It is perfectly possible, indeed probable, that a person working in one ministerial department will have no idea of what is happening in the next corridor, let alone in other ministries.  Each individual receives orders from above, and passes them down the line of command, with minimal sideways movement of information’ (Wedgwood 1996).  Furthermore, `coordination across and within different levels of government is very poor’ (Hales et al 2003).  

Thus, provision of what are seen as `basic services’ (such as education, healthcare, social security) for children through their removal from their communities in order to provide accommodation, school and health care is in tension with approaches of keeping children located in their communities and extended families.  In order to look further at the best interests of children, it is important to look at the context and what can be done without removal of children from their community.  This also requires finding out and taking up children’s perspectives.

Holistic approaches means looking at the whole circumstances of children and their relationship to the communities in which they live.  To fulfil their rights requires taking up issues not just of education and health care, but of participation, protection, identity, and relationship to family.  A basic premise of the CRC is that families are the best place to care for children; but there is also a need to consider the best interests of the child.  Given the increasing number of deaths of a segment of the population in parts of China, the future of these communities is in doubt.  The fact of rapid economic and social change in China is a much worn expression.  But the reality of young people seeking alternatives to rural livelihoods must be taken on board in any consideration of responding to children’s circumstances and children’s rights.  Many children may not want, anyway, to see their futures as linked only with poorer village communities.  However, this alone cannot justify their removal without more consideration of the `best interests’ of their circumstances and prospects.  In short, there is a need to look more at the effect on children of any proposed action, and to involve children in that research and evaluation, and in making decisions.  The emphasis on education, and consequent pressures at school as a route to `betterment’, obviously make this difficult because of the time required in properly involving children in such decisions.  But it is possible and it is to children’s lives we should turn, following a broad overview of the situation in the example prefecture of Fuyang.  

THE NATURE OF EMERGENCY IN FUYANG

The rates of HIVAIDS transmission in many places in the world suggest crisis.  The situation in central China is comparable to an emergency: the impact is sudden, massive and devastating.  That is, the onset was very rapid, with suddenly many people becoming sick and dying and a lot of people affected over a short period.  It is devastating because it is primarily taking out or removing people of a particular age; that of being the main provider for family and carer for children.
Fuyang is a prefecture with seven counties in north-west Anhui province, bordering Henan, a province more notorious for its HIV epidemic which derives primarily from the same transmission route as in Fuyang.  The epidemic stems from sales of blood and methods of blood collection and replacement in the mid-1990s.  In addition to the legal and illegal blood banks operating in Fuyang prefecture, residents were able and did make the relatively short journey to neighbouring Henan, and made additional sales there.  The reason for their enthusiastic participation in blood selling was the financial incentive provided to rural people living in poverty, coupled with the relative ease and speed of earning cash that encouraged many people to take up this new opportunity that appeared.  It was well advertised at the time, initially by government and then also by hard selling from the agents.  Blood buyers would apparently call out to passers-by, including students, ‘is your blood so precious you cannot part with it?’.  Government withdrew when problems became known, but ‘underground’ buying and selling apparently continued for some years. Although poverty was probably the primary reason in Fuyang, some local people have alternative explanations, that those who sold blood were too lazy to work properly and looked for easy cash.  This perception influences incidence and attitudes of discrimination and stigma.

The county of Funan and the district of Yingzhou are the most badly affected areas.  Funan is spoken of as having the highest incidence in Fuyang (but see below).  The map of the county reveals a far less densely populated area in the southern half of the county, bordering the Huai River, and which is subject to flooding.  Severe floods in 2003 resulted in European Union ECHO funding for the rebuilding of schools and clinics, and the rehabilitation of the Fuyang Children’s Welfare Home which is currently being implemented by Save the Children UK, China Programme.  It is in this southern half that the epidemic is most widespread in Funan County.

Yingzhou, the central district, where Fuyang City is located, actually has the highest incidence of HIVAIDS. Yingzhou has recently developed a Special Economic Zone (SEZ) in the south of the district, through the compulsory purchase of land from local small holders.  The SEZ has its own, separate administration and not all branches of government are yet fully established.  The SEZ incorporates four of the most badly affected villages in Fuyang Prefecture, which seems to take them out of Yingzhou for statistical purposes.

But there is a double bind in the SEZ.  The SEZ is concerned with attracting business and investment from outside. It does not want to publicise the existence of HIVAIDS because it is feared that investors will be deterred. An additional problem is that payments to local people for the compulsory land transfer have not been made/completed.  Most of these payments are being given on an instalment basis.  This has left ex-farmers without land and without capital to start new businesses.  Furthermore, the money allocated for housing has not always been sufficient to acquire new homes.  The creation of the SEZ thus seems to have compounded the existing problems of residents and, with the onset of HIVAIDS, exacerbated their poverty.

Blood selling and gender

Although both men and women sold blood, it seems that probably more women were involved.  Blood is regarded as important and not to be sold or disposed of lightly.  A single blood sale produced an income equivalent to a good month’s wage for many people. But the practice of extracting plasma, and returning a mixture of blood and saline to the body meant that it appeared that blood was not lost in quantity, but only `loaned’.  It seems that many people were selling blood more than once a day, and often.

The reason for the greater involvement of women is threefold.  It is said that first, men need to hold onto their blood because they are active and do physical work (labouring etc.).  Second, that women make more blood and can replace it faster.  In addition, there is practice of out-migration from these villages to seek work.  It is men who are mostly involved in this and so who would be less likely to be around to sell blood.  This gender divide has other effects and implications.

The practice of adult male out-migration in recent years, probably for nearly two decades, means that the women in the villages have done all the child care, worked the fields, and maintained community/social life.  Men migrate out from around the ages of 15 to 18 years (unofficially – officially the age stated is 20 – 22 years); that is, unofficially (but represented in other statistics, see Davin 1999), children are involved in migration work.  Thus, villages for most of the year have been the locus of women and girls, boys under 15 or 18 years, and older men.

Blood selling by women has meant that they are particularly at risk of contracting HIVAIDS and then passing it on to returning men (their husbands) through unprotected sex.  Women are said to be less able to negotiate condom use, the decision resting on men who are also expected to acquire the condoms.  Many women have already died, and others are seriously ill and probably at the fourth stage (WHO typology) of AIDS.  The burden of child care then seems to fall to grandparents – specifically grandmothers.  Husbands will still go outside the village to seek work while they can.  Where husbands remain behind to care for children, this may be because they are already HIV positive, are not well enough, have no relatives to care for children, or do have some local business.

The practice of grandmothers looking after children needs also to be set in the context of rural family life.  The conventional mode is patrilineal and patrilocal: that is, women marry into and move into their husband’s family.  Most of the women (and men) involved in blood selling were young to middle aged, in their reproductive years, and so children may have been born infected or become infected through breastfeeding.  But people of this middle age are likely to have a number of siblings.  Thus, a grandmother today may have had several sons, and the burden of replacement child care for her could possibly be of children orphaned or in single parent families from more than one son.

Publicity, Stigma and Discrimination

The general publicity given to Henan seems to have meant that Anhui Province, including Fuyang, is less associated with HIVAIDS although some INGOs are interested in developing work there, and the China CARES programme includes counties in Fuyang.  Less publicity or general awareness of HIVAIDS in Fuyang has also meant that local government’s response seems to have been a step behind that of Henan.  The timing of responses in, and publicity from Henan has led to demonstrations in Fuyang.  The affected villages in Yingzhou (including the SEZ) are close to Fuyang City, within easy travel distance, and so people can have some impact and gain some response.  The recent (Spring 2004) and well-publicised deaths of babies in Fuyang due to the use of badly made `milk’ powder has brought wider international attention, but also raises broader issues not only concerning breast-feeding but also the practices generally of the promotion of substitutes to breast milk for babies and very young children (issues raised before in China by Save the Children), but also the need for education and awareness raising about breast-feeding and HIVAIDS. 
One further problem with the publicity accorded to AIDS in Henan is that some distinction seems to be made in the minds of local residents (and including children) between HIVAIDS and the `blood disease’.  Children, for example, know that their villages have a blood disease which is causing deaths, but do not name it as AIDS, which is seen as far more serious, dangerous and, it seems, stigmatising.  There is a problem here because developing awareness of AIDS and its progress and transmission, and the process of naming the `blood disease’ needs to be handled very carefully otherwise the possibilities are that stigma, discrimination and exclusion become rife.  This has already happened in the case of at least one child at school whose mother died, being named by teachers as AIDs affected rather than the assumed `blood disease affected’.  It would seem that the `blood disease’, being perceived as common, is not the subject of discrimination against those who are affected, but that AIDS is.  There is some indication that many students in higher education, including trainee teachers, know little of the local epidemic nor of HIVAIDS transmission in general.  This has a number of implications for children, but also begs the question of whether this lack of knowledge is representative of the local population overall.

In addition to the distinction apparently made between the `blood disease’ and AIDS, there is also the moral overtones of the perception of some (who are not infected) that those who sold blood did so because they were looking for easy cash; that they did not work properly for the money and were too lazy to work hard to earn money.  In this way, AIDS might be seen by them as some sort of moral retribution.  But these views are also linked to perceptions that the blood sellers are not deserving of government funds.  Similar views are also prevalent among some officials, whose perception is that once government has provided some relief, then people want even more.  These views would, of course, encourage stigma and discrimination, and provide a difficult environment for children affected by AIDS as well as adults. 
Discussions on stigma and discrimination and the effect of this on children needs also to take account of beliefs and practices around childhood.  In most if not all societies children have less power and are likely to experience oppression that can be said to stem from discrimination.  That is children are discriminated against anyway simply on grounds of age, often quite arbitrarily.  Additional stigmatisation will exacerbate their experiences of being ignored, not listened to, or controlled by adults.  The example of a teacher disclosing publicly to a class that a child is AIDS affected not only shows the teacher’s power, but also that the child has no means of redress. 

Impact

One major reason for demonstrations has been the economic effects of HIVAIDS on already impoverished households.  Adult deaths in families reduce numbers to out-migrate for work, which also has an effect on the overall wealth/income of the village.  In addition, remaining adults may need to stay and care for children or care for elderly parents, so reducing income.  There is, and will be, an increased dependence on children as carers, heads of households, and with additional domestic work, which reduces their schooling and education, and so diminishes the future economic worth and potential of the family and community.  The only resources easily available are the use of land and payments and subsidies from government.

In the SEZ the use of land is no longer an option and without some local work (or out migration), adults have nothing to do all day long.  This has resulted, for some, in large electricity bills because the whole day is spend watching television and there are stories of electricity being cut off. 

RESPONSES
The comparatively sudden and widespread onset of HIVAIDS, in especially poor villages, has exposed the lack of health, social service and social security infrastructures in impoverished rural areas.  It is not only that these basic services are underdeveloped, but that the nature of the progress of HIVAIDS is different to other diseases and welfare issues with which localities are familiar, and requires additional provision.

Although the further spread of HIVAIDS can be (possibly) prevented or at least reduced, a large number of adults of young to middle age (reproductive age) are already infected.  The type of palliative care required needs additional support from outside the family.  Grandmothers, who might be thought or expected to do this, may have several (male) children and so possibly several grandchildren to care for, as well as providing care for adults in the final stages of AIDS. Furthermore, a medical approach or orientation, for example in providing treatment, is not enough.  The emotional impact of change, illnesses and death on children, on surviving spouses, on grandparents, and on villages, all unexpected and un-planned for, also requires active support and provision.  

Both government and civil society organisations have begun to make responses to the situation in central China, but the development of new services needs to take account of local circumstances (see below), in that village demography is changing rapidly, and the need for specialised AIDS care will diminish as individuals die.  The longer term needs are for care of those surviving, and dealing with a possible new demography, with a number of older people now without children to care for them, and a number of children without parents to care for them.  Managing this transition and providing services and supporting the community is required, at least.

Also, in addition to undeveloped social services there is currently no effective social security system in the rural areas though Social Relief Department of the Ministry of Civil Affairs is now working on developing a rural dibao system.  As many village residents turn to mainly providing care for the sick, dying, and for children, income is reduced and existing assets are depleted.
Government responses in Fuyang have recently been announced to include free testing and ARV treatment, and a monthly payment of 50 RMB per month for HIV-positive people, 100 RMB per month for AIDS patients, 80 RMB per month for each child orphaned by HIVAIDS and 50 RMB per month for each child who has lost one parent. Other measures include free school tuition for   children from families with parent/s with AIDS and free condoms for couples where one is HIV-positive, relief from agricultural taxes and compulsory labour (see Ma and Fang 2004).   There are potential problems of stigma here if these AIDS affected adults and children are identified, and especially because of other perceptions (noted above) of lazy attempts to earn `easy money’ on the part of blood sellers, that might call into question this distribution of benefits.  

Civil society responses have begun in central provinces.  In Henan, for example, these have included local NGOs bringing together AIDS orphans to care for and accommodate them.  According to staff one issue has been the need for counselling for children in what have developed to become large residential care homes.  The emphasis by adults on the need for such forms of individual psychological support must also be related to the context.  Here this includes the problems of bringing together a large number of children, all with recent experiences of the death of parent(s), separating them from their familiar community and from other children. This is connected to the issues noted above, of targeting responses only at AIDS orphans and without apparent attention to community based support. That is, that grouping together larger numbers of children with recent bereavements, removing all semblance of ordinary life with which they were familiar, has the potential to exacerbate problems. It is clear from discussions with children in Fuyang that many children are depressed, sad, upset, but that coping mechanisms can be based on community and child based strategies. 

The use of `counselling’ to deal with children’s bereavement and loss, and with other issues, has been raised by various individuals and institutions (pers.comm.).  These services seem to be suggested as important for children more than adults who are bereaved, and this might be due to a lack of knowledge and understanding of children’s lives.  The term `counselling’ is open to varied interpretation, and so means that different agencies might prioritise it but have different expectations.  Here, counselling is used in the person-centred, reflective practice models associated with the work of Carl Rogers, rather than complex theraputic interventions that might be reliant on Western cultural constructions and world views for theoretical underpinnings.  Experience in working with children in Fuyang has already indicated the benefits of respectful relationships, based on working with (not for) children, being prepared to listen and take children seriously, in providing opportunities simply for children to come forward and talk to adults they trust.  This form of work practice has had some impact in supporting children.
Thus, development of responses must have an understanding of children’s lives, take account of perceptions of stigma and other reactions, and be based on principles of taking children seriously in their own right and not as family appendages.  Attention must be paid to research on the circumstances of children, and in particular to seeking their ideas and opinions.  This process is only barely suggested below.  First an overview on the effect on children is given, as can be made by adults looking at the situation and then drawing on discussions with children.  Second, the process of involving children in describing their lives and identifying their problems and concerns has highlighted children’s views.   

THE EFFECT ON CHILDREN

Some of the effects on children are evident from the above, particularly new family and community structures (demographies), gender, and lack of knowledge of HIVAIDS, but it is essential that children’s lives are seen in the overall local context (for example, of poverty and community networks) and the changes taking place.  The experience and perception of change is important.  Adults alive now grew up and lived with certain expectations of how life is organised, and especially of the sets of generational relationships.  This picture is now changed into an unknown. They cannot pass on any ideas of a clear path to their children.  Social and economic change was proceeding anyway (through reform), but certain constants would have existed for many, such as the patrilineal and generational system.

This uncertainty must also be set in a more specific and broader context of economic and social change in China that has led in the past few years to widespread unemployment.  Although rural people became used to out-migration, competition for jobs will have increased, especially with the numbers of urban based laid-off workers.  Children in these villages (as elsewhere) are unsure what will become of them.  Pressure to do well at school affects these children as much as urban children, but has other implications and stresses for those in rural areas.

Such existing uncertainty for the future is now compounded by loss of family, especially loss and potential loss of parents, coupled with the lack of knowledge about HIVAIDS and the possibility of predicting events in the short term.  Loss of parent(s) is recognised throughout the world as especially traumatic, with a number of manifestations such as depression, self-stigma – blaming self for death of parents and so on.  In the context of uncertainty, the loss means that children growing up may have no close adult with whom they can share feelings and experiences, worries and concerns, plans for the future, and who can provide advice, guidance and reflect on their own experiences.  This may in fact describe an idyllic relationship which may not be realistic for many children in China; nonetheless the possibility of it happening with parents is now becoming diminished or gone for these children. This issue also begs the question of how much is actually known about childhoods, relationships and growing up in contemporary China, and the extent of `community’ – what it is and what it means locally.

The economic and social context has a further effect, especially exacerbating the gender divide and also with impact on other social relationships.  The impact of HIVAIDS highlights and exaggerates these effects on children. For example, even before the onset of HIVAIDS, children were probably required to work, at least around the house, to contribute to family maintenance.  The extent and nature of such work usually depends on age, gender and the income/wealth of the family.  A gender divide in the nature of tasks allocated is often particularly marked.  Expectations of women’s roles begin early and girls may be expected to cook for the family in addition to other domestic duties.  Such gender based duties for girls are even more emphasised with the onset of sickness and death of their mother.  

The economic difficulties exacerbated by HIVAIDS have different implications for boys’ and girls’ education.  The cost of school fees and other expenses may be anyway prohibitive, but especially as income and assets diminish.  Both preferences for sons (especially in rural areas) and different expectations of male and female roles, mean that in families in reduced circumstances, boys are more likely to be sent to school: for example, a 16 year old boy goes to school in preference to his two sisters.  In addition, girls may have other domestic duties that consume their time, and cause them to drop out.  If they do attend school, such domestic work is likely to reduce their performance.  For example, a girl rising to cook for her family at 6am, and then to school and then may have homework and other housework to do: and in the case of HIVAIDS affected families, there will be other emotional pressures.  But access to school and doing well at school, although seen as pressure and stressful, is also seen as important by many, if not most, adults and children, and is bound up with concern over future life (see children’s issues, below).  

In addition, there are concerns as to other roles of girls in families where their mother has died.  Sexual abuse is little spoken of in China, although the incidence of domestic violence is better known (7), and physical violence towards children accepted as a matter of fact, and approved as essential in many households and communities (although physical violence was an issue raised by children as causing problems and making them vulnerable).  All of these and other family tensions, such as parents quarrelling, scolding by parents, in addition to pressures at school, contribute to emotional stress and abuse of children.  Children may become the scapegoat for other family and community problems.  Some of these experiences may be manifest in some children who are especially withdrawn, silent, holding themselves in, clothes buttoned up, scared and so on.  On the other hand, some children, especially girls, show signs of early sexualisation and adoption of a role in the family that implies she may be being used sexually, or inappropriately for her social age.

There are many potential elements of uncertainty in family and personal life for children.  These include, for example, whether parents will get sick and/or die.  Whether oneself or younger siblings have been infected with HIVAIDS; questions of what to do in the future, especially if parent(s) have died and there is a need to support self, or siblings or other family members.

One further issue must be raised.  In terms of impact on children, it might be that the majority of parents, grandparents and relatives who are infected will die in the near future.  Establishing complex systems of enabling children to prepare for death and deal with its immediacy, may take too long.  It is the longer term care and development for children, and their future which is presenting the problem, especially when relatives are becoming overburdened, or grandparents becoming too old.  However, as the workshops with children indicated, children probably do not want to leave their relatives – some form of community support and care is the preferred way forward.  This structure of care must be seen in the context of the complexity of children’s lives and concerns, such as how to deal with school and education, with friendships and family matters, protect their health, and plan for the future.  These are all issues the concerns that children have raised themselves.

ISSUES RAISED BY CHILDREN

Two workshops were held with children, each of two days over consecutive weekends in March 2004 as part of a longer project of children’s own research (8).  In these workshops children raised a number of issues that were important to them and subsequently refined their ideas.  They also listed their ideas of what constitutes `vulnerability’, and why.  They subsequently conducted research and held another workshop to discuss their findings: the materials and a report are currently being compiled.  The issues listed here are what emerged from the initial workshops, but which have not been significantly altered by additional findings: only made more complex.  A full report of the workshop, process and findings, with a description and discussion of these issues, will be prepared in mid-2004.  For the moment, here is a list of the main issues and concerns raised by children, and grouped by them (but not in any order of priority).

Issues
· Schooling: including school marks and performance, criticisms by teachers, worry about understanding, and so on.

· Friendship: including lack of friends, being ignored by classmates, and so on.

· Family: including disputes between parents and between family members, family being angry if something is done wrong, and so on.

· Other people’s bad behaviour: being beaten by other people; being beaten by father and mother.

· Health: family member’s health, teacher’s health, mother’s health, father is ill, and so on.

· Future life: uncertainty over jobs and life in future, and not being able to fulfil ambitions.

· Ungrouped: hygiene of classroom (of school environment); village cannot be well-off; world peace; no money to pay tuition fees.

· Natural phenomenon: fire, flood and running out of resources.

These issues were further refined in the second week to be used as the basis for research work by children.  They identified that their main concerns are as follows:

Study – including how to deal with not being very good at study (how classmates and teachers will treat you), what to do if parents do not let you go to school, what to do if there is not enough money to buy things for study;

Health – including what food is eaten, who cares for you if you are sick, whose health is best and worst in the family, and what happens if a family member gets a very hard-to-treat disease;

Future life – including what sort of job, what sort of living environment, what sort of future family, lies in the future, and whether children feel confident and feel they can live independently;

Family – including how children feel about their family, whether their parents argue, what the difficulties of family are and the impact of those difficulties, and what is the attitude of family to study.

Vulnerability
In the second week the child participants also looked at what is meant by vulnerability (difficult circumstances) for children.  The children they included as vulnerable were:
1. having no father or mother

2. orphan (meaning loss of both parents)

3. being unable to pay tuition fee for school

4. children with difficulties in mind (including being hurt in mind, a sense of being hurt, a sense of failure)

5. with no friends

6. no food, no clothes (cannot eat enough, cannot have enough to wear)

7. are beaten by other people

8. not good at study

9. no-one cares or is concerned 
10. broken family (father and mother separated)

11. no family, no home, no relatives

12. no good teacher

The reasons included (following the order above):
1 and 2: no one to care for them, no economic resources, no one to back them up (support them, love them);

3. cannot go to school, learn knowledge, the future will be a problem because they cannot find a job;

4. cannot bear to experience failure or difficulty again.  Need other people’s encouragement;

5. no body to play with her or him, lonely and isolated, no body to talk to, no body to help;

6. children will be ill and their health will be in danger;

7. no body to protect them;

8 teacher will criticise and other people and children will laugh at them.  Not good for future.  Parents will be angry at them, will upset parents;

9. Lonely and isolated, cannot feel the warmth, nobody concerned for them, nobody to help;

10. not in a good mood and therefore will have negative impact on study;

11. as numbers 1 and 2 (that is, no one to care for them, no economic resources, no one to back them up, support them, love them);

12. nobody to teach them. Not good at study, in future not knowledgeable.

The exploration of vulnerability was undertaken to look at what children saw as difficulties for themselves and others, and so to begin to consider how the impact of HIVAIDS in their families would influence their lives.  Although further analysis is forthcoming, it is clear from the issues raised by children that it is important to look at the impact of HIVAIDS in context: that children already have problems and concerns, and that the impact of HIVAIDS must be fitted into this, and does not suddenly take over their lives as their only worry.  

This list perhaps indicates what are children’s fears but also based on their own experience and knowledge.  Care and protection issues are highlighted, but largely within community settings, with friends and family, familiar institutions, and still emphasising the importance attached to school, and all that entails.  Going to school cannot be seen in isolation, in terms of mere attendance.  Going to school itself is a process involving friends and familiar routes: play on the way there and back; ways of dealing with teachers and homework; means to get good scores.  It is not simply about education somewhere but is more about study work, friendships, relationships, place, self-esteem and identity.  

Children’s worldview

Taking into account children’s worldviews in developing and implementing strategies for working with orphans and other children affected by AIDS is as important as including the perspectives of adults.  A conventional part of development practice is the participation of members of local communities in making decisions about priorities and concerns.  Gender has been a much highlighted issue in the past, particularly with an emphasis on the inclusion of women.  The inclusion of children has received less attention, and is difficult because of local perceptions of childhood, and views of the competencies of children.

Through their identification of issues and concerns, children have also categorised some of the main areas of their life, and indicated some of the reasons why they attach importance to them. For example, school and how to do well at school is a major concern, and one where they have opinions that might usefully be addressed in improving the environment and their opportunities. Family is also important, and here not only in health, but also the particular concern over disputes between parents, violence and worry over separation, suggests an emphasis placed by children on stability in familiar environment, that is, surroundings which they know well, are less worrisome, but provide continuity.  Peer and other friendships also play a part here as an important category.  There is a concern for the health of family, and awareness of a life-threatening disease, but which is not specifically named, also because of the stigma attached to AIDS and the lack of awareness of what the `blood disease’ really is.  

Children’s views are suggesting the importance of developing strategies that maintain family and community life for the stability and development of children’s personal identity and connection with their place. The future is highlighted as being of concern, and particularly the theme of uncertainty, which might also be connected with the importance of stability and familiarity in environment. 

Apart from the research by children in Fuyang, Save the Children China Programme staff also facilitated a children-led research project in 2004 in Ruili (Yunnan, south-west China).  Children in Ruili also brought up issues connected with the HIVAIDS epidemic in their locality, and a range of other concerns.  While in Fuyang children were concerned about their family’s health, as they saw adults affected by the `blood disease’; in Ruili children worried about their vulnerability to drug use, particularly because of concerns about the future, and employment.  Children in both areas are worried about education and school, doing well at study and getting a job. Another important context for both is friendship and connections in the community.  Underlying children’s concerns in both places is worry about life in the future, connected to education and getting a job, and fear of isolation, through lack of friendship and community life.  The Ruili children’s main issues, summarised are:

· Study – unable to study well, dropping out from school (poverty);

· Drugs – fear of drug use and addiction;

· Internet – fear of addiction to internet related activities;

· Future life – how to make a living after leaving school;

· Love affairs and friendships – dating at early age, friends.

The Ruili research provides a useful complement to the research in Fuyang, and further illustrates the importance of seeking children’s views. 

Children’s resilience

Apart from children raising issues themselves, the workshops also revealed strength and resilience among children, especially when they are taken seriously, treated with respect and when adults and children work together according to certain principles and values.  One of the problems with the construction of childhood in most societies, is that it emphasises children’s innocence, vulnerability and need for protection, rather than their resourcefulness, skills, resilience and strength.  In these workshops, children who were shy, withdrawn, quiet and immobile, changed into active, talkative, lively, playful and highly participative beings.  This was especially evident in the second week and remarked upon by partner organisations.  Even children who were in difficult circumstances, vulnerable by their own definition, for example as having lost both parents, or lost one with the other sick, became thoroughly engaged and active.

These workshops provide some degree of evidence with implications for what needs to be done.  The children do not need to be smothered in care and consideration (and pity), but treated with respect as having ideas and skills of their own.  Children also analysed their own reality, of needing to prepare themselves for their future.  This is not to suggest that they do not grieve, nor are they not in need of emotional and social support, but rather that simple activities, engaging children in both fun and with some purpose, involving them in decisions and action, also has a considerable developmental and therapeutic effect.  This must also be taken into account when designing strategies and activities for work with them in future.

POLICY AND CARE FOR ORPHANS IN CHINA (9)
Strategies for care and provision of children orphaned by and affected by HIVAIDS must take account of the context of child welfare in China if services are to be strengthened, developed and sustained. In general in China, government runs all child welfare provision, with limited other internally or externally funded and run services by a few INGO providers.  The Ministry of Civil Affairs (MCA) at national level is responsible for making policies for children’s welfare institutions and service provision, and local governments are responsible for financing and providing services to children who need special care.  

In the case of orphaned and abandoned children, the circumstances of welfare provision varies from place to place, and is characterised by a rural-urban duality. Adoption is now seen as the best option for children (10), although the main approach in the past, in localities with sufficient economic means was to establish social welfare institutions.  Now, in general, a placement for the child is first sought in the community, with the orphaned child’s extended family, following traditional patterns of care (11).  Where such community care is not possible, children are placed in welfare homes, from which adoption or fostering possibilities can be assessed.  In locations where local welfare institutions do not exist, then dispersed foster care is found for this group of children 

Institutional care was seen as the ideal, but the government is now promoting non-institutional care and practice and the future strategy for existing child welfare institutions will focus on helping children integrate into family life, community life, and society as the ultimate goal.  The institutions will actively help and support children’s adoption, fostering or family placement (without payment), and encourage sponsorship.  Institutions will also be reconfigured to provide small family-style group care internally.  Currently residential care is categorised as: institutional care; welfare homes providing rehabilitation; residential care for disabled children; street children protection centres and residential vocational schools.

Institutional care includes social welfare institutions, child welfare homes, and children’s villages.  These provide care for orphaned and abandoned children from an early age, and must ensure their rights to education are met.  By the end of 2002 there were about 38,000 social welfare homes in cities and the countryside in China and 600 of these provided care for orphaned and abandoned children. In 1999 there were 45,550 children under the care of social welfare institutions, but by 2002 the number had increased to 54,550. Some welfare homes provide rehabilitation centres for children with all types of disabilities. Residential vocational schools include special educational schools for disabled children, residential kindergartens for younger children. 

Because of the different characteristics of street children (for example, they are generally older than those first taken into welfare homes), since 1992 the government has set up 128 Street Children Protection Centres.  The regulations governing these centres were changed in 2003, and a process of reform of policy and practice is underway, supported by Save the Children (12).  The centres provide accommodation, healthcare, and informal education and reunify children with their families, generally after a stay of a few weeks at most.  A number of initiatives to develop work with street children have been explored by government with support from Save the Children and UNICEF. 

Underpinning all the changes for child welfare is a shift from emphasis on institutional development to a focus on children and children’s rights. Foster care is now one of the main approaches to providing care for orphaned and abandoned children who lose their family.  In 2000 the Ministry of Civil Affairs developed a policy to promote foster care in order to respond to the problem of increasing numbers of children, and remove the barriers for children’s integration into family life. This policy is seen as one of the most important approaches to the `socialisation of social welfare`, that is the development of civil society and community approaches in welfare provision.  National standards and guidelines for foster care were launched at a national conference in October 2003.

Apart from fostering and adoption, alternatives to large scale institutional care have included the development of small group homes. Since 1994, Save the Children has been worked with Civil Affairs Departments to develop small group homes, initially within the old institutions but now increasingly housing children in existing residential apartments to better integrate them into the wider community.  This approach marked a step towards `normal’ family life for orphans by placing them and their house parents within the community. 

The developments in policy and practice for the care and protection of orphaned and abandoned children (including babies and older children, and street children) clearly show a shift away from larger scale institutional provision, towards community based approaches based on the rights of the child.   The Ministry of Civil Affairs has a key role to play in promoting community based foster care and support service provision for children orphaned by HIVAIDS so that this potentially major increase in numbers of orphans does not result in the re-filling of orphanages and risk of exacerbating problems of stigmatisation and discrimination. 

Save the Children’s experience in many countries has shown that many forms of family-based alternative care, unless well planned and supported can also prove unsatisfactory for the child and carers. The results for children can be homelessness, a childhood on the streets, or exploitative domestic labour.  Thus it is important that, with the increase and commitment to developing improved foster care systems, that there is a parallel provision of community based services for parents and foster parents so that children are not returned to institutional care. 
Child trafficking, migration, street children, and HIV/AIDS are all issues which impact on the number of children in the care of Civil Affairs.   In the immediate future things will get worse, not better.  There needs to be a commitment to the development of  ‘integrated, multi-sectoral protection services’.   That is, in order to take a holistic approach to meeting the needs of children, services such as education, health as well as social welfare provision by Civil Affairs need to work closely together at all levels.  Ultimately, children live in communities and this is where the different strands of provision and protection need to be brought together in integrated services with a local focus.  The community is the site of services to realise the rights of all children; the government must provide a framework to ensure the quality and effectiveness of services and to monitor standards.  

WHAT IS TO BE DONE

Strategies for work at local level need to be supported by national policy in order to develop sustainable and usable models of good practice, just as national policy needs to take account of local situations.  An additional framework for policy is China’s commitment to Articles 65 to 67 of the Declaration of Commitment on HIV/AIDS, "Global Crisis — Global Action".  This was signed by China at the United Nations General Assembly Special Session on HIV/AIDS in June 2001.  These articles cover the states obligation to develop policy and strategies to build and strengthen governmental, family and community capacities to provide a supportive environment for orphans and girls and boys infected and affected by HIV/AIDS.  Save the Children has been  supporting work to promote the development of policy in line with these Articles, and organised several meetings to bring together NGOs, key government players and donors, to develop an action plan.  The production of policy later this year, can also draw on the child-led research in Ruili (13) noted above and that in Fuyang.  A children’s forum is planned for the summer.  Also, a quantitative study has been supported by UNICEF in some counties in Jilin, Henan, Shanxi and Yunnan.   

Interest and awareness of the growing issue of children affected and infected by HIV/AIDS in China is growing and was the subject of one of the high profile media-covered meetings which took place around World AIDS Day 2003 in China.  It seems to be the case that there is also a growing number of people organising themselves to support AIDS orphans particularly in the province of Henan, which has received much attention both nationally and internationally on its blood selling practices related AIDS epidemic. But there are similar situations in other provinces, particularly Shanxi, Hubei and the example here in rural Anhui.  

Policy and practice – the main options

A first option or principle can be outlined, in line with the direction of current policy in China for child welfare and attempts to realise children’s rights.  This is to keep children with their families and in their communities.  The implications of this principle are several.  They include the need for work to keep parents alive through treatment and patient education.  To enable orphans to live with extended families or to live in familiar surroundings.  To ensure that a variety of support services are provided to local communities.  To deal with processes of children’s and other’s bereavement.  To look to provision of social security (income maintenance).  To consider the needs of children of all ages, recognising their rights to information, especially about prevention of HIVAIDS transmission and protection from exploitation.  There are constraints which must be addressed, but also existing practice that can be drawn upon, and potential collaboration between NGOs, INGOs and government that would enable the sort of mulit-sectoral, multi-agency work that has been found necessary to address the HIVAIDS epidemic across the world.

Constraints and the future of communities

Developing community-based strategies for the care and protection of children in villages and counties such as in Fuyang requires careful analysis, coordination and principles if the rights of children are to be realised.  At a pessimistic level, at issue is the future of the communities into which children were born or live – the villages which are most severely affected with infection rates reported as being between 25 and 60 per cent, but with some of up to 80 per cent in the adult population.  It seems possible that most of an entire generation in some localities might be eradicated through death. The viability of communities is a particular potential problem.  Those in that generation who do not die, may decide to migrate (if they can) if the village becomes less viable as a functioning unit.  Older people who take over and act as carers, may not have that many years left and these may be further reduced because of additional burdens now placed on them.  Children now growing up, of different ages, some of whom may be infected, may not see much future in remaining in the village.  As they enter their late teens and early twenties, possibly with no parents or grandparents or other family nearby, their identification and connection with the village may change. 

If these villages are to survive, then much attention needs to be paid not only to economic issues but especially to problems of social cohesion, and not only for adults but for children.  However, children face additional problems in time available for `cohesion’ activities outside of school work, and with new burdens such as care for others (and self), housework, loss.  The tensions here need to be addressed, for example in flexible schooling arrangements, possibly extended over time and economic support for this.  The dynamics of `community’ and village life may change with issues of stigma and discrimination.

In addition to problems of economy and social cohesion, which children may experience as much as adults, they will face difficulties of dealing with the past, present and future.  There is the uncertainty of future for many children, now without any potential support, guidance, mentoring from two parents and from grandparents.  There are the problems of coping with the present and the care of self and others, and any discrimination experienced.  And in the present there is also the question of coping with the past – death and loss.  This can be especially difficult if there are children who may have ambivalent feelings about parents who beat them or otherwise abused them, or who were witness to domestic violence.

A further example of an issue here is the question of support to child headed households, which provides a good example of the need to involve the principle of best interests of the child.  The term `child headed household’ means that a person under the age of 18 is the head: but that covers a wide range of ages and potential levels of competence of children, and a variety of situations.  A child may be living with and caring for a sibling.  Or a child may be the main decision maker in a household with an adult who is too ill to care for themselves or the children.  It is necessary to look at each case individually.  These situations are emerging now in Fuyang but probably are not new here or in China and are certainly not unknown elsewhere globally.  In many parts of the world, children are already the effective household head, in acting as carers for the adults who cannot look after themselves.  The question of best interests would arise in whether it is better for child(ren) who are orphaned to be taken into some other form of care (such as residential institutions if only that is being offered or is available) or if it is better to stay in their home in the community and what sort of support can then be provided.  This will be an issue also for orphaned children living with grandparents who are becoming older and infirm.  The carer becoming transformed into a person needing to be looked after.  Other research in China has shown that even when children are taken into residential welfare homes because their carers are old, they still worry about them and want to be with them.  The attachments are more than emotional, but also revolved around issues of identity.  Against these constraints and issues about community prospects must be set the experience in China and elsewhere, of residential care, especially when separated from familiar surroundings and people, causing distress to children.  The problems of children leaving such care, and moving on to independent life have been found to be consistently problematical around the world (see Tolfree 1995 for an overview of care for children around the world).  There are also issues of inheritance: what will children inherit especially when or if family resources are consumed in medical and other care for parents.  How can that inheritance, whatever is left, be ensured and protected.

Impact mitigation strategies

The main options suggest the direction and approaches, and the constraints indicate the methods and activities necessary for impact mitigation. First, the need to diversify away from the mainly medical focus and approach to HIVAIDS.  A large number of social approaches help mitigate impact.  For example the role of nutrition, eating well and sleeping well, that is, `good living’ are important for keeping people alive. Keeping parent/s alive is particularly relevant when looking a impact mitigation for children.  This is associated with a need for income generation activities in poorer areas, but above all the importance of finding means to sustain communities.  

Several major areas of work suggest themselves as necessary and important.  There are a series of activities that should be directed at the local community – village and households and including adults and children, and which might also include policy and coordinating work.  Then there are activities, provision and policy that should be directed at children, and which must include children’s participation.  

Areas of work would include poverty reduction, community cohesion, HIVAIDS knowledge and voluntary counselling and testing, care for families and children.  But taking into account the principles of child-rights programming, holistic, and multi-sectoral approaches, then community cohesion work and children’s involvement in this would be the main focus, and other services built around this.  
Strategies need to take up principles of inclusion, and to deal with anti-discrimination and stigma attached to children affected by AIDS.  A good example of the complexities here is in the area of education, which is emphasised so strongly by children. Education policy and provision needs to go beyond simply removing school fees for AIDS orphans, which thus exacerbates stigma.  A broader issue of access to education and the role of duty bearers arises here, and because of the need to not discriminate or stigmatise, then the opportunity emerges for advocacy for removal of school fees for all children.  Access to education is not merely about fees, but also involves getting to school, being able to study, being treated well in the institution; and education itself, in its broad meaning, involves learning about local life and how communities operate, which in turn requires living in them.  

Methods

Activities will take place at different levels, but for an integrated strategy to work, they require coordination, which must involve people/ families living with HIVAIDS, and children.  Both the coordination work and the development of support and services in practice requires some sort of focus, and a multi-purpose centre in various locations is probably necessary, where training, counselling, advice, treatment and other services can take place (see West 2004).   

Thus, methods of work might include local coordinating committees involving children and other residents including people living with HIVAIDS (PLWA) and/or Families living with HIVAIDS. The local coordination committee (which has worked successfully elsewhere in the world) might meet at an identified centre where other activities also take place.  Such a `centre’ is not envisaged as a complex or fancy construction, but a basic building providing both a focus and some resources. The centre would provide services for the whole community and not just be associated with HIVAIDS.  Activities would include both services connected with income generation, basic health care, recreation, support groups, and especially provision of time, space, support and care for children. Support would include the development of networks of volunteers and staff who could provide simple services to enable families to stay together and children to attend school, and to look to their physical and emotional needs.

One essential mechanism is the need for continual mapping and assessment of local communities, that is best done through these local coordinating committees.  The aim of keeping children living with families and in their communities is susceptible when there are simply too many adults who have died, are dying or very sick.  Also, there is a need anyway to monitor the changing levels and type of support required by families. 

Where children are unable to live with their families, then local fostering might be a first option. Preparation for fostering, including decision making about care, support, and training for can be provided through the centre: the processes of `mapping’ would involve identification of potential foster carers and other support.

Where foster care is also not possible (again, for example, because of the numbers of children involved in a local area), it would then be important to develop small group homes.  These would follow the pattern of similar homes developed in other parts of Anhui and other provinces, located in the community with house parents caring for a small number of children.  It is possible, depending on the age of children, that some groups of older children might also live together and be supported from a centre (there was an example of this in the original small group family homes established in the community in Guangde, Anhui province).  This is not only akin to `child headed households’ but also acknowledges the reality where many children aged 15 and older are migrating out, and living a semi-independent life, and refers to the proposals of some street children for a `big house’ where they can live together, be protected and attend school.  A main principle here is that identified by children: the need for protection.  The location of such small group homes is important if children are to maintain links with their home villages.  Children should also be involved in decision making about their place of care and accommodation (see West 2003c).

The existing social networks of children and their skills and strengths need to be recognised and made use of in developing strategies and activities.  Children have already identified that other children are confidantes along with their mothers/parents, and that the person they would approach to share difficulties (apart from parents) would be their friends.  Provision of mutual support among children’s social networks could be developed through the use of centres, activities, and some training, for example in peer counselling and support.  

Regular recreational activities for children that include lifeskills, peer support and the identification of particular vulnerabilities and needs.  These activities would include all children and involve the provision of information and skills useful to all, such as awareness raising of the importance of nutrition, food and sleeping, and finding mechanisms to provide and share support services. All of these can be provided from the centre as a physical base, and as a hub for social and other activities.

Apart from children’s activities and support, the centre would also act as a base for various medical based care and treatment, and for information, legal and other advice and counselling.  The medical side would include voluntary testing and counselling, and treatment monitoring as in directly observed therapy (DOT), a mechanism for patient education and adherence to medicine regimes.  It can be hard to keep people on ARV if they get side effects or if they feel better and stop taking it.  The integration of medical and social approaches is important, and the use of a single central base, that primarily has recreational associations, is a means of fulfilling aims for an holistic approach.

Training and capacity

A strategy that is not only multi-sectoral but also multi-agency is both possible and practical.  A number of initiatives are already under way at national and local level.  For example, DOT work is already planned to be supported through the Global Fund.  The US GAP programme, set up to help the China CARES and Global Fund to be better implemented and provide technical support, management support, and some funds for establishing a surveillance system, is now coming in to develop DOT in Lin Quan County in Fuyang.   Also, the China CARES programme has already identified 127 counties, where treatment has begun in 51, and the experience shows a lot of weaknesses in treatment which has been recognised by government.  The system for China CARES/GF holds the local county level government responsible for the management, supervision, opportunistic infection treatment.  At Township level, if there are less than 50 AIDS cases the township level government will be responsible for treatment or drug delivery.  If there are more than 50 cases then at village level there will be a centre set up for health education, ARV supervision and VCT. These centres could clearly link in with social or community centres that are necessary to develop support and other services, and especially look to children. 

In order for centres to work, training will be necessary for adults and children, staff, volunteers and local residents, in various skills (such as counselling) and health awareness and knowledge.  These again can be developed in collaboration with NGOs, INGOs and government, using existing resources. 

There are other important areas for training and capacity building that have already been identified by children.  These include the areas of stigma, the importance of education, and concern about the future.  Training and awareness of HIVAIDS prevention and care needs to be spread, and for children can best be done through peer education.  Activities such as peer education, peer support and counselling will take time and this means that some greater flexibility is needed in education provision.  This, in turn, suggests the need for HIVAIDS awareness and prevention training for teachers (and other adults).  To develop education methods some teacher training and support for child-friendly schools and `quality education’ methodologies, as practiced elsewhere in China (14) would be useful.  Save the Children has already begun replicating HIVAIDS peer education work to Fuyang prefecture and there are now pilot middle schools in Fuyang City and all the Fuyang counties which are beginning to support extension to other schools in the counties.  

The issues of concern for the future raised by children can be addressed in the provision of a broad based lifeskills training and vocational education.  Not all children will stay on at school or proceed to high school, and there should be preparation for leaving school and the possibility of out-migration.   

CONCLUSION

HIVAIDS in central China, in its devastating impact that might be considered as more akin to an emergency/ disaster than a medical epidemic, is raising a number of significant issues for the care and protection of children affected through the deaths of parents.  Rapid piecemeal responses based on externally perceived needs and assumptions, in particular the development of institutional care approaches, separating children from communities and even their extended family, risk stigmatising children, infringing their rights and causing more distress. Policy changes such as the removal of school fees only for children orphaned by AIDS and the payment of dibao to children orphaned by AIDS risk increasing stigmatisation and raise other questions. 

Instead, the adoption of child-right based programming and holistic approaches provides a set of principles on which responses can be based, in communities and nationally, at policy and practice levels.  In particular, the role of duty bearers is important.  It may seem to be easier to external agencies to simply go in and do something, but apart from concerns over the effect of such an approach, without an engagement on different levels and with all issues, there will be no benefit for most children and no sustainability.  Instead, an holistic approach, following the best interests of the child based on analysis of their circumstances, requires multi-sectoral working.  Policy work is necessary here in developing principles for programming that involve the coordination of local agencies and services, and their working together.
Following the principle of residential care as a `last resort’, (see Dunn, Jareg and Webb 2003) then these children need support to stay in their homes and communities, rather than removal to a welfare home, and this is a matter for policy as much as practice.  Different community support and care packages can be devised and tried, just as adoption and fostering services, and small group homes may also play a part in keeping children in familiar surroundings. 

Following on from the establishment of basic principles, then strategies can be devised and methods of approach developed.  The aims of keeping children with families, demand that community based approaches to keeping parents alive, treatment services, the provision of physical and emotional support.  Different services and parts of an holistic approach can be provided by a number of agencies (government departments and non-government organisations) with different specialisms, working together in partnership.  Such collaboration can be developed and delivered through local coordinating groups, the development of multi-purpose centres and the provision of training that must all come together in a response that looks holistically at needs and rights. For children, these need to be part of the development of integrated child protection services, involving children’s participation.  There are additional benefits in the HIVAIDS pandemic, because a focus on children helps provide a focus for services for everyone the communities, including all adults, parents and grandparents as well as those under eighteen. 

NOTES

1.Many officials and texts describe children in this way – for example,`Children today are the future of humankind and citizens of the 21st century’ (MCA Stockholm).  This is in contrast to children themselves and some other agencies who recognise that children are not only the future but are here in the present, as children stated at the United Nations Special Session in 2002.

2. As noted in a recent draft of a survey on HIVAIDS in the region, which indicates perhaps how well the epidemic in central China has been kept quiet.

3. Many of the children taken away from Rwanda after the civil war, who were seen at the time as in great need, have since been found to have families living from whom they were separated on the basis that it was best for them.
4. The current shorthand term `OVC’ for this group is itself stigmatising, by not referring to these children as children, or as individuals, but as a set of initials.  It also makes no sense.

5. A classic example of an ill-defined group is that of `street children’.  Commentators have spent much time attempting definitions, to no real conclusion. See West 2003a, West and Yang 2000.

6. Only two countries in the world - Somalia and the USA - have not ratified the CRC.  Ratification obliges states to bring legislation into line with the content of the Convention and regular reporting to the Committee on Child Rights in Geneva.  

7. Domestic violence has been the subject of a study: `according to a survey conducted by the All China Women’s Federation (ACWF) in 2002, domestic violence occurs in 30% of Chinese families, and in 90% of the cases, women are the victims (Meng Yan and Tang Min 2002)’ quoted in Jolly and Wang 2003.

8. Research by children and young people has been increasing in quantity around the world since the mid- 1990s.  In China it is still comparatively new, with probably the first work facilitated in 2003 by ten children and young people living in residential care, facilitated by Save the Children UK in partnership with the Ministry of Civil Affairs.  Four of the researchers presented their findings at the Conference on Foster Care in October 2003 (a report on this research is forthcoming).  Two other pieces of work were facilitated by SC UK in 2004: in Ruili in Yunnan Province, and the work referred to here, in Fuyang in Anhui Province.  It is interesting to note that children’s concern and uncertainty for the future emerged strongly in all of these work.

9. This section draws on the paper on residential care (MCA Stockholm) in China prepared for the Stockholm conference in 2003 by the Ministry of Civil Affairs with support from Save the Children, and on Wedgwood 2003.

10. In 2001 there were 45,000 cases of adoption in China, both domestic and international. 

11. Comparatively little is known about the processes, costs and extent of the traditional and continuing practice of extended families taking in orphaned children.  This is the subject of a current collaborative research project between Save the Children and the University of New South Wales in Australia.

12. Save the Children has a joint collaboration office in the Ministry of Civil Affairs (MoCA) Social Welfare and Social Affairs Department devoted to working on policy and good practice in the areas of children in care and street children.  Work with orphans and abandoned children has focused on developing policy, guidelines, grassroots models and national standards for alternatives to large scale institutionalisation of orphaned and abandoned children.  Following the development of a national model for small group family style care work has recently focused on developing national guideline standards and models for community based foster care which were recently launched at a national conference on Foster Care in Beijing in October 2003. 

13. Save the Children UK has been developing a holistic model for care and prevention of HIV/AIDS in Ruili County in Yunnan in SW China for several years.  The model has been recognised at the national level by the UN extended Theme Group on HIV/AIDS as a good working practice model.  Currently work is underway to replicate this multi-sectoral model to Xinjiang and Anhui.  

14. The development of `quality education’ is a government objective, and links to the initiatives on child-friendly schools and child-centred learning methodologies being developed in Yunnan and Tibet (through Save the Children projects) and Gansu (through DfID projects).
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