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Description of the Project

It is proposed to develop a framework that addresses the social dimension of disability.  This project is the first step in a longer process which will ultimately lead to the development of a training package.  It involves three components:

The first component is the development of an ecological framework for engaging with families about the social implications of having a child with a disability.  One such framework is offered by the program called Circles of Friends or Circles of Support.  

1. We propose to undertake a brief literature review to explore other ecological frameworks within the disability and early intervention fields. 

2. This review would also examine the views of parents who have a child with a disability about the support they receive with their situation.  

3. Finally it would review any capacity building strategies that have been documented.  The focus of the review will be orientated towards good practical application.  

1. Introduction to an ecological perspective

All children, including those with disabilities, are embedded in a social world to a greater or lesser extent from birth (Schaffer 1984).  Children need relationships with others to become individuals, to learn to speak the language of their particular social group, and also to learn their way of life and traditions.  They rely on their families not just for nurture but also for their sense of identity and most importantly for their feelings of belonging.

Bronfenbrenner (1986) points out that there are four influences on children’s development: the microsystem (interactions in immediate settings - family, school, job); interrelations among major settings containing the family and child; formal and informal social structures which affect the individual (neighbourhood, media and various agencies; and the culture and subcultures of the settings involved (Vincent, Salisbury, Strain, McCormick & Tessier 1990).  

Furthermore, all members of the family have social needs, including the siblings of the child with the disability and the parents themselves.  It is possible for parents to become isolated, particularly mothers, if their whole life is taken up with caring for the child with a disability, and they are unable to have the range of typical relationships that most parents have.  Isolation makes it difficult for any family, not just those which have a child with a disability, as they do not have the informal support provided by friends and neighbours.  They are also less likely to know where to seek help from agencies and organisations in the community if they need assistance 

This perspective is seen as taking an ecological approach in which the child is viewed within a series of influential interacting settings and relationships starting with the micro setting of the home and family, extending to the neighbourhood and educational settings, all within the broad macro setting of society.  This ecological approach includes the influences of cultural and linguistic diversity and the interactions between the family setting and other settings such as parent’s workplaces (Guralnick 2001a).  When research on the development of children with disabilities is framed in ecological terms it takes account of the wide range of influences, not just the educational/care settings, on child outcomes.  The most important and influential of these is the family. 

1.1 What are the social implications of having a child with a disability?

Fullwood and Cronin (1986) wrote their book Facing the Crowd for the parents of children with disabilities who frequently find that people are insensitive in relation to their child.  Fullwood is herself the parent of a child with a disability.  This insensitivity, which is not uncommon, adds to the stresses that many parents of children with disabilities must deal with as they try to find information, support and services.  Parents often feel uncomfortable, angry and stressed by insensitivity.  Unfortunately, insensitivity can occur within the intimacy of family and friends not just with strangers.   Parents can also experience insensitivity among professionals, including the medical profession, when seeking help with their child.  Sometimes it is people with whom parents come into regular contact, including other children.  Insensitivity is often the result of other people’s feelings of discomfort when in the presence of children or adults with disabilities. 

The insensitivity of others can cause parents pain, anger, and in some cases withdrawal and isolation, and while it can be handled by learning some of the strategies that are presented in Fullwood and Cronin’s book the onus is on the parents themselves.  However, making people more sensitive requires community education as well as personal approaches about the needs of families for acceptance and respect.  

The nature of child disabilities has generally remained much the same over the years while the context in which Australian families live has changed vastly in the last 30 years Vincent et al (1990). There is increasing cultural diversity, with a growing gap between rich and poor, an increase in divorce and separation, decreasing fertility, older age of parents at first birth, and smaller families with most having one or two children only (ABS Victorian Yearbook 2000, ABS Children Australia 1999).  Extended families have not broken down as some believe but are less likely to live close by and connections are often made by telephone and through intermittent visits.  All families are affected by these changes including families with a child with a disability.  

Cultural diversity is an important factor in providing services and support for families.  About nineteen per cent of the Victorian population speaks a language other than English at home and there are even higher proportions in specific areas where high numbers of migrants from non-English speaking countries have settled (ABS 1999).  However, cultural differences mean much more than speaking another language.  Differences include values, beliefs, parenting, and non-verbal behaviour which can be very different from that of Anglo Australians.  Beliefs about disability may also differ.  Some parents from non-English speaking backgrounds may be able to speak English, and some may even speak it well.  However, family values and cultural norms are not the same as for the Anglo-Australian community and care should be taken when providing services for these families not to make assumptions based on their capacity to speak English and ignore their cultural differences.   

Shonkoff & Phillips (2000: 25) point out that culture influences all aspects of parenting and child rearing. ‘The effects of culture on child development are pervasive.  It prescribes how and when babies are fed, as well as where and with whom they sleep.  It affects the customary response to an infant’s crying and a toddler’s temper tantrums.  It sets the rules for discipline and expectations for developmental attainments.  It affects what the parents worry about and when they begin to become concerned.  It influences how illness is treated and disability is perceived.  It approves certain arrangements for child care and disapproves others.  In short, culture provides a virtual how-to manual for rearing children and establishes the role expectations for mothers, fathers, grandparents, older siblings, extended family members, and friends’.  These differences are important when working with the families of children with disabilities. 

Families are also affected by the neighbourhood and communities in which they live and the resources, opportunities, and supports which are available.  Communities which are marked by low income, unemployment and general disadvantage experience generally low levels of trust and fewer connections between families and individuals.  These days the local environment is often seen as unsafe, particularly for children.  This means that parents of children of all abilities, even in the better off communities, are reluctant to let their children go out to play on their own and must make arrangements, both formal and informal, for their children to play with other children and/or to attend other activities and organisations.  It is not just the parents or caregivers of children with disabilities who must make special arrangements for their children to play. 

1.2 Families and stress

Families of children with disabilities have stresses which go beyond those of families with typically developing children as they seek assistance for their child, and as they also cope with the emotional and practical turmoil of having a child with a disability.   Depending on the nature of the disability, and the time at which it is identified, families vary dramatically in their responses with some coping better than others because of the strength of their relationships and the power of their networks.  Some can afford to buy in extra assistance privately but this option is not available to many others.  While the extended family is a source of great support for many families, it is not always available locally, nor is it always helpful or positive as grandparents and other family members grapple with their own feelings and responses to the child with the disability   

Parents of children with disabilities must find sources of information about the condition of their child and deal with various professionals, particularly in the medical profession.  Families have to develop skills in seeking the relevant information, advice, and services as well as coping with other people’s reactions to their child (Forster 2002).  Parents must become self advocates in the search for information and services and develop skills in asking the right questions, seeking out people who can help, including other families who have had the same experience. Depending on the disability, some parents may find that much of their time is taken up with these tasks.  Parents can become estranged in the stress of this effort, and other family members, particularly siblings, may not receive the attention that they need and have their own difficulties in coming to terms with their sibling’s disability.  

Relationships within the family system are closely related to children’s opportunities to take part in the community, to meet other children and their families, and to participate in activities and organisations that are available locally to typically developing children and other family members.  If individual family members, as well as the family as a whole, do not receive the assistance, support and information that they need the family may become dysfunctional.  Furthermore when families become over-stressed there is always the possibility of isolation and breakdown.  However, families which have support and strong networks may become strengthened and empowered by the experience and become advocates for other families and children with disabilities. 

1.3 Supporting the families of children with disabilities

Supports are vital to all families including the families of children with disabilities. The Building Strong Families research in the US indicates often parents are ‘going it alone’ and do not seek support from family, friends, or community resources.  Nevertheless, research shows that having a network of support helps to strengthen families and is associated with positive outcomes for both parents and children (Insights from Research March 2003). 

Before early intervention services were available most support for families of children with disabilities was informal.  Sometimes groups of parents met together to talk about the issues they were facing with their children and how they were feeling.  These groups often formed in the living rooms of families involved.  This is how Noah’s Ark started out. 

When formal early intervention services commenced the focus was on the child’s needs for therapy, appropriate developmental assistance and skill development.  The professional direction was away from parents and family’s needs for support to a focus directly on the child’s needs. 

Research from an ecological approach, undertaken on several service sites providing for children with disabilities, has been able to identify several themes that have important implications for policy and practice. These themes would not have been found if researchers had simply focused on what happens in the classroom or service and not looked at the family context (Guralnick 2001).  However, while the findings are more broadly concerned with the connections between the child, the family and the community, they are still focused on the child’s needs for relationships outside of formal services.  The importance of a collaborative relationship with the family for this purpose is emphasised.  

Themes that were found: 

1. the importance of interconnections, family social contacts and a sense of community,

2. that families exert an important influence on children’s participation in the community and that they encourage children’s social participation through their own contacts and by arranging for contact with peers, 

3. the importance of finding ways that program staff can encourage children’s activities involvement in the wider community.  Environmental adaptations may be important in this – thus the need is to make community groups aware of the importance of participation to children with disabilities and their families, 

4. there is a need to examine policies and practices which may interfere with family life and community participation, 

5. and that neighbourhoods also exert an influence. 

The importance of social connections for all families, not just those where there are children with disabilities, has also led to increasing recognition that professionals working with children must take into account their families, relationships within the family, and between the family and the community.   This has meant an expansion of the roles of staff in services for children with disabilities and a broadened focus that goes beyond the child.   

Dunst et al (1988) using a family support perspective argued that intervention services should:

· adopt a social system perspective on families which suggests a new definition of intervention

· move beyond a focus solely on the child

· empower families

· emphasise the promotion of growth producing behaviour in families away from treating problems

· focus on family identified needs and aspirations rather than professional targets

· identify family strengths and capabilities and build on them to strengthen families

· help families strengthen their personal social networks and use it as source of support and resources for meeting needs

· change and expand the roles of professionals in relation to families.

1.4 The service perspective in an ecological framework

In recent years services for children with disabilities have changed to some extent as some professionals have become sensitised to the effects of having a child with disabilities has on the family discussed above.  They ‘…have begun to recognise the mutual influences that occur among family members.  As a result, programs that include fathers, siblings, and even grandparents, as well as mothers, have been developed.  In addition, social support has emerged as a critical aspect of early intervention.  Finally, professionals are increasingly recognizing the importance of a perspective that is sensitive to individuals from many different cultures, ethnic groups, and religious persuasions.  These trends have led professionals to reconceptualize early intervention and to increasingly view family-centred services as an essential indicator of best practice’ (Beckman, Robinson, Rosenberg, & Filer 1994:15).

A review of family centred practice indicates that the family centred practice has four central components: responding to family priorities, empowering family members, employing a holistic (ecological) approach to the family and demonstrating insight and sensitivity to families (Habin, McWilliam & Gallagher 2000).  

Beckman et al (1994:23) emphasise that achieving sensitive family-centred practice is not simple: ‘First, it is clear that truly family-centred programs must consider the complexity that exists within individual families and the ways in which the entire family will be influenced by the decisions that are made.  Second, intervention strategies must be flexible enough to accommodate diversity in family beliefs, values, and functioning styles, as well as in the manner and intensity of family involvement.  Third family units are dynamic units that change over time in multiple ways, such as in composition, priorities, strengths, and concerns.  The intervention system must be flexible enough to respond to these changes on a continual basis.  Finally, the philosophy of family-centred services assumes concepts of community-based and coordinated services’. 

There has also been increased recognition that it is not just parents that can be regarded as collaborators with staff.  Grandparents, aunts, siblings and others can also be vital sources of support (Turnbull & Turnbull 1997).   Collaboration in this sense means connecting with the family’s resources and strengths and building on them in a dynamic process which seeks to empower families.  This relationship can be seen as an alliance between a wide range of stakeholders in the child’s wellbeing.  

Family centred practice can be defined in different ways by different services and individuals within those services and this can lead to confusion about what is meant by working with families.  Dunst, Trivett & Deal (1994) developed six principles for family centred practice as follows which are relevant to this project: 

1. Enhancing a sense of community

2. Mobilising resources and support

3. Shared responsibility and collaboration

4. Protecting family integrity

5. Strengthening family functioning

6. Employing promotion rather than treatment approaches to support and strengthen family functioning.

A challenge in providing family-centred services is the question of where the limits of support lie.  Collaboration between professionals and families may present problems when there are cultural differences between professionals and families or when there are social class differences (Johnson 1994).  There is also the possibility that some professionals may try to provide services even when parents haven’t requested them. ‘In short, there is a fine line between helping the family and interfering with family integrity and privacy’ (Johnson 1994:3).  This is especially difficult for staff in early intervention services who have not trained to work with families or to take an empowering approach. 

1.5 Service responses

Despite the above findings and others, research indicates that focus of most early childhood services remains child’s therapy and skills development (McWilliam, Tocci and Harbin 1995).  Services have not always moved to a more family centred approach where staff work in partnership with children’s families.  Although some early childhood services have become aware of the importance of families, not only for educational purposes but also as the centre of the child’s social world, there have been fewer changes in practice.   

Some services are actively involved with families and collaborate with the family as a partner in improving the child’s social connections as well as enhancing children’s learning opportunities.  Nevertheless, there is confusion about the purpose and for some staff it is still seen only as a mode of increasing the learning opportunities and skill development for the child.   Some professionals ask families about their strengths but go no further to find out if they need any assistance.  Others see it as an opportunity to work with parents as partners to assist the child take part in normative community activities.  While others recognise that the needs of the family must be addressed.  Forster (2002) argues that some of the confusion about family centred practice may have come from the earlier emphasis on family involvement in the child’s educational and developmental program.  

Some staff members still do not see the need to go beyond the specific role for which they were originally trained.  Others are unsure of their responsibilities and where to draw the line.  Studies have also indicated that many parents expect the service to focus on their child only in therapeutic and skill development and this makes it difficult for services, and individual staff members within the service to move to broader forms of intervention.  The barriers that have been found to addressing family needs included:

· A lack of training in responding to complex family needs

· A fear of offending or alienating families

· A lack of knowledge of resources available in the community that could meet the needs of families

· A belief that no resources exist in the community.  

It s vital that staff recognise that early intervention services cannot provide all that is needed and encourage families to utilise other local community services and supports. 

In order to obtain information on such supports Dunst and his colleagues (1994;2001) promote the use of community development strategies to:

· Identify sources of support, including personal networks, associations, community programs and specialised services

· Community resource mapping to identify the various types and locations of resources

· And building community capacity through recognising the strengths and assets in the community. 

The question then becomes how to operationalise these strategies and put them into practice in family centred practice in early intervention services.  One approach is described in the next section. 

2.  Developing an ecological framework for engaging with families about the social implications of having a child with a disability

This project aims to develop an ecological framework for engaging with families about the social implications of having a child with a disability.  One such ecological framework is offered by a program called Circles of Friends or Circles of Support.  A search of the literature, including the internet, revealed no other suitable frameworks that could be used for this purpose.  The Circles of Support framework is simple and straightforward and should be easy to modify as it makes the ecological approach easy to visualise and understand.

1.2 What is a Circle of Support?

‘A circle of support, sometimes called a circle of friends, is a group who meet together on a regular basis to help someone accomplish their personal goals in life.  The circle acts as community around that person (the ‘focus person’) who, for one reason or another, is unable to achieve what they want in life on their own and decides to ask others for help.  The focus person is in charge, both in deciding who to invite to be in the circle, and also in the direction that the circle’s energy is employed, although a facilitator is normally chosen from within circle to take care of the work required to keep it running (Circles Network website 2002).   These circles are not seen as services provided for a particular group of individuals but are focused on individuals who feel they need more support but support that does not reinforce dependence.  Members of each circle, who are not usually paid, may include family, friends and other community members.  They come because they care for the central person and are willing to give time and energy to help them.

Circles of Support, which was first developed in Canada by a woman with severe disabilities, recognises that people have a series of relationships which begin as intimate and that become increasingly formal and commercial as they become more distant.  Figure 1 places families/individuals in a series of circles going from the intimate and emotional, through friends and allies to the support and connections of participation in community organisations and associations.   Services and professionals are at the outer circle labelled ‘Exchange’ because money is involved in paying staff and providing the services (even if it is provided by the state).  

Circles of support form around vulnerable and/or at risk individuals who are socially excluded and isolated to help them to accomplish their personal goals in life. Initially these circles focused on building support networks for adults with disabilities but in the UK they have extended to isolated families who have a child with a disability.  

Circles can focus on supporting children or adults of any age.  The Circles Network points out that the traditional Medical Model of disability ‘sees disabled people as passive receivers of service, and the impairment as being the problem.  This view results in a society that segregates and separates, creating “special” facilities away from community life’.  In contrast the Social Model sees the individual as handicapped by their society and environment.  ‘In this view, the impairment is not in itself a problem, even though it may produce a need for a different set of living requirements.  Rather, society’s insistence on segregation in education and services, and the inaccessibility of things such as transport and buildings results in a general prejudice against an integrated community life for disabled people.  In the view of the Social model, the disabled person is an active fighter for equality, working in partnership with allies, to create a society which is truly inclusive.  All the work of Circles network is based on the Social Model of disability (Circles Network Website 2002)’.  

The work of the Circles Network, which supports circles projects throughout the United Kingdom, is based on the values of inclusion stated below.  These values have been adapted (in the bracketed phrases) to reflect a focus on young children who are still dependent on their families for support:

· All people (individual family members as well as the child/adult with a disability) have a right to live in and be part of the community.

· To separate people considered different is not the best way of doing things.

· All people (individual family members as well as the child/adult with a disability) have dreams and aspirations.

· All people (individual family members as well as the child/adult with a disability) have capabilities and qualities.

· All people (individual family members as well as the child/adult with a disability) should have the opportunity to live an ordinary and valued life.

· All people (individual family members as well as the child/adult with a disability) should have power and control over what they do now and in the future.

· All people need friendships and independent relationships; a natural support network. 

· The whole community can benefit from embracing diversity.

· All means all! 

In the case of children, the Circle of Support model can be adapted to focus on the whole family as being in need of support, not just the individual child with the disability, as preschool children are dependent on their family at this stage in their lives.  But the values of inclusion listed above remain paramount.  

Circles of Support when applied to families with children with disabilities include:

1. A circle of intimacy: with family members, related or adopted, and good friends who are part for the child’s life

2. A circle of friendship: good friends or neighbours to do things with regularly

3. A circle of participation: clubs, groups, and organisations to which family members and/or the child belongs

4. A circle of exchange: people who are paid to be in the child’s life or in the lives of family members. 

Figure 1.


Points to note in the Circles of Support approach 

1. The innermost circle represents the intimacy of the family.

2. The second circle represents the circle of friends and neighbours. 

3. The third circle is the circle of participation in the community and includes associations and organisations, and spiritual resources for people of all ages. Different families have different interests, allegiances and spiritual values.  Some families have few links at this level and can be encouraged to increase their connections.

4. The outer circle is the formal service systems. These services are professional, have to be funded, and some private services may also charge parents fees. 

5. All circles are embedded in the surrounding society with its particular history, policies and traditions and culture.  

The Circles of Support diagram is useful in reminding professionals of their position in relation to families and children with disabilities.  The service circle, where they are located in the diagram is the furthest from the intimacy of families but closest to the circle which is labelled ‘participation’ in the community.  It is here that professionals working with families and children can identify sources of support and connection for families and children and potential collaborators who can be encouraged to a greater understanding of the needs of families and children with disabilities.  

2.2 Circles of support as a framework for communication about the social implications of having a child with a disability. 

The circles framework could possibly be used in either of two ways.  First by providing staff with a mental framework for some of the issues that families may be facing as a family and as individuals within the family and which are impacting on the child with a disability both directly or indirectly.  Secondly it could be used as the basis for examining some of the relationships and issues faced by families, for indicating where parents could get additional assistance through personal contacts and/or by approaching other organisations.  It can also serve as a reminder that professionals in early intervention services as well as in other early childhood services of the need to make contact with professionals in other organisations that parents may need such as Relationships Victoria for marital issues, leisure organisations and associations, and other groups within the local community.  

While there is increasing recognition that families and not just parents can be regarded as collaborators role definitions of professionals can be unclear and may lead to interference in the family or to over-involvement of staff (Turnbull & Turnbull 1997).  The following table shows differences between parents and professionals in regard to their different roles and relationships with the child with a disability in regard to: knowledge base, responsibility, family needs, and advocacy.  Other dimensions could be added to this table as they arise. 

Table 1.  A comparison of the roles of parents and professionals 

	Parents role with child
	Staff roles with parents and children

	Relationship: 

Personal and intimate relationship, 

Intensely emotional

The relationship is ongoing and continuous. 
	Relationship:

Professional relationship

Emotionally reserved

The relationship with both the child and parents is for the limited time period during which the service is used.

	Knowledge base: 

Daily knowledge of child since birth in everyday family settings with other family members, friends and neighbours.
	Knowledge base:

Professionally qualified with specific therapeutic and/or teaching skills.  Limited knowledge of the child compared with parents.

	Responsibility: 

Fully responsible for child throughout childhood and has an ongoing relationship for life. 
	Responsibility:

Limited and clearly defined responsibility for the child.



	Needs: 

Range from specific support and information for the child with a disability, to personal needs or needs within the family when issues arise.
	Responses to needs: 

Welcomes parents.

Listens empathically. 

Responds to parent’s need for specific information about the child. 

Shares knowledge of child’s participation and development re the services provided.

Responds sympathetically to family needs, when expressed, by providing information or referrals to other organisations, individuals etc as needed.

Respects family integrity and does not encourage dependency.

Encourages families, especially those that are isolated to make connections in the community. 

	Advocacy:

May become involved in advocacy for children with disabilities and their families to the extent that they have the confidence, time and energy.

May become associated with community development projects or in providing facilities for children of all abilities (eg the Hay’s Paddock adventure playground which was initiated by two parents who joined with other community groups.) 
	Advocacy:

Can be an advocate for families and children with disabilities.

Can make links with other organisations and associations both informally as chances occur and formally through inviting guests to visit the service or visiting for one-off get to know you meetings when possible. 


By having a clear awareness of the limits of their roles in regards to the families of children with disabilities professionals are less likely to expect too much of themselves and interfere in family roles.

Figure 2 provides another version of the circles diagram used by Circles of Support with labels which show the foundation of support in each circle in a follow-up to the earlier diagram (Figure1).  It is the same circle of relationships moving from intimacy to commercial transactions as described earlier.  The framework of anchors, allies, associates and paid assistants provides a way of identifying issues in the immediate family, the extended family and friendship network, other people in the community including at work, and in dealing with professionals.  Staff can talk about these relationships without claiming to be experts.  Discussion of this framework can make it clear to parents that they can talk about family issues

The anchors for the child and other family members are in the circle of intimacy and if the family as a system is functioning adequately it is the basis of security.  Staff can use the Circles of Support framework to identify issues within the family (anchors) and also the strengths and gaps in family networks (allies and associates) and to work out strategies to improve the situation as necessary.  These strategies should build on the strengths and capabilities of families and encourage the growth of confidence rather than dependence.  Discussion based on this framework can also make it clear when more significant interventions are needed through referral or providing relevant information.   

The use of this framework could make early intervention services more accessible to the broader needs and aspirations of families.  In many cases no immediate action would be necessary but there is always the basis for support if necessary.  


Figure 2  The roles of the different Circles of Support

3.  Views of parents about the support they receive

No information could be found directly impacting on parent’s views of the social implications of having a child with a disability although there is a good deal of  information is available on many related topics, including information on the grief families experience for the loss of the typical child, when their child is diagnosed with a disability.  There is considerable evidence that parents experience this grief over again as other children reach specific developmental milestones and there is also evidence that the marriages of parents can be put under pressure and that some parents, often fathers, do not accept the disability.  

A review of the research literature on parenting a child with a disability provides extensive information on parent’s experiences (Hamner & Turner 1996).  When a child is diagnosed with a disability, whether at birth or later, parents grieve for the loss of the healthy child. (Hamner & Turner 1996).  The grief goes through several states of grieving which have no time limits and may overlap.  These include denial, anxiety, guilt, depression, and anger.  As parents begin to confront the reality they also begin to accept their child’s limitations.  Variables which affect the degree and intensity of grief are: social class, religious beliefs, the number sex and age of siblings, the nature and visibility of the disability, the coping strategies of family members, the stability of the marriage and the degree of support they receive. 

Parents of children with disabilities experience more stress in parenting than other parents and the caregiving demands are much greater as additional time is needed by children with disabilities and there is increased difficulty with routine tasks such as feeding, bathing and dressing (Hamner & Turner 1996).  The research literature shows that there is a marked positive impact of support on the families of children with disabilities.  The greater level of support received, especially informal support, the lower the level of stress.  This is especially so with spousal support. It has been found that mothers of children with disabilities spend twice as much time in caretaking as the mothers of typical children and fathers do not always share the care.  Greater social support is associated with more positive emotional and physical wellbeing in parents, better integrated families, more frequent interactions with children, and more positive perceptions of children’s behaviour.  In other words, the functioning of all family members is positively affected by support from outside the family including from the extended family.  

The newsletter of the Australian Association for Families of Children with a Disability provides many examples of parent’s personal experiences in living with a child with a disability (Noticeboard Edition1 May 2002).  For example, one mother told the story of her daughter who was born by emergency caesarean.  Although the baby girl had no heartbeat at birth she lived.  But by twelve months she was failing to meet normal developmental milestones and the paediatrician diagnosed cerebral palsy.  The parents were devastated and were in denial for some time.  The child had physiotherapy, occupational therapy and speech therapy and needed a great deal of equipment.  She also developed epilepsy at aged two and after a while both parents became ‘nervous wrecks’ waiting to see what would happen next.  The mother says that their lives are hectic but they cope and love their little girl.  The child is now four and mother says she gets by because of the loving support of her husband and the support of friends and family.  However, she also explains that the whole experience has made her a stronger person. 

Five focus groups which were held with mothers of preschool children with disabilities in two Melbourne regions revealed that they valued staff in the services they used, and especially those who also on occasion ‘act as counsellors’ (McLoughlin & Ochiltree).  One mother said, ‘staff come close to you in lots of ways and it is more than just a professional role – people ring to see how you are’.  Mothers also valued family support and respite care but had problems with the high rate of staff turnover in services that they used and the loss of specialist staff.  They also valued home visits from professionals because they saved a lot of time and running around and the child is in its own familiar context.  

These mothers also explained that they were often too shocked at the time of diagnosis to take much in and while they were often given too much information about their child’s condition there was very little information provided about service options.  They had to do most of the running round looking for services for their children themselves.  Mothers found that much of the information they received was through ‘word of mouth’ from other parents and there was a general consensus that it was mostly ‘just you and your child’.  One parent said that because she was a ‘coper’ that she got less assistance than if she had been a ‘blithering idiot and gone to pieces’.  

A number of these mothers said that they found it difficult to get professionals listen to their fears about their child when they suspected something was amiss before diagnosis.  Among the suggestions that mothers made to improve services was that: early intervention services would be made more helpful if there was a central place for information, if there was continuity of services with less staff turnover, and if there were opportunities for parents to get together although some services already provide this.  ‘Parents are a terrific support.  They understand one another and go through the same things’.  They would also like family activities at the weekends to get the whole family involved including fathers.  This would enable fathers to meet socially and to chat to other fathers in the same situation. The mothers saw fathers as outsiders as mothers did most of the caring.  They thought fathers needed support and information but also said that they were difficult to contact as they ‘won’t reach out’. 

The early days of diagnosis or waiting for diagnosis and finding both information and services for their child are fraught for parents.  While sensitive support is crucial at this stage it is not always found.  Toy libraries for children with disabilities provide a support that is non-threatening and available to parents while they are on waiting lists for other specific services (Sargood 2001).  Toy libraries are non-threatening and easily accessible.  Studies of parents using toy libraries report that they had reduced feelings of isolation, practical support, information about children with disabilities and other more general information, they received counselling informally, met other parents and were referred to other services. 

Cultural background sometimes effects parent’s explanations for their child’s disability and their understanding of preschool education and inclusion (Hanson 2002).  However, language and disability difficulties are not always a barrier if there was a climate of acceptance and support for difference.  Nevertheless, minority families are often concerned with the extended family and its responses and this must be taken into account (Hamner & Turner 1996).  This may be particularly difficult in cultures where children are viewed as reflections of their family.  In some cultures a child with a disability may stigmatise the family and be seen as retribution for past sins and even the sins of family ancestors. 

3.1 Support through family centred practice

Early intervention centres in Ontario Canada use a family-centred approach in services for children with disabilities. Their approach is collaborative and professionals work with parents (King, Kertoy, King, Rosenbaum, Hurley & Law 2000; Law, Hanna, King, Harley, King, Kertoy & Rosenbaum 2001). Family-centred practice in these services means that: 

· families should decide the level of involvement they wish in decision making for their child, 

· there should be acknowledgement that parents have ultimate responsibility for the care of their children,

· each family member should be treated with respect (as individuals), the needs of all family members should be considered, and the involvement of all family members should be encouraged.

Service providers in Ontario should thus support and enhance their partnership with families by:

· collaboration with families about assessment and treatment of children,

· listening to families and identifying their needs,

· provision of individualised services,

· encouraging participation by all family members

· clear ongoing communication with families and provision of information

· and by resolution of differences through negotiation.

Findings from an evaluation of these services provides useful information on parents views of the support they receive.  It was found that parent’s satisfaction was slightly higher with organisations with a more family-centred culture.  The family-centred approach was supported and endorsed by parents who felt that it was generally provided well. There was higher parent satisfaction when the child had fewer health and development problems and attended fewer service locations.  Parents considered that the following aspects of family centred practice were done well: respectful and supportive care for the child, specific information about the child, and a partnership which was enabling.  It was also found that the size of the organisation did not affect parent’s perception of services.  

Barriers to family centred practice in this study were found to be: time resources, human resources and financial resources.  But there were also barriers in the service system.  Service providers, particularly, but CEOs specifically, saw systemic barriers rather than personal barriers. 

Another study of 30 early intervention programs found that family-centred practice that used a joint focus on child and family were the most effective in achieving their goals (Hamner & Turner 1996).  Parents found that sometimes just one staff member (not in any specified position) in the program provided the information and support that they needed (Beckman, Hanson & Horn 2002).  Individual relationships are important to families and as they build trust and provide more access to the family’s frame of reference.  

3.2 Parent’s views of inclusion

Generally, there is more information available about parent’s views of inclusion than of family-centred practice.  However, because parent’s views of inclusion provide indirect information on the way in which parents receive support these will be examined.  Parents of children with disabilities believe the benefits of inclusion are exposure of their children to the ‘real’ world and opportunities for increased community acceptance (Erwin, Soodak, Winton & Turnbull 2001).  

The drawback of inclusion from the point of view of parents of children with disabilities is if they perceive that their children are not receiving adequate instructional support within the program.  The quality of programs is important or parents may fear for the safety of their children and they may at times have genuine concerns about some inclusive programs and prefer segregation (Bricker 1995).  Research has found that generally family members have positive feelings about inclusive settings, have identified some benefits for their children, but also have some fears and concerns about inclusive placements (Odom & Diamond 1998).  Parents of children with disabilities fear they may be rejected by peers and/or are concerned about the qualifications and qualities of staff.  Some prefer the perceived benefits of segregated programs (Odom & Diamond 1998).  

Research in the United States indicates that families that speak English have greater access to information and support services for children with disabilities and this also affects the placement of their children (Hanson et al 1998).  Parents with less access to information, or who are non-English speaking, and/or from lower socio-economic-status backgrounds were less likely to be placed in inclusive programs.  It is very likely that the same applies in Australia.

Research on parent’s views indicates that parents prefer informal communication and information and collaborative planning and usually want inclusion not just in the classroom but across all aspects of the child’s life in the community (Erwin, Soodak, Winton, & Turnbull 2001).   Parents want to be involved in their child’s education but do not want to be responsible for its success. 

Parents indicate that their participation is shaped by the service climate and the culture of the school and the willingness of staff to share information about child.  Mothers are concerned with how they are perceived as women and mothers.  Maintaining the balance between work and family, between the needs of the child with a disability and other children, and their own lives as women, is difficult for mothers.  Parents also want to know, not just about the child’s progress, but also about their day.  They do not want to have to fight to have their needs met.  Frequent communication and the opportunity for interactions were important, including unscheduled contacts.  Multiple methods of communication are needed to build trust and for positive relationships between staff and parents.

Families of all children, but particularly those of children with disabilities, want information about and preparation for the transition to school and worry about the possible loss of their known early childhood support network (Wolery 1998).  Parents want to be part of the planning for school and to meet with an identified primary school staff member with whom they can communicate about their child and learn about the supports available in the primary school system.  Melbourne mothers in the focus groups discussed earlier saw transition to school as a major issue (McLoughlin & Ochiltree).  They were uncertain about the resources and support that is available in the school system.

3.3 Parent support groups

A study of the perceived effects of parent support groups for the parents of children with special needs in reducing stress and improving parents’ ability to deal with disability issues aim to find the factors that made groups successful (Law, Stewart, King, King, Terry & Chiu 1996).  Nine parents support groups in Ontario were involved in the study.    Three quantitative measures were used with the parents 6 months apart, as well as face-to-face interviews and observations, to assess the effects of being in these groups.  The groups varied in their approaches but all included a focus on emotional support, information and advocacy and education to a greater or lesser extent.  

It was found that the effects of belonging to a parent-led parent support group were considerable.  Parents gained skills, increased their sense of power and belonging and felt supported in dealing with the day-to-day issues of raising a child with a special need.  Parents felt that they were accepted in the group and could express their feelings about living with their child.  They received support and learned to solve many of the problems with which they were confronted.  They no longer felt ‘alone’. 

It was also found that to be successful these parents support groups needed committed leadership, connections in the community with other agencies, other parent organisations and service providers in the community.  They also needed a source of funding as raising funds through voluntary efforts took a great deal of energy and time away for the primary focus of the group.  

Noticeboard, the newsletter of the Association for Children with a Disability provides direct personal evidence of the effectiveness of support groups for parents of children with disabilities (Edition 4 November 2002).  Barbara Alexander, who is involved in lobbying the Federal Government about better policies to assist families of children with disabilities as well as in many other activities, was involved in parent support groups 20 years ago.  She had two children with severe disabilities at the time and says that she never ceases to be amazed at what can be achieved when parents work together.  

3.4 Parents views of children’s social development and the support of friends

A study of mother’s perspectives on peer-related social development in their preschool children done outside of the services they used, indicated that mothers thought that social development was very important (Guralnick, Connor, Neville & Hammond 2002).  The group consisted of mothers of children with developmental delays, communication disorders, and typically developing children.  Mothers reported the socialisation strategies they used to promote children’s peer related social development and their efforts to arrange play with peers and the extent to which they monitored that play.  Mothers arranged play least often for children with developmental delays and communication disorders, but monitored play more extensively for children with delays.  Results indicated that mothers rated children’s social development as highly important, and offered internal rationales (traits, dispositions) for success or difficulties in achieving social tasks and endorsed moderate or low powered socialisation strategies. 

Mulderij (1997) found that physical mobility and communication play a part in the extent to which parents and other friends and family members take the initiative in finding and encouraging friends.  Children with mobility difficulties may need to be picked up to play and cannot be independent when visiting friends.  The parents of friends must be willing to take the responsibility for children who cannot do certain things.  Some children have behaviour problems or gross disfigurement which others find difficult to deal with.  Children who are potential friends also need to take some special qualities such as empathy, consideration, flexibility, helpfulness and compassion.  It was found that professionals are also important in encouraging social interaction. 

Mulderij (1997) also argues that in extending friendship networks that a number of issues may need to be addressed which are dependent on children’s disabilities and the attitudes of children without disabilities and of their parents.  For example, children with motor impairment need such things as wheelchair access and steps and stairs must also be taken into account as well as transport to and fro.  

4.  Capacity building strategies

This section examines capacity building strategies that could be applied to building the capacity of staff in early intervention services about the framework for engaging with families about the social implications of having a child with a disability.  Capacity building on this topic can take place at a number of different levels:  (i) At the level of pre-service training; (ii) in practice: through staff development and in-service training opportunities; (iii) through collaboration with other professionals and stakeholders; (iv) through professional supervision and individual mentoring which may occur spontaneously or which may be formally introduced through services and organisations: (v) through community capacity building. 

Guralnick (2001:179) argues that there is a need for staff development to respond to the paradigm shift ‘… from a segregated stimulation or remediation model to one that promotes competence and supports full inclusion and participation in the community’.  This shift has resulted in changes for all professionals involved in early childhood services including early intervention.  However, this is not the only change facing staff as the adoption of family-centred practice (discussed earlier) means that they must learn to respond to the needs and priorities of families, to identify family supports, and to view parents as partners in all aspects of early intervention.  The unification of the fields of early childhood education and early childhood special education is another change which has influenced practice and professional roles.  Professional development must also respond to the need for high quality programs to ensure positive outcomes.

Erwin et al (2001) provide the following agenda for strengthening the professional-parent partnership and to provide a systematic approach to change and which has direct relevance to capacity building:

· Top-down and bottom-up approaches are needed
· Key stakeholders need opportunities and support for building a shared knowledge and values base
· Families are an integral part of the stakeholder group and must be supported in their participation in critiquing programs and building a change agenda
· New ideas must build on existing structures
· Stakeholders must examine the discrepancy between what is and what is desired
· Action plans that involve small, manageable steps must be generated
· Ongoing support, follow-up, and reflection are needed.  Learning communities must take responsibility for continuous improvement as a part of their daily practices.  
· Evaluation needs to be part of every step; strategies are needed for recognising and celebrating successes and learning from mistakes are needed. 
4.1 Pre-service training

The most difficult level to address in terms of capacity building is that of the pre-service training which in the case of many professionals, both clinical and teaching, does not prepare them for a family-centred or inclusive approach to their work.  Rather it trains professionals to be skilled in their work with children, in one capacity or another, with little knowledge of families or their relationship with the social context.  To change the courses and orientation at tertiary training level is a slow process of education as individual lecturers make small changes to existing courses.  Departmental reviews of existing courses are few and far in between but opportunities to provide input when they occur should be seized. 

Strategies to achieve change to a broader focus on the family and community at pre-service level could include: 

1. An approach Heads of Department in key departments of universities and/or TAFE colleges to discuss the importance in terms of practice.

2. Offer to speak at seminars and information sessions in the tertiary sector on key issues in inclusion, family centred practice and the social implications of having a child with a disability.  Send invitations (and follow up by telephone) for appropriate academics to attend in-service training at regional level or staff development sessions for smaller groups of professionals.  This could be useful in extending academics knowledge of current practice issues such as those mentioned above.   

4.2 Staff development 

The first stage of staff development in any service is the induction of new staff members into the culture, customs and expectations of the organisation.  If possible there should be some written material available showing policies and any other relevant information in addition to a face-to-face information session and tour. 

Individual services which are inclusive and use family centred practices (as discussed earlier) should have their own written set of principles and practices in regard to families, children and links with the community.  Services need to decide exactly how they should strengthen families, help them to focus on their needs and encourage community links at appropriate times.   This may involve a community mapping exercise to find sources of appropriate support for families such as financial counselling, marriage guidance, counselling and /or support for siblings and so on, so that staff can refer parents appropriately when family issues arise and information pamphlets can be made available.  Specific staff could be allocated a task of finding this information. 

There is also a need to clarify the roles of the professional’s vis-à-vis parents.  Table 1, in the earlier section can be used as the basis for this role clarification if it hasn’t already been done.  Clarification of roles and clear limits on professional roles can help prevent role confusion, over involvement with families and ‘burn out’. 

4.3 Training materials

St Luke’s Innovative Resources produces a variety of kit materials which can be used with parents to assist them to identify both their strengths and their needs.  These kits could be used as a stepping stone to discussing the social implications of having a child with a disability.  Such materials include Strength Cards, and Strengths in Teams which ‘…combine simple, positive, affirming concepts with light-hearted graphics to create a versatile tool that reinforces the important principle that we all have strengths’.  Strengths are the best resources to call upon for overcoming problems and difficulties.  The concepts included are such things as ‘trust’ ‘unity’ ‘vision’ and ‘loyalty’.  Strength cards can be used in many ways with individuals, groups or organisations (Innovative Resources Catalogue 2003; $46.75 per set; Strength In Teams $57.20 per set). 

Another such device is the kit Views From the Verandah.  This kit of 76 colourful and humourous cards ‘…are designed to develop insight into and build conversations around: 

· The things we value most

· Our pictures of  the future

· The dreams that enchant us

· Finding solutions to issues in our lives

· Setting goals for ourselves

· Identifying strategies to meet these goals’ (Innovative Resources Catalogue 2003; $49.50 per set)

These kits can be used with professionals as a group and also with parents.   St Luke’s has many other materials and a great deal of experience in training people working in a variety of family support roles to take a strengths based and encouraging approach with parents and children.  

4.4 Collaboration between professionals and stakeholders

Communities of Practice is another approach to professional development (Buysse et al 2001).  Communities of practice can be created to in order to improve practice and as a mode of professional development these can include stakeholders from a range of perspectives in order to overcome the isolation of the fields of teaching and early intervention.  Parents, university staff, policy makers, administrators, and researchers as well as service providers can be included.  These communities could take many forms including using the internet for communication and discussion.  Parents could present their experiences with inclusion and family centred practice in many settings including during the tertiary education of professionals.  The goal of such programs would be to encourage members of the community to be interactive, to share new knowledge and products, and to develop practices which are family-centred, culturally sensitive, and developmentally appropriate.  

Collaboration may occur formally when organisations get together to share training or to think about different ways of working together for the good of parents and children with disabilities.  Professionals may begin by sharing information and/or by establishing routines for collaborating when all are working with same children and families.

But collaboration may also occur as a result of contacts made informally through networking.  Networking can occur at any time staff meet with staff from other organisations.  Staff may be from similar organisations or from a range of community organisations unrelated to services for children with disabilities.  These contacts can be very useful in increasing the capacity of professionals to engage with parents about the social implications of having a child with disabilities as well as for other issues. 

Opportunities to meet can also be achieved through inviting a staff member of an organisation, which may be relevant to parent’s needs, to visit the centre for a ‘brown bag’ lunch.  This staff member, whether from Relationships Victoria, financial counselling services for low income families, ethnic associations, leisure and recreation services or whatever, can talk about the services they provide and learn from early intervention staff and the needs of children with disabilities and their families.   Such an approach can increase the knowledge of both the visitor and the staff.  It can also lead to increased community awareness. 

There are many training models which could be modified and used for increasing staff capacity for engaging with families about the social implications of having a child with a disability and which create a Community of Practice as part of the approach.  For example, Bruder (1998) describes a training model (below) to increase the capacity of childcare providers to include young children with disabilities which could be adapted for the purposes discussed above.  The model involves staff from different forms of child care training together.  

Child care providers in Connecticut including family day care, group home care and centre based care took part.  Up to half had had no caring experience of children with special needs.  Most were willing to receive training on care of children with disabilities.  

The training model focused on community capacity building through the use of 6 regional child care training teams.  These teams included a parent, a child care provider who had successfully included children in the program, and a special education teacher.  Team members were selected and all attended a 5 day training session which was based on train the trainer principles. Trainers aimed to build collaborative relationships for enhanced child care for all children including children disabilities.
The training model was based on a philosophy of: family centred practice, trans-disciplinary team process delivery, and developmentally appropriate curriculum for children with disabilities. 
4.5 Mentoring and supervision

Inclusive programs and family centred practice have changed the roles of both early childhood educators and specialists to become involved with staff from different disciplines as well as with parents.  Buysse et al (2001:183) discuss the need to re-define professional roles as a result of these changes.  ‘Effective professional development models prepare individuals with both the knowledge and the skills needed to do their jobs and an understanding of roles as a framework within which to reference their actions to the field as a whole’.  Staff roles include: family professional partner, intervention provider, systems innovator, and skills and knowledge builder. 

With these changing roles staff need some form of professional supervision or debriefing (Buysse et al 2001).  It is crucial that this issue is addressed and written into service policy so that ‘burn out’ and over involvement with parents is avoided.  Supervision on both a group and individual basis is used by other helping professions to make sure that professionals are not too caught up with clients and also so that any difficulties encountered can be discussed (Buysse et al 2001).  Supervision provides support as well as debriefing after difficult engagements.  The limit of this approach is the expense and the time involved especially if it is one-to-one professional supervision.  However there are alternative approaches such regular group supervision discussions or a mentoring system where more experienced staff could work with colleagues that provide opportunities to reflect on all aspects of work with families and children.  Such an approach helps professionals to expand self knowledge.

4.6 Community capacity building

Community capacity building can be encouraged by staff in services both through encouraging parents, where appropriate, and through spreading the word in other organisations, as described above, as well as through personal contacts.  There are some programs which directly aim to build capacity in the community so that children with disabilities can be involved in community activities.  Such programs can be undertaken outside services to children and their families although there may be support in principle.  Professionals may encourage parents to become involved in such a project if they are interested and have the time and energy for such an undertaking. 

For example, The Building Family Resources project aimed to bring about full community participation by children with disabilities – inclusion in such things as swimming lessons, drop off child care programs at local churches, library story times and soccer teams (Umstead, Boyd & Dunst 1995).  Such community involvement allows families to build relationships that do not focus on their child’s difference.  Parents also talk about the benefits of giving other community members a chance to get to know their child and family.  

The project was not just aimed at children in the pre-school years but older children as well.  The project worked in two different towns.  The first was a small industrial town which had experienced economic difficulties and the second a developing suburban area on the outskirts of a major metropolitan area.  The goals of the project were to identify available programs and activities in the community, to enhance the capacity of these programs to involve all community members and to foster enjoyable family participation.

The first step in building community resources was to map community assets.  Resources then were found, sometimes from philanthropic organisations, to purchase equipment if it was needed.  Providing information on programs was essential.  ‘Key’ players were important to successful participation in any particular activity and success depended largely on the attitude of the person having the most direct access to the child with the disability.

The team helped families explore involvement in community activities.  Some families just needed contact numbers but others needed to brainstorm for strategies to increase their child’s participation.  In these cases an informal community team was mobilised to bring the family and community members together to work out strategies for successful involvement.  The project stressed the similarities of children with and without disabilities and emphasised shared experiences.  The disability was not ignored rather supports were put in place to minimise the effects so all the community could enjoy the benefits of shared experiences.  

There are factors which can facilitate participation in the community by the families of children with disabilities and other factors which act as barriers to community inclusion (Beckman, Barnwell, Horn, Hanson, Gutierrez & Lieber 1998).  The facilitating factors include: the family’s sense of community and social contacts, interconnections with other families and children in the same situation, if the child has some appealing characteristics, family strategies which enhance their children’s involvement with peers, and environmental adaptations to facilitate participation.  

Barriers to community inclusion are: neighbourhood decline and instability including lack of safety (crime, drugs etc), negative peer influences eg aggression, limited resources including financial resources, limited information about availability of activities, lack of transport, family work schedules, and negative attitudes in the community. 

4.7 Capacity building issues

Capacity building is not always straightforward.  Planning and management of capacity building involves time and sometimes money.  A discussion of capacity building in NSW, concerned with health promotion, provides information on issues that can be useful to other services and programs (Hawe, King, Noort, Jordens, & Lloyd 2000).  Capacity building in this case was defined as: ‘(I) building infrastructure to deliver programs, (2) building partnerships and organisational environments so that the programs are sustained and (3) building problem-solving capacity.  The last element was seen as crucial so professionals can respond appropriately to new problems and unfamiliar contexts.  Capacity building thus applies not only to the commitment by workers in engaging the interest of colleagues, but also the building of skills and partnerships with other services that increase knowledge and sustain the particular objectives of program. The authors of this NSW report point out that there is a dilemma in capacity building because, despite the fact that it can increase positive outcomes for programs when done well, the actual work often goes unrecognized in terms of accountability and funding. Capacity building must be built into the forward planning of services and with costs estimated and taken into account. 
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