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Introduction:

Thank you for the opportunity to contribute to this conference on Resilience. 
My name is Dr Jane Tracy and I am Educational Director at the Centre for Developmental Disability Health Victoria (CDDHV). Ours is an academic Centre within the Faculty of Medicine, Nursing and Health Sciences, Monash University and funded by the Victorian Dept of Human Services. Our mission is to improve the health of, and healthcare for, adults with intellectual and related developmental disabilities through building and enhancing the capacity of the generic health system to better meet the needs of people with a disability in our community. 

The CDDHV places a particular emphasis on:

· Professional development, resources and support for medical practitioners 

· Undergraduate and postgraduate education of medical students in Developmental Disability Medicine.

· Education of students and practitioners in allied healthcare disciplines in issues related to the health of people with developmental disabilities. 

· Developing knowledge and resources in relation to the health and healthcare of people with a developmental disability.
*****
My particular interest in resilience grew out of my personal experience. I have two children, Nick aged 21 and Emma, aged 17, and two stepsons aged 18 and 20. Nick is a social, impulsive and energetic young man who has an intellectual disability, cerebral palsy and epilepsy. He does not have speech and communicates through gestures, signs and visual/pictorial/pictographic cues. Emma, as I lovingly tell her, has the challenging behaviour considered normal for 17 year old girls! 

My appreciation of the fundamental importance of resilience began about 3 years ago when my son, stepson and their friends left school to join the adult world of further education and employment. I therefore had intimate contact with many 18 year old young people – some diagnosed with disabilities and others not – and each with their own very different combination of personality, abilities and opportunities. 
Some, it was clear, had an energetic, positive, engagement with life. They had strong relationships, a clear sense of who they were and what they enjoyed doing. They had an ability to bounce back from setbacks – and a confidence in themselves and their support network that lead them to feel they could and would handle life challenges.
Others were more brittle. Some were withdrawn, quiet and difficult to engage, while others were angry and seemed focused on defending themselves against new experiences. They were often reluctant to admit when didn’t know or were unsure of what to do, or how to behave and so armoured themselves against new learning. Some found a refuge in the fantasy world of computer games, thus further separating themselves from real life.
What has happened to these young people over subsequent years has reinforced the importance of resilience at this time of transition. The first group may or may not have got into the University /TAFE courses/disability day programs they or their families wanted, but they met each challenge, whether initially seeming ‘good’ or ‘bad’, with energy and optimism and were enriched by the experience. They have continued to grow and develop in their abilities, their confidence and their relationships. The second group has not done so well. Some joined the workforce, often part time. Others went to Uni or TAFE but had a staccato course of starting and stopping various courses of study. Many of these young people are still angry, and seem to blame others for what has happened in their life. Some have continued to spend, what is to me, an inordinate amount of time on computer games, which, in my view, has further stunted their emotional development.
This has lead me to wonder why some of these young people had an inner strength, an ability to cope with and learn from adversity – a resilience, while others seemed fragile and vulnerable and at very much greater risk of mental and physical health problems. The resilience of these young people – or lack of it - was clearly a very important factor in how they coped with challenges and adversity in their lives. I certainly could see it had very little indeed to do with disability. My son and a number of his friends were amongst the most resilient of the bunch!! 

As professionals, what we do with and for people with disabilities of all ages can either support or undermine the development and preservation of resilience – and it seems extremely important to consider this as we design our programs and interventions.

I began to explore the literature, looking for a way to understand the development of resilience in us all. I was searching for a conceptual framework that was practical and relevant in its application to people with intellectual and related disabilities. When I came across the work of doctors Steven and Sybil Wolin I could see that the developmental framework they had constructed was particularly helpful in this regard.
The Wolins have established a US based agency, ‘Project Resilience’, through which they focus on youth and adults at risk: see www.projectresilience.com (accessed 29 Aug 2006). They have researched, taught and published about building resilience in this group and have formulated a developmental model: The Child, Adolescent and Adult Phases of the Resiliencies. 
They identify 7 aspects to resilience –Independence, Relationships, Initiative, Creativity, Humour, Insight and Morality.  Each has developmentally appropriate tasks and goals for the child, adolescent and adult. The developmental focus of this model makes it particularly valuable when considering the development of resilience in people with developmental disabilities.
Let’s consider each in turn:

1. Independence: 
Children develop independence as they wander away from parents, gradually developing a sense of their own capacity to handle situations on their ‘own’ – at first only a few feet from the parents, and then further and further away. In adolescence the young person learns to separate themselves from situations and to stand up for themselves. By adulthood the individual has a sense of control in their own life situation and makes choices about friends, partners, employment, transport, accommodation, and consequently creates and follows their independent life course.
For many people with disabilities these steps towards independence may be difficult or impossible. We must therefore energetically explore ways to maximize a sense of growing autonomy and control by providing every opportunity for each person to make choices and to influence their life experience and the direction their life takes.

People with disabilities need opportunities for physical independence (e.g. early provision of a means of independent mobility), independence in communication (e.g. speech, AAC - sign, communication book/device, communication dictionary) and in independent entertainment (using technology +/- switches for music, video, DVD use etc). In a sense, the focus of interventions on maximizing independence is nothing new – of course therapy aims at independence – but seeing it in the context of developing resilience gives it added significance.
Let me use my son Nick as an example here. Nick does not have speech, and communicates by using AAC. His methods include signing, vocalising, hand and eye pointing and using visual cues. One of the most useful communication strategies we have found for him has been a large fabric covered notice board in his room on which he has sheets of laminated photo collages and text about important people and activities in his life and things he has done/seen or would like to do/see. These visual cues provide him with a way of independently setting a communication topic/ask a question/share a memory or anticipation of an upcoming event. 
2. Relationships

Relationships are of course the core of life to us all. The child progressively learns to engage others – at first through fleeting contact and gradually through more sustained engagement. Through these experiences the child learns about the pleasure inherent in positive interactions and trusting, rewarding relationships. The adolescent learns to identify and seek out supportive, helpful, enabling relationships and to ask for help from the appropriate people. In adulthood, the individual can participate in and contribute to mutually gratifying relationships characterized by a reciprocity of give and take.

People with disabilities may have a limited social network, and many of their relationships may be mediated through others. We must try to take ourselves out of the mediating role and endeavour to support direct relationships between people with disabilities and their family, friends and community. Optimising independent communication is vital to this and energetic efforts may need to be made to sort out communication systems that work for both the person and those with whom they will want to share their thoughts and lives.
Nick has grown up in the rough and tumble of family life, with his sister, stepbrothers and male cousins. He went to mainstream school and had many resultant locally based friendships. Over the years we worked on his speech, he used signing, had communication books, boards and electronic devices. We made a communication dictionary – and gave copies to his integration aides, teachers and members of his family. Recently the most effective and convenient communication system for him is based on the laminated photos/photo collages that provide a way of talking with anyone he chooses. Each photo collage has text as well, so his communication partner can read it and know what Nick is talking about. For Nick this has been more effective than a communication book (too slow) and signing (others don’t understand).
Nick now has a girlfriend, Angie, with whom he shares his photos. When they do something together I take some photos/download  pictures off the web– and make a collage of pictures and text for each of them. I laminate the sheet to enable it to withstand vigorous use. Recently they went on a date to see Mission Impossible 3 – he used his photo collage to tell everyone at home and his day program about it for weeks – and looked at it in bed at night –obviously remembering the exciting day.
3. Initiative

A child’s initiative develops through exploring the world, learning by trial and error and later problem solving. In adulthood this leads to a confidence and willingness to tackle challenging situations.

So often we, as parents, protect our sons and daughters with disabilities. Support workers too struggle to find the fine line between supporting choice and autonomy, and keeping people safe. It’s not easy. We must strive, however, to encourage people with disabilities to have ideas, to try them out, to learn through their own experience (when safe). Only through doing so can they learn both about the world and something of their own capacity and limits, and know the satisfaction of achieving something previously thought impossible.

Taking an initiative in communication is an important part of feeling one is making a contribution and able to influence those around. Again Nick’s photos provide him with a way of taking the initiative in communication: it’s hard to ignore a photo pushed into one’s face!
4. & 5. Creativity and humour

Creativity and humour are closely linked. Both are developed through play and exploration of new ideas and the ways in which new ideas can be mixed and produce new directions of thought. The ability to express oneself creatively and to see the humour in situations is an important coping strategy for many of us - and an important source of resilience.

Life is tough at times – we all know that! A strategy many of us use to cope with troubled or painful times is to look for the humour and absurdity in situations. People with disabilities may also use humour as a way of releasing tension, coping with pain – or just enjoying life more.

Nick has a wonderful sense of the absurd and greatly enjoys the jokes – and mistakes - of others as well as his own. Although he cannot speak, he loves exploring situations through words – he laughs when, for instance, we play with the idea of someone he knows dressed in funny clothes, or discuss absurd options for dinner or activities. He loves slapstick humour and has a great sense of the absurd. He enjoys the joke just as much on the 100th telling as the first. This can be a little trying for his family at times – but in many ways it is an enviable ability. His enjoyment of a situation goes on and on – and we get great value out of videos we buy! In a similar way, because our video machine is in the family room, for the sake of other family members we’ve often had to ask him to use headphones when watching the same 30 second funny bit of video …over and over and over and over again!
6 & 7: Insight and morality
And finally insight and morality. Whether verbal or not, both children and adults with disabilities need to be included in conversations about right and wrong, good and bad, so they too have the opportunity to develop a sense of the principles that underlie our choices and consequences that flow from them. They need to hear different perspectives and opportunities to understand and feel compassion for others. They need the opportunity develop an understanding of the importance of both being cared for and caring for others - at a level that makes sense to them. In these ways they can develop a sense of what is right and just in their own lives and the lives of others – and an ability to understand and tolerate a level of ambiguity and complexity in life. 

And finally, good health.
A final component, not present in the Wolin model, but important to us all: good health. 

Feeling unwell or in pain undermines our ability to learn through our experiences, cope with adversity and enjoy life. Focusing on the individual characteristics that build resilience must complement, not distract from, good healthcare.

Beyond the individual:

Individuals don’t live in isolation – we live in social environments. To provide the best opportunities for building resilience and capacity we need to look at the systems in which we are embedded – the family and the community. We, as individuals, exist within families which in turn exist within communities. The capacity and functioning of the individual and family depend on a complex interplay between ourselves and our environment. Relationships, behaviours and decisions made at each level influence the others. We need also, therefore, to focus on the concept of family and community resilience.

· The family

Throughout childhood families of children with disabilities express their need for:
· Information (about the child and disability, and services)

· Practical assistance (respite and money)

· Support (family and friends, professional, support groups)

· Hope and optimism about the future. (realistic)
In adolescence the reduced ability of the young person with a disability to be independent may become starkly apparent to both the young person and the family. Those life transitions and celebrations marking the end of childhood and the beginning of adult life, so important for the sense of progress and achievement and independence for a young person, can have a hollow ring. 
Parents may have experienced years of struggling to understand the implications of the disability for their child, and to find the best ways of providing the opportunities he or she needs for optimal learning, independence and participation. Eventually parents feel exhausted and daunted by the ongoing nature of their child’s need for assistance, support and advocacy. In the worst scenario, ageing parents struggle to cope until one or both become too ill or frail and a crisis situation arises. This can result in the son/daughter making several moves from one short term crisis accommodation service to another, until a  (?suitable) permanent bed is found. This can be a tragedy for all concerned. The individual with a disability will be distressed, both at losing their parents and the security of their home. This can result in ‘challenging’ behaviour. Medical practitioners may then be asked to medicate an individual – for a problem that is social, not medical.
A part of supporting families is supporting the evolution of the normal family lifecycle.

In most families, children are born, become increasingly independent and eventually leave home as young adults, enabling their ageing parents to contribute to their family and communities in ways more commensurate with their age, health status and physical ability. 

Many adults with disabilities will never be able to follow this path, and will always need support in various ways. This, however, does not mean the family cannot move through these stages of the cycle – and in fact doing so has many benefits for all concerned.

In a better (utopian?) world there would be an opportunity for a young adult with disability to move out of the parental home at a developmentally appropriate time – perhaps between 25 and 35. This could be something the whole family planned for and anticipated. Support would be given to the young person to become as independent as possible in activities – with the involvement of recreational and respite services. Parents would be able to work towards handing over day to day care for their son or daughter while anticipating their ongoing role in his/her life. They could be actively involved in the move, helping staff to know the likes and dislikes of their son/daughter, and contributing (if desired) to the furnishing of the new bedroom. In this way the move out of the parental home occurs in a way more aligned with the experience of young people without disabilities and their families, and parents have the opportunity to experience the next phase of their lives in ways similar to their own age peers.
6. Conclusion

As parents and professionals we need to focus on and understand the disabilities individuals experience in order to build their physical strength, abilities and health. But to build their sense of wellbeing and mental health we need also to focus on enhancing their resilience and capacity.

The individuals with whom we work all have strengths and abilities and special ways in which they can contribute to those around them. We can support them through the developmental phases important in building their resiliencies in order that they can better cope with adversity in their lives and participate in and contribute to the communities in which they live. 

Likewise, families need to look at ways of learning from and supporting each other and of guiding their communities to better support them. The family needs good health, information, support, practical assistance and hope – for their child’s life and their own. 

And communities can optimize the mental health, participation and contribution of the families and individuals within by supporting them through structures and services, legislation and advocacy, practical assistance and understanding and valuing the richness diversity brings to community. We need, as a community, to keep exploring ways to open the doors of community services and activities to support the inclusion and participation of people with disabilities so they and their families know they are a valued part of the community in which they live.
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