In this article Sharon Bourke shares how to build strategies and strengths to assist us to move forward with a strong, purposeful vision for the future lives of people with disabilities. Sharon currently works on the Pave the Way Project, which is exploring ways in which families can be supported in their efforts to safeguard the future for their family member with a disability.  Sharon believes her real learning comes from sharing her life’s journey with her children, two of whom were born with significant disabilities. Their gifts and the challenges continue to be an inspiration for her. 
Resilience: Taking the Long Way Home

Resilience is born from the journey itself. For many families and people who have disabilities, life can sometimes appear to be a struggle. Yet, most people learn to resist, grow strength, learn to endure and emerge strengthened by working hard for an ‘ordinary life’.  Resilience is the ability to weather the struggles of the journey and keep on ’keeping on. We do this because, in our hearts, we believe there is no lesser option.

While resilience is often invisible, I also believe that resilience is a fundamental part of the human condition.  When I consider the people with whom I share my life and others who have offered me the privilege to be a part of their lives, I have observed that resilience sometimes seems to be like buying the ticket to ride the roller-coaster and just hanging on.

Resilience is best recognised when looking back. As is the case with most of the important things in life - friendships, love, pain, joy - it is not during, but after, on reflection that we can find the essence of what it was all about. True wisdom is learning to take time during the experience to reflect so as to be able to alter the experience by deliberate actions.

Friends and strong relationships

When we choose to be around like-minded people with whom we do not have to explain what is in their hearts, our capacity and energy are increased and our resolve is strengthened. Families throughout the state are working quietly in their own communities building good and decent lives for themselves including those members who have a disability.  Families have to work harder in the current climate, and seldom get the opportunity to stop and reflect.  Yet, at the Inspirit Mamre Family Conference in September 2005, when families gathered together in Brisbane, we saw families stepping up to challenges, using initiative and creativity to find solutions and demonstrating hidden reserves of power, energy and wisdom. Parents will trust in the opinions and actions of other parents. Isolation may be broken down when people come together and develop respectful relationships and share strategies that work for them. At this conference resilience was demonstrated in many different ways. 

Recognising the gifts
Magic happens when families are given an opportunity to focus on our sons and daughters and really see their gifts, talents and courage. Families speak about the thankfulness they feel because of the changes that their sons and daughters have forged in their lives and in their community and their world.  Many of us have been sold a myth that our sons’ and daughters’ disabilities define who they are. This myth is perpetuated by departments and funding arrangement where we are asked to focus only on those aspects of people that are deemed to be deficient in order to receive the elusive funding package. Families know in their hearts the value of these gifts. It is these gifts that feed our capacity, our resilience.

Having purpose

It is important to remember to be true to yourself and your children. Families can and do grow stronger, more resilient, when they are confident in their own actions on behalf of their sons or daughters. Families do have the wisdom about what a meaningful life is.  It might be timely to remember that we are human beings not human ‘doings’. Our worth is determined by who we are not by what we can achieve. We can build communities where seeing and understanding that ’being’ is more than enough.

Knowing

Resilience is about resisting those who would confuse us with notions of separateness, deficiency and exceptions to human realities. Families need to be steadfast in ’knowing’ what are the true questions, what is important and in what and who to place their trust.  Life often involves striving to ask the right questions and building the trust of chosen others in our life to support our knowing: questions such as: How will this action bring about a better life? Would I like to be treated in this way? Who else has some responsibility here? If I believe this person has equal worth to me, why would I consider a lesser option?

Fun & Celebration

Families I have known who are strong and who survive and continue to strive really know how to have fun despite times of extreme hardship or heartache. Sometimes, ’being here still’ is the only real win of the day. But for many of us, we know and understand this is a substantial win.

Keeping a sense of humour, recognising the absurd in the everyday, and being able to laugh together often helps people to endure.  The practice of reflection allows us to see the wins and to celebrate with others. It is contagious. Celebration is a tonic to our spirit and creates energy to continue.

Kindness

Individual acts of kindness do make a difference. Like celebration, kindness grows. When we focus on the kindness of others or practice it ourselves, it grows in our community.

Hope

Resilience is not seated in despair, anger and frustration. It is not achieved by focusing exclusively on the past, on sins or indiscretions, hardships and pain, although it would be foolish to ignore the existence of such things. History has taught us that restructure and reform do not automatically bring struggle to an end or lead to better lives. Superficial changes of titles and letterheads, glossy brochures and community consultations will not guarantee better lives for people with disabilities and their families and sitting back and waiting for change achieves little. Resilience is framed by optimism and action. Resilience is nurtured by hope. I have seen reason to hope. When families gather and where people bring their gifts to the community, different opinions, cultures, skills and different ways of ’being’, we grow stronger.   Families continue to bring courage, energy and wisdom into the lives of their sons and daughters.  In turn, those sons and daughters are growing strong and contributing their gifts to the community. It is easy to hope for a stronger community when I look in the faces of people and see a trust and belief in goodness and see such resilience of thought and actions.    

