Libby Ellis lives in Sydney with her husband, Sebastian. She currently works in the advocacy unit of The Cancer Council of NSW and has also worked for disability advocacy and environmental organisations. In this article, Libby considers how her own personal resilience has assisted her not only to take an active and strong role within her own family’s commitment to achieving a good life for her brother, but also strengthened her engagement to broader social movements and activism.

Some Thoughts on Personal Engagement, Resilience and Social Movements

Optimism is not in believing that

things will turn out well, objectively,

But in believing that one can face things,

subjectively, however they turn out.

Optimism is not in feeling good,

But in feeling that good has a chance to survive.

Optimism flows not from defeats

and bitterness or victories and joys of the past,

But in being here now, knowing that

the past has strengthened you...

Burton Blatt: In Search of the Promised Land: The Collected Papers of Burton Blatt. 1999.

I wonder sometimes what keeps me going, right now especially, because I am not doing so well. I once had a lot of energy with which to face and I believed at the time, to change things; perhaps even to change the world. During my initial post-school years I had many hard times; organising protests, feeling frustrated that no-one seemed to care; I have even been arrested and faced the criminal justice system. It was only when my family began our efforts to assist my brother to come back to us and to move into his own home, that I discovered real struggle. I term this 'soul hardship'. This hardship has come about because many of our 'helping systems', our cultural discourses, our social and political institutions work against people with disabilities really pursuing the good life.  We live in a disabling world that insists it is about 'enabling people'. This conceit is the first part of the struggle and its impacts have been deeply wounding.

At times it has been very difficult not to wither, become bitter or angry or feel overwhelming sorrow. Sometimes I have begun to plumb the depths of those feelings which can turn some individuals, groups and communities towards violence.  

When I feel these tensions of 'soul hardship', I also know that to survive I must counter the hardship with something and in my soul lies hope. How could I justify vanquishing hope when all that will remain is hardship? I know my family must continue in our struggle and I never underestimate the power of hope; for me it is absolutely based in lived experiences.

My first mentor and inspiration, my mother, laid a strong foundation for critical thought. I learnt from her that in the world beyond my immediate experience, many people could not share the ordinary and everyday. Later at school, I was outraged when I learnt that twenty percent of the world's population owned eighty percent of the wealth. My Dad too had a role to play, especially his interest in his garden and the natural world. I went to my first protest march about saving and protecting Kakadu National Park with my Dad. 

My mother especially spurred indignation in me, but she also tapped a curiosity about the world beyond my peers and in turn, doubt about the way things were. 

Social movements have been very good at generating indignation among some of the population some of the time and using this indignation to spark and even, create important change.  I think they could create a stronger connection with the wider community if they also tapped into people's curiosity. I alienated rather than connected with the wider population in my younger years, and it was easy to say that this was because no-one cared. However, I now believe that it is much more powerful to assume that the vast majority of people do care and that everyone wants to be of use and to have meaning in their lives. These are the in-roads to people's curiosity, along which social movements must journey in order to create commitment to their cause. 

I feel I have grown up in a period of war. In the words of one great artist, Gil Scott Heron; peace is not the absence of war, it is the absence of the rule of war, the threats of war and the preparation for war. I remember leaving school petrified on the day the U.S.A. bombed Libya; how would I get to my family if war started? Then I thought of my brother, Matthew, who could not run; where was he, who was with him, how would he get to be with us in a time of crisis? At this time and for so many years, Matthew had lived apart from us in a hostel and then in a series of group homes.

This sense of Matthew's 'heightened' vulnerability (heightened, because as humans we are all vulnerable) has remained with me since. I have discovered that he is less vulnerable when with people who love and care about him and who look out for him. Paradoxically, this kind of safety gives him opportunities to take risks and discover more about himself.

I have seen enough good come about in my brother's life over the last several years to know that the path he is on, even though it is the hardest path is the right path. He is safer now. He has been invited to live with others and share their lives. He has beautiful letters from friends and support workers in his treasure chest. His warm, understanding responses to his friends and family humble us about the limits to our knowledge. He looks in the mirror now and smiles at who he sees reflected there. 

Recently, I saw a young man speak at a conference using facilitated communication. This was only a recent discovery for him and his family and he had much to say. This moved and inspired me once again; this young man demonstrated that human beings, all of us, are ever-changing. We have to keep identifying those keys that enable people and that unfold identity. Otherwise we either stagnate or  weaken our capacity for resilience in the struggles or journeys we are on. These many and varied – even amongst some terrible times – moments of pure joy are what keep me fighting for change. 

I once thought that revolution and revolt on a grand scale was the way to change the dynamics of power. Now I see that significant change begins in these smaller-scale revolutions, which can change dynamics of power. When we include people with disabilities it implicitly changes the definitions of things that we value highly – beauty, competence, intelligence, productivity, independence, to name a few. These smaller scale revolutions have led to discoveries about myself and have led me to reflect that this might be an important key to understanding what blocks others from making change. 

I keep fighting, because as another mentor of mine once said, to do otherwise would be a cop-out, a disservice to all those people through history who persevered through extraordinary odds. To stop is not the rational option; it's the irrational option - what would happen if everyone stopped? Perhaps women would still not have the vote, we might not be able to access free healthcare or to have our employment rights and responsibilities upheld in law. These are liberties that were not always there and they were not just handed out to people. Somebody fought for these liberties and people continue to fight for them. No, to despair or succumb to feelings of hopelessness is ultimately to lose myself. 

These sorts of experiences have provided the personal and global discoveries that re-energise me and help keep me going.  I am fortunate to have my family with whom these hardships can be faced and to have met and married a man, who deeply understands these challenges and how it feels to be at the edge of an abyss sometimes. None of these struggles could have been borne if it was just me. This is the power of collective action.

