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Parents, and alliance for change.

Stories of parenthood.

In the circles of professionals who work with people with disabilities different kinds of story are common, about the parents of disabled people. One is the story of ‘parent as problem’ - not accepting their child’s disability, grieving the loss of a perfect child, overprotective, over-demanding. Another, only a little less commonly told, is the myth of the super-parent - mystically ‘knowing’ what is right for their son or daughter, creator of unique solutions, tireless champion, wonderful human being, teacher, inspiration. Lynne Elwell tells of seeing on her daughter’s medical notes – “Mother communicates by telepathy”!

The path of differentness

Most of these parents did not chose to be so - like everyone else they happened on parenthood, with all the same mixture of inexperience, folk-wisdom and prejudice that most citizens have, about the nature and consequences of disability. They are citizens like any other and they learn from the culture we share. Their lives will have been different from those of other families and other parents, mainly because of the part played in them by disability professionals. The path of differentness is embarked on early - the search for a diagnosis and the acceptance  of special and different solutions that begin to include childcare and schooling - special groups and special classes, special schools and a growing separation between the life of their disabled child and the lives of other children; between their life as a family and the lives of other families.  It is not surprising if some families chose to resist in whatever way they know, this inexorable path to differentness. It is not surprising if some are seen as ‘difficult’ - a problem, a source of resistance - by disability professionals, for they are struggling to retain control in that area every other parent expects as a right - to shape their family life and give their children a good start in the best way they know how.

Parents get organised

We have come a long way since the late 1940’s when Judy Fryd wrote to a newspaper asking if other parents of ‘backward children’ might meet with her, and perhaps form an association. The paper refused to “draw attention to her family’s shame” by publishing the letter. Later through the pages of Nursery World she formed the ‘National Association of Parents of Backward Children’, which in time became the MENCAP we all know.  The movement of parents and families of disabled people has played a powerful part in the development of the services provided.

In the 1980’s Gunnar and Rosemary Dybwad identified four stages in the growth of the movement of parents and families.

· Parents formed together first for mutual support. To be with others who had ‘been that way before’ made the journey less frightening, gave strength and skills to tackle each stage. 

· Shared dissatisfaction with the assistance available led parent organisations to create services themselves, (often reforming ‘model’ services later picked up by government) and to form the great disability charities. Many became ‘bogged down’ in the regulations surrounding ‘service providers’, and over-reliant on their income. So they were cautious about criticising official policy. Often they became dominated by doctors and academics, and came to reflect ‘establishment thinking’ and defend the status quo on issues like the institutions and segregated education. Parents were relegated to the role of ‘clients’ and of course fund-raisers.

· In a third stage groups formed into campaigns to press for policy change.  They demanded ‘Rights not Charity’ and pressed for change in the laws. Parent groups have often focussed their attention around educational reform, and the mass of legislation in the 19980’s and 90’s reflected the immense diversity of parent interests among other things.  These campaigning groups often came into direct conflict with the big charities with whom they vied for influence, and of course resources. 

· In the wake of these movements Coalitions of Disabled People formed Often they had to struggle mightily to wrest any power at all from the established organisations. But since the 1980’s  and the growth of international organisations initially through the UN, independent disabled people’s organisations have become the major influence on policy development. By contrast, parents, many of them disaffected with the big charities have begun to re-form in smaller, more local alliances working to create unique services or to be heard in the policy forum. They are more inclusive, they have learned from experience, and still they are determined to make a decent life with their sons and daughters. Many have returned again to the first stage – getting together with other families for mutual support. 

So the movement comes full circle, but since growth is uneven we see all around us groups at each of the stages – some huddling together for warmth; some busy building new charities; others at the cutting edge of new strategies for personal support and community building.

Strength and Weakness

Parenthood is a source of the strength which flows from passion and belonging. We all know and admire parents who are champions not just of their sons and daughters, but of a whole cause. Parenthood can also be a fundamental weakness. Each parent is in some sense alone - fighting for what’s best for their own child in a chancy market. They take real decisions in a less-than-perfect world, trying to guage where the balance of advantage lies. Each family is uniquely vulnerable in the power-struggle with vested professional and administrative interests - to complain too long and too loud might mean losing even what they do have now. Each family’s resources are taxed doubly - they pay as all of us do, then pay again in terms of the demands on their time, energy, space and cash; in terms of uncertainty borne and (often realistic) low expectations of the future. The sheer effort of thinking and planning ahead is sometimes too much. The vision of a desirable future in which communities reach out to include everyone, a vision too distant. It is easy to become stuck in solutions that worked once upon a time, but have long since ceased to function. So, many families accept distorted routines, diminished and dependent lives, because they can no longer see an alternative.

Even when families find some resolution to their personal situation, the story is not over. Change is always shocking.  People cling to ‘respite’despite its obvious failings and can see no other way to survive. The threat of closure hanging over outdated institutions (long-stay hospitals, daycentres, ‘special’ facilities of all kinds) revives ghosts long-dead. Problems that had been put to rest years before, (albeit with deep reluctance and little real choice) threaten to re-awaken. Research shows even families who may have had no contact for a generation with their lost relative are known to go through deep pain and sorrow again at the news of an institution’s closure. It is not surprising if they want to chase the homely fantasy of the ‘special village’ - even though we have long known the quest for the ‘good institution’ always brings deep disappointment.

One great incapacity of all of us - parents, professionals, concerned citizens -lies in our limited ability to listen: 

- to what communities have to tell us about what they would like to be;

- to what disabled people are telling us about what they have to give;

- to what others are telling us of the journeys they have already made.

Fear and pain and tiredness and competition don’t make us good listeners. Sometimes we hear only the fear and the pain and hurry into bad answers that offer only spurious safety - in our hearts we knew they would, but it doesn’t stop us. 

It doesn’t have to be so.

The safety of alliances

In building any movement for change (whether it be getting better services for our child, or helping other families, or changing the laws of the land) we always have to consider carefully the alliances we make. Chosen with care, our allies help make us safe - alliances give us the space and the time to draw breath, to look around, to seek out others who are travelling the same path. 

· Some will be professionals - those comfortable enough with themselves not to need always to control others.

· Some will be parents - those resourceful enough to be able to work beyond the here and the now. 

· Some will be disabled people who can see across the narrow boundaries of disability-specific thinking.

· Some will be citizens who care enough about the nature of our communities to want to invest in their future. 

· All will be people who know their own gifts and welcome those they seek and find in others.

Our allies help us listen. As we build our alliances we must be sure no one of these is missing.

As we work for change, one thing we meet again and again, is fear. Sometimes it is the fear of people who may stand to lose from change – they may lose the security of a comfortable routine, the influence that comes with an established position. What is for one person a change in policy that affects their child, is for another a change in their job-routine that may affect all kinds of things. Many people are frightened to grasp the new because they fear the loss of the old and familiar, for all its faults (“better the devil you know…..”). Some people will always put their immediate personal comfort above all other considerations.  Others will take risks on behalf of others and hardly notice it. Some people fear even to hope, since that way lies the possibility of yet more disappointment. To make real change we have to know and understand intimately the fears of ordinary people.

Fear of the unknown then, can be a great barrier to change. Just as powerful of course is our fear of what we all know, only too well:

“if it is to be done, then it is us who will have to do it”.

Parents and disabled people have always known in their hearts they must be the change they want to see in the world. But they need not do this alone. Wise alliances give us the courage and the strength to be and to do what we know we can.  Wise allies do not bind our imagination, they free it so that we can see the world as it could be.

If we are to make changes we must learn to listen imaginatively to both the fears and the hopes.
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