An angry breed: handle with care
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Many carers are at odds about how to accommodate the needs of their disabled children, writes Adele Horin. 

The first thing to be said about Mary Lou Carter's home is that there are bars around the kitchen alcove and a locked door. The next is that there is a glorious harbour view from the waterside deck.

"Look at the lovely place I live in," she says. "But it's what happens behind closed doors that makes our lives almost unbearable."

Carter's son Nicholas, 16, has Angelman syndrome, which means he has the intellectual age of a four-year-old. He has no speech, he has epilepsy, and he never stays still. And though he lives during the week at a special boarding school, he can create havoc in the home on weekends and holidays, starting with ransacking the kitchen.

Carter is one of an angry new breed of parent-carers who have started a political party, the Carers' Alliance, to contest the federal election. She is the first on the Senate ticket, and her friend, Nell Brown, is second.

Brown's daughter Tess, 21, has a diagnosis of intellectual disability and schizophrenia, and right now Tess is lying on the couch in the Carter lounge room, demanding biscuits. "She's on medication that makes her hungry all the time," her mother says, proffering an apple.

Most could empathise with the situation Carter and Brown find themselves in, looking after difficult children who will never grow up. A survey of 4000 carers by Deakin University published this week showed more than one-third suffered severe depression.

Much harder, however, is to walk in the shoes of the one who has the intellectual disability. What is best for them? Therein lies the conflict wracking the disability movement as it presses claims in the election.

Though it is an idea that is hard to grasp, what is good for the carers may not be good for their sons and daughters. Division is growing between two groups - longtime disability rights advocates whose primary focus is the person with disabilities; and new agitators, such as Carter and Brown, who helped establish the National Carers' Coalition; and Katrina Clark, who has started the Association for Children with a Disability. Their mission is to give carers a louder voice.

To longtime disability right advocates, many who are parents of disabled children, the newcomers represent a backlash. They threaten to shift focus from the rights of people with disabilities to the interests of carers. "In the battle to focus on the rights of people with disabilities, we've lost 30 years of ground," says Matthew Bowden, co-chief executive of People with Disabilities, an advocacy group that began 26 years ago.

The way newcomers frame the debate offends many longtime disability advocates. They make frequent reference to their lives as "unbearable" and to their children as "burdens". For example, an angry submission by the National Carers' Coalition to a Senate inquiry into disability funding last year talks of "families saddled with this burden unaided", "lifelong suffering", and "servitude", and urges the Government to examine the "sham that is the 'community inclusion' rhetoric".

Belinda Epstein-Frisch, a spokeswoman for Family Advocacy, a group that has long helped families with disabled children, says: "I find it very offensive to have issues represented in this way. I don't consider my daughter a burden."

On the other hand, to say the new breed feels let down by the established disability rights groups, such as People with Disabilities, and Family Advocacy, is an understatement. As well, they do not feel the established carers' organisation, Carers' Australia, has represented their interests effectively. These are women who feel thwarted in their careers, isolated in their social lives, and angry that promised services, especially accommodation for adult children, usually did not materialise.

Katrina Clark, whose 10-year-old daughter is severely disabled, says: "At consultations with parents two or three years ago I saw 70-year-olds stand up and say, 'I'm looking after my son or daughter at home.' There's no way that that will be me."

The depth of the antipathy between carers and people with disabilities was apparent when the National Carers' Coalition made a Senate submission for funding of parent advocacy groups saying, "We are denied the same privileges as are enjoyed by disabled persons themselves through a network of national, state and regional advocacy services".

But the new activists hotly deny they put their own interests ahead of their children's. They do not believe there is a conflict.

"Families love their sons and daughters, and no one wants to do anything that will harm them," Brown says.

In its impact on society, the disability rights movement has been as momentous as the women's movement. In the past 30 years it has powered a radical shift in focus: from care and protection of people with disabilities to promotion of their rights and equality. At heart is the principle that people with disabilities have a right to live as normal a life as possible in the community and the chance to fulfil their potential. Antidiscrimination laws followed.

The iconic issue has been accommodation. The "disability gulags" - institutions which housed together scores, even hundreds, of people with disabilities - symbolised all that was wrong with past policy. The fight to close institutions has been waged at times in the teeth of parental opposition. People with disabilities should not be hidden away, and forced to live en masse, the rights activists argued. They should have options like everyone else, to live with their family, and later, as adults, to live with friends, housemates, partners, or by themselves.

To realise this ambition, of course, the State would have to help. It would have to fund the paid support staff, and sometimes the bricks and mortar, needed to make it possible. Thousands of people with disabilities in NSW have been given the chance to flower by living in small group homes, with staff to help facilitate activities and integration into normal life. But the lucky ones are the tip of an iceberg.

Carter, 52, is a wiry dynamo, all nervous energy and passionate talk. She is married to a lawyer and has another son, David, 22, a law student, who makes the visitors cups of tea, and answers the constantly ringing phone. Carers are phoning in to offer support for the Senate campaign - or to beg off because of a family crisis.

Brown, 51, is divorced with three adult children who have left home. She lives with Tess on a government benefit. She became politicised four years ago after the State Government planned to cut funds to a post-school disability program.

"We are the first generation," Brown says, "who not only kept their kids at home but did so when other women were in the workforce. I'm ageing without assets or superannuation. Families chose whether they wanted to care before. Now there is no choice."

It is ironic that what has exacerbated the divisions between disability rights advocates and carer groups is the first decent injection of government funds into disability services for decades. After years of neglect the State Government last year committed $1.3 billion over five years to disabilities services, including for housing.

And in this election year the Federal Government has come to the party for the first time, offering $1.8 billion for long-term housing, limited to those with elderly parents. But what sort of housing is on offer? This is the nub of the dispute between the two sides.

It is not the group homes, with no more than five housemates, or flats, or co-tenancies, with support staff, that most resemble "normal" life.

A cheaper model is being proposed - "congregate care" or cluster housing where 10, 20, and in one case 60 people with disabilities will live together. To the disability rights advocates these are "mini-institutions" hardly better than the old gulags. A similar experiment in Britain failed. An evaluation by Professor Eric Emerson, of Lancaster University, showed a much poorer quality of life for those in cluster housing compared with those in the dispersed small-group homes.

Those in the big clusters were supported by fewer staff, more likely to lead sedentary lives, and participated in fewer leisure and friendship activities. Seclusion, sedation and physical restraints were also more likely for them, Professor Emerson reported.

Christine Regan, vice-chair of the Council for Intellectual Disability, whose daughter Erin, 30, still lives with her, understands the fears and anxieties of parents.

She had thought her daughter, who has Down syndrome, and then suffered a stroke, might be living independently by now, perhaps in one of the houses with support staff that Regan was instrumental in establishing. But 21 years later she is well down the waiting list.

"My needs as a carer are critical," Regan says. "But they are second to my daughter's needs. I am waiting for my daughter to get the support she needs rather than shove her into something that will not be acceptable.

"We know larger groups don't provide the same good outcomes as dispersed community living. They are a slightly 'less-worse' institution."

As the sun shines on Sydney Harbour, and Tess gets the biscuit she coveted, the conversation in the Carter household shifts to the proposed new housing models.

To Carter and Brown these housing proposals sound like pleasant villas, no different from "gated communities" where wealthy people might live. "It's not the size of the roof that counts," Carter says. "Abuse and neglect can happen in a group home."

Brown calls the proposed congregate care models "intentional communities" where people with disabilities can share their lives with each other.

The women believe people with disabilities can be legitimate communities, like migrants who gather together because they understand each other. And this led Carter recently to lend her support to a successful parent-led campaign to reverse the closure of an institution, Weemala, in the Prime Minister's electorate of Bennelong.

Closing Weemala would "fracture the community", Carter believed. John Howard and Labor's candidate, Maxine McKew, sided with the parents while disability rights activists watched horrified as long-held plans to move all the residents into the community unravelled.

On all sides in the disability community there is furious agreement on one issue: the need for more money. In particular there is a push for the Federal Government to fund disability accommodation according to a formula of need, as it does with aged care.

While the rights activists stand their ground, and fight for principles, Brown asks: "Who have they been fighting for? Maybe 5000 people in this state have got group homes. You can't say they've created the dream."

