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Valuing People

Morrie O’Connor
Morrie O’Connor has been extensively engaged in community work since the 1970s. Morrie has worked at the Community Living Program in the northern suburbs of Brisbane since its establishment in 1987. In this article, Morrie explores some of the issues in supporting people who experience difficulty in making decisions, to have more autonomy and authority in their own lives. 

The recent British Governments White Paper on ‘Valuing People’ a new strategy for learning disabilities (intellectual disabilities) for the 21st century states as one of its objectives, “To enable people with learning disabilities to have as much choice and control as possible over their lives”.

This fairly unexceptional statement explicitly advances two beliefs; the first that people should have the right to self-determination, self-direction and self-authorship.  The second, that there are limits to self-determination.  However, workers often fail to synthesise these two beliefs and instead operate from an ‘all freedom’ or an ‘all control’ model of practice.

Neither of these one dimensional approaches ‘all freedom’ or ‘all control’ adequately respond to the complexity of people’s lives, and the joint needs that people have for both autonomy and support to avoid harm.

To further explore this point I would like to share a number of experiences.  They are everyday stories, not unusual.

Experience One:

One of the workers employed by our organisation was present, as an occupational therapist was going through an assessment with a young man with an intellectual disability.  The assessment was on what help he would need to live alone in a flat.  The assessment was a tick box:  Can you cook?  Can you budget for yourself?  To these questions the young man affirmed that he was able to cook, able to budget and handle his own money.  The worker from our organisation knew from previous conversations with the young man and his family that he had rarely cooked, and instead had a serious accident when endeavouring to cook, and had difficulties managing money.

Experience Two:

I was invited by a young woman with an intellectual disability to go to an interview with her.  The interview was for her to receive assistance to get a job.  As the interview progressed it was clear that the interviewer had come to believe a lot of errors about the young woman’s previous work history.  As she repeated these errors the young woman assented to them.  The interviewer’s plans for employment then began to be formulated around this erroneous information.

Experience Three:

One of the workers employed by our organisation was working with a young woman with an intellectual disability.  She lived with two friends who didn’t have a disability.  Over a period of time the worker became concerned that the young woman’s recurrent mental illness problems were tied to possible exploitation by her flat mates.  The young woman consistently denied that any sort of exploitation was occurring in the relationship when the worker broached the subject with her.  

Each of the above stories illustrates some of the general difficulties that people with an intellectual disability have in negotiating life.

Were the young man and the occupational therapist talking the same language?  Did it have the same meaning?  Did cooking or budgeting have the same meaning for both of them?  Was the young man able to share ‘inabilities’ with a stranger?  People with an intellectual disability often experience a lifetime of failures and put-downs.  It can take a great deal of self-confidence to say, “I can’t do that thing”.  The young man really wanted the flat; did he feel that if he said he couldn’t cook that he would lose it?  Perhaps he was just used to saying ‘yes’ to people in authority, even if he didn’t understand.  His experience was that if you agreed with people in authority they took you at face value and things happened.

The job interviewer was very enthusiastic about the young woman’s job chances seeing that the young woman had successfully worked for three years in a kitchen.  The young woman with an experience of many let downs with employment agencies was buoyed up by this enthusiasm about her job prospects.  Little wonder she didn’t want to bring in history that felt negative and unfair.  She had worked in a kitchen for almost a week (her understanding of the distinction between a week and three years was hazy).  She was sacked for refusing an order from the chef, but she felt this was terribly unfair, as she didn’t believe the chef was the boss and so shouldn’t be able to give her orders.

For the young woman, the flat mates were her friends, they told her so.  She had never had friends.  They did things to her that caused her to feel angry, and depressed.  She didn’t even know for sure that some of the things were wrong, only that they made her feel bad.  How much courage does it take to acknowledge that my only friends ever, treat me appallingly?

The workers in the above stories have three broad options in terms of action.

Firstly, they can trust whatever the person with a disability is participating in as an exercise in self-determination.  Even when there is reason to doubt that the person is fully conscious of or fully in control of what they are agreeing to.  This can to the worker feel respectful, empowering of the person with a disability.  However, in reality it is a cop-out and ultimately disrespectful of the person.

Secondly, the worker can see themselves in control.  “This young man needs cooking skills”.  “Oh no he can’t budget!”  “She didn’t work for three years, she got sacked”.  This approach reduces the person to object and denies the importance of people being authors of their own story.  Control has been the dominant methodology of the disability sector and like all expressions of power it has a tendency to corrupt the user.

Thirdly, the worker can be honest in as respectful a way as possible.  “Do you remember you told me you almost burnt yourself cooking”.  “I know you don’t want to tell them you were sacked but I don’t think they’ll be able to give you proper help unless you let them know about past problems”.

And this honesty may need to involve engaging in exercising ‘control over’ the person.  “It looks to me as if they are doing a lot of bad things to you that are making you sick.  If you’re finding it difficult to stop what is happening, I think I have to make sure something happens to stop what they are doing”.  However, the exercise of such ‘control’ needs to be done respectfully.

Both the ‘all freedom’ and ‘all control’ approaches can be seductive: ‘all freedom’ because it seems to affirm people’s value, ‘all control’ because it seems to guarantee the right decision (in the worker’s or other’s eyes) being taken. So, what principles of action assist in working out what to do?  How can we find a different way from the vexed polarities of ‘all freedom’ and ‘all control’?

The first is a ‘commitment’ to do the best possible by the person.  The  ‘best possible’ includes a commitment to the person having good relationships, a sense of personal control, freedom from exploitation, personal meaning, meaningful use of time, material requirements, personal development etc.

The second principle is to listen, listen and keep on listening for what it is that people are really saying.

Thirdly, a strong stand against ‘exploitation of the person’ is needed.

The fourth principle is if it seems necessary to act in a ‘control over’ way, to discuss this respectfully with the person and where possible to seek the advice of others who are committed to the person, or at the very least to seek the advice of experienced peers.

In conclusion I think of support to people with an intellectual disability in the use of decision making as a holistic process: a process that will include supporting people to take authority in their lives, a process that should include working with the person and their significant others to share authority and which may include working to have others to take authority in the person’s life.

