Sheet 1 - Where We’re At Now!                                                                    
In preparing this talk I had to ask myself how we might judge where we’re at today.  However, it was made easy by the fact that research on the area took place in 2007.  It was entitled “The quality of life of people with disabilities in Ireland in 2007” by Bob McCormack and Margaret Farrell.
It attempted to measure the quality of life of adults with disabilities in Ireland.  In order to measure this, Personal Outcomes Measures were used.  There are twenty-three measures in all.  They represent the ways in which a person might judge a reasonable quality of life:

MY SELF

1. I am connected to my family

2. I have intimate relationships

3. I am safe

4. I have the best possible health

5. I exercise my rights

6. I am treated fairly

7. I am free from abuse & neglect

8. I have continuity & security in my life

9. I decide when to share personal information

MY WORLD

10. I choose where & with whom I live

11. I choose where I work

12. I choose my daily routine

13. I have time, space & opportunity for privacy

14. I use my environment

15. I live in integrated environments

16. I interact with other members of the community

17. I perform different social roles

18. I choose services

MY DREAMS

19. I choose my personal goals

20. I realise my personal goals

21. I participate in the life of the community

22. I have friends

23. I am respected

Some of the findings were:  

· An average of ten of the twenty-three outcomes were achieved.  Those surveyed had a range of disabilities (not just intellectual disability or autism).  

· On average those with a physical disability fared best with an average of 13 outcomes 

· Those with a severe or profound intellectual disability on average fared worst with seven outcomes.  

· If people were living independently they tended to fare better.  

· The group who did second best were those living at home.  

· The lowest were those living in a campus setting.

This led me to think about my two daughters, Helen (34 years old) who has an intellectual disability and Paula (29) who does not have an intellectual disability.  Thinking about it, led me to consider what kind of life each has.

If, for example, I consider the degree of choice in both their lives, I find that Helen has had very little choice in her life.  Obviously, when she was a child, it was my wife, Maureen, and I who attempted to make the choices on her behalf.  On the other hand, Paula had a great deal of choice.

Also, as a crude exercise, we sat down and tried to see how many of the above measures Helen had “achieved”.  Accepting that there were one or two we weren’t sure about and that we did not consult Helen, we were still shocked to see she had a “score” of 10.  Which the research would say was to be expected.  Paula had a score of 23.  Which was good for her but would not be surprising as most people without a disability might expect to have a “score” of 20 or more.

This led us to the obvious conclusion - there must be a better way to achieve a “good” life for our sons and daughters with disabilities.

That is why I am here today -----  Seamus Greene
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