
In this Newsletter we look at the quality of life of people with disabilities, the assessment process under the Disability Act 2005, and the issue of informing parents of their child’s disability.  But first we consider the matter of alternative provision for people with intellectual disability and autism ……. 

Alternative Funding Options Conferences

Since our December Newsletter the group involved with looking at the possibility of changing how people with disabilities are supported have moved things forward considerably.  

There will be a conference held in October to look at the whole area.  The aim will be to illustrate how alternative funding options are currently operating in a small way in Ireland, to show how the process has progressed in Britain and elsewhere and finally to show how major changes could be introduced in Ireland.

It will be held in the Clarion Hotel in Liffey Valley on October 18.  We will have more details during the Summer.

In the meantime, the Walkinstown Association is holding a conference on the same theme on April 24th and 25th.  More details are enclosed.

Quality of Life Survey.

This survey, which was conducted last year has come at an appropriate time for those considering alternative forms of funding.  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.

Personal Outcomes

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

MYWORLD

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 while 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 is a very brief look at what is a most interesting survey.  We are conscious that selecting parts of a survey may create a biased impression about the situation so we recommend that people look at the complete report.  However, what clearly comes across is that we have a long way to go before people with an intellectual disability and autism may regard themselves as having a quality of life equal to many others in society.  This is particularly important when one considers the issue above of alternative funding options.  The whole survey can be seen by going to: http://www.outcomestopeople.ie/UserFiles/File/QUALITY_OF_LIFE_2007.pdf
Assessment Process – Disability Act 2005

You will be aware that the assessment process as set out in the Disability Act 2005 has been underway since June 1st last year.  When the process was started the NPSA had concerns about how it was likely to pan out.  One of the issues that concerned us was whether there would be sufficient professionals to provide the assessments.  Since then we have discovered that psychologists are equally concerned.  They are concerned about a number of issues.

i. They are concerned that huge resources will be diverted to the assessment process work when there is already a great lack of resources for general work. 
ii. They say they were never consulted about the process or involved in any way in the planning stages. 
iii. They are worried that under-fives will leapfrog over the present waiting list and feel it would be much better to use a twin-track approach so that existing waiting lists would not be neglected. 
iv. They are worried about the assessment process. They are concerned at how people might be given the results of an assessment. The way the new process will work is that the assessment officer will commission a series of reports from various “ologists” and then send them to the parents with no professional back-up or support to help the parents through the next stage. 
In the case of (iv) above, the NPSA has heard of a parent who received a number of documents.  We understand that it was not clear if she had been given an Assessment of Need, a Statement of Needs or a Service Statement.

We would be interested to hear others’ experiences of the assessment process whether positive or negative.

Informing Families Project

It is not uncommon for the parents of people with a disability to have had a very negative experience when initially being informed of their child’s disability.  This led the Federations of Voluntary Bodies to carry out consultation and research on guidelines for appropriately informing families of a child’s disability.  After several years work the guidelines were published.

The aim of the Project was to develop evidence-based National Best Practice Guidelines, education, and training on appropriate procedures to inform families of their child’s disability when communicating a diagnosis or concern. The fundamental goals of implementing these Guidelines are:

i. To ensure improved outcomes for families being told of their child’s disability, through the implementation of best practice

ii. To provide improved support, guidance, education and training for professionals in the important and sensitive task of delivering this news

The scope of the Guidelines includes the disclosure of a child’s diagnosis of physical, sensory, intellectual, and multiple disabilities, and autistic spectrum disorders. The Guidelines relate to the diagnosis of a child’s disability during pregnancy; at birth; or in the case of a diagnosis which evolves over time.

Once again it is ironic that these guidelines have been drawn up at a time when psychologists are expressing concern about how people are informed under the new “Disability Act” assessment process.  The report can be seen at   http://www.fedvol.ie/_fileupload/File/Informing%20Families%20Guidelines.pdf.
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