
This edition of the Newsletter looks at the NIDD Audit, a new review of services and the Taking Control Conference.  But first ….

A Thought for Christmas - when will we change things for people with disabilities?

The Budget cuts shocked the stakeholders of mainstream schools.  As you know this resulted in protest marches throughout the country.  Throughout all the marches there was no mention of the fact that the EPSEN Act or the Disability Act (see Budget 2009 below) had been deferred.  We are forced to ask ourselves why was there no mention made of this aspect of the Education cuts?  Could it be that the needs of people with disabilities are viewed in a different way to the needs of “mainstream society”?  The answer, unfortunately is a resounding “YES”.  To illustrate it a bit further we enclose with this Newsletter, a copy of a speech given by Seamus Greene at the Inclusion Ireland Budget launch (see Information Sheet below).  Essentially, we are saying that people with disability are treated in a certain way because society expects them to be treated that way.  Supports exist for citizens because it is considered essential for a civilised society to provide for its citizens.  Education is one example, reasonable housing is another and there are many more.  It would be unthinkable for “mainstream” non-disabled citizens to be deprived of these things in some shape or form.  Unfortunately, it is easily thinkable for disabled citizens to be deprived.  This is how society thinks and sometimes, in a way, it is how we, the parents of disabled people, also think.  Things will never change until society changes its attitude to disability.  But first and before any serious change is achieved, we must change ours and must be clear that our sons, daughters and siblings should have their needs met in the same way as the needs of our non-disabled citizens are met.    

Audit of the National Intellectual Disability Database (NIDD)

In the September 2007 newsletter we wrote about problems with the NIDD.  Specifically, we wrote about our concerns with the database in the following way:  “One of the main concerns is associated with how data is collected for the database.  Generally, it is collected by service providers who then send it to the HSE who, in turn, send it to the Department of Health and Children and the HRB.  For service providers this is extra work on top of their other responsibilities.  We fear that it is sometimes seen as having a low priority and that on occasions the information provided is not totally accurate.  We know that some people have never been informed by their service provider that their son or daughter is on the database.  We also know of cases where people who have asked to see a service user’s file have discovered inaccuracies in it.  We don’t know how extensive the problem is but we certainly know it exists.  This is because there has been no monitoring of the accuracy of the data provided.”

You’ll be interested to hear that since then the database has been audited and a number of inaccuracies have been discovered.  The audit was carried out by the HRB who produce the database.  While the full report is now with the Department of Health and Children and has not been published, some information from it is available.  This makes interesting reading in terms of the kind of inaccuracies they highlight.  This includes:

· Data on NIDD was 72.2% accurate (19.3% inaccurate, 8.5% missing).  This means that a quarter of the overall information about our sons’ and daughters’ needs sent to the HRB was either incorrect or was missing from the form.

· Current day services was 76.8% accurate. 

· Future residential services was 49.6% accurate.   This means that when it came to stating the number of people who needed a service, more than half the information sent in was not accurate.  We do not know how it was inaccurate, but would guess that the need for residential places was exaggerated.  
· Generally, there were low levels of involvement of service users, their family and paid staff in NIDD returns
· The audit highlighted a significant gap in relation to the involvement of families in the return of data to the NIDD and those who carried out the audit recommend that this be addressed by developing mechanisms for the inclusion and involvement of family members in the care of their loved ones.

It gives us no pleasure to say that we were right.  It would, however, give us some pleasure to find out what the Government is going to do about the situation.  We intend to pursue this issue.

Budget 2009

You will by this time be aware of the many cuts in services and supports for people with disabilities in the Budget.  However, for many people, two cuts may have been missed or, at least, buried by the sheer volume of noise from other areas.  

The first of these is that the assessment process for adults and children over five has been deferred.  The process was due to commence in 2010.  It is now not clear when it will happen.

Also, the rollout of the EPSEN Act has been deferred.  This means that such things as IEPs will now not be compulsory for schools nor will the SENO have the power to force a school to accept a student.  

These are major issues for children with disabilities in mainstream schools and it is a great pity that the education partners do not highlight this while they are highlighting the other cuts.

News in Brief

Review of Service Providers

The Department of Health and Children has decided to review service providers under a project called the Review Of Non-Statutory Disability Agencies.  Its terms of reference are as follows: 
“To examine and make recommendations regarding the scope for greater rationalisation of, and increased economy/efficiency within, the non-statutory disability service providers, including measures such as amalgamations, greater use of shared services, improved administrative efficiency and shared professional/clinical staffing structures, having particular regard to the need to maintain and improve the standard of front-line services delivered to clients, and to submit a report to the Minister of State by 1 June, 2009”.
The Appeals Officer under the Disability Act 2005

The Disability Act 2005 allows for a Complaints Officer and an Appeals Officer.  The Appeals Officer has now been appointed.  The Office of the Disability Appeals Officer has a website up and running at http://www.odao.ie . Comments or queries should be addressed directly to the Office. 
Taking Control Conference:

As you will know the Taking Control Conference was held on October 17 and 18.  It was very well attended and was a great success.  At the end of the conference the following motion was passed:  

“This meeting wishes to propose the following:
· That we invite organisations and individuals to join a network for change.  This Network for Change will:
· Engage with the Government, the DoHC and the HSE to affect a change in the lives of people with intellectual disability and autism
· ; 

· Work towards the provision of individualised funding directly to all people with disabilities.
The organising committee has decided to stay together to develop the Network for Change



Presentation at the Inclusion Ireland Budget Launch

Recently there’s been much talk of the need for primary school places in Fingal and  other areas throughout the country.  It seemed like many children would not have a place in school and would have to wait a year or even two before they would get a place.  It’s unthinkable!  It is not possible to comprehend such a situation in this country.  It is truly unthinkable.  So, after much huffing and puffing, a temporary solution was found and very quickly a more permanent one. 

And of course it is unthinkable.  You cannot have a situation where the needs of our children are not met.  Imagine the disadvantage they would suffer for the rest of their lives?  No, it’s unthinkable.

Of course, it wouldn’t be unthinkable if the same children had an intellectual disability or autism.  It’s quite thinkable and, in fact, it happens all the time.  But of course that’s different.

Do you know, these days I hate to see people with collection boxes.  Even more, I hate to see people organising the corporate equivalent of collection boxes when raising funds for the “disabled”.  I’m not saying there’s anything wrong with those people or their cause.  What I am saying is that doing such fundraising, appeals to the people who would divide our society into two types: the first type, who don’t have disabilities, and whose needs must be met and for whom society is structured – like the kids in Fingal;  and the second type who do have disabilities and are often described as “vulnerable” and whose needs are met if there is “enough money in the state coffers” and, if not, then an attempt is made to meet their needs by collection boxes, whether private or corporate.  It is not unthinkable for the “vulnerable”, those with disabilities, to be left as objects of charity or to be left without their needs being met at all.

This word “vulnerable” is a word that Brian Cowen often uses.  When it comes to disability I think his heart is in the right place.  However, I’m not sure he really understands the problem.  Over the past ten years, on many occasions, I’ve said that when the Celtic Tiger went a bit mangy then so would the Government.  And of course, that’s why we’re here.  We saw it last year and we’re concerned about this year.  So I say to Brian Cowen and the other Brian: 

· Ask yourselves why people with disabilities are vulnerable or, more importantly, what makes them vulnerable?  

· Could it be that what most makes them vulnerable is society’s attitude to them or, more importantly, politicians’ attitude?  

· For as long as you feel that it is somehow understandable, reasonable and obvious for the needs of people with disabilities not to be met, then Government, civil servants, and the general public will follow suit.  

· You know the solution and it’s not the charity syndrome, it’s not the collecting box.  

· Remember that our society claims that all citizens are equal.  

· Remember, it is unthinkable to deprive most citizens of their basic needs.

So, I ask both of you:

· Show you understand what caring for the vulnerable really means.  

· Show that you understand that they are only the vulnerable because you yourselves make them vulnerable – their biggest vulnerability is that they are regarded as fair game when it comes to saving the State money.

· Make it clear to the disability community and the rest of society that nobody should have to depend on the collection box for their basic needs.  

Show, once and for all, and when it is most difficult to do so, that the needs of people with disabilities will be at the top of the pecking order in this budget and in every coming budget until all needs are met and society regards it as equally unthinkable for people with disabilities to be left on waiting lists and without services as it is for those children in Fingal to be deprived of their education.   
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