
The General Election

As far as the coming election is concerned the main aim of the NPSA is that the next Government develop a coherent national policy for intellectual disability and autism.  

Legislation is not enough – there is need for a clear coordinated plan.

As you know there are two Acts currently in existence which are meant to deal with the disability area.  They are the EPSEN Act 2004 (which covers education) and the Disability Act 2005 which covers general areas of disability.  While all sections of the Disability Act are important, Part 2, which deals with assessment of need and resulting services, is what matters to most to people with intellectual disability or autism.  Clearly, neither act is rights-based.  The achievement of proper rights-based legislation is still the policy of the NPSA.  However, in the short-term we must deal with what we have.

The main problem with both acts is a lack of policy or vision as to how the problems faced by many people with intellectual disability and autism can be solved.  We will discuss these issues below but first it is important to say that without a proper national policy on these issues it is impossible to see a solution.

While our full policy is stated in our Budget Submissions, which can be seen in full on our website or in summary in our October Newsletter (also on the website), for the next few weeks we are concentrating on three issues.  They are

1. The provision of appropriate services and the elimination of waiting lists.  

2. The need for the State to ensure that the standards in all services are adequately monitored.

3. The need for Service Providers to be accountable for the State money they receive for the provision of these services.

Appropriate services:

Lack of services:  The National Intellectual Disability Database (NIDD) annual report highlights the fact that there are still many people who are without services in this country.  For example, the waiting list for residential places is still climbing and no one in Government seems to be concerned.

Quality of Services:  We acknowledge that many Service Providers are doing excellent work and that their clients  - both people with disabilities and their carers – are well satisfied.  However, the situation is not universal by any means.  A recent survey of day services by Down Syndrome Ireland indicated the uneven quality of services throughout the country.  For example, 40% of families stated that their day service was not meeting the overall needs of their family member with Down Syndrome.  Also, approximately the same number said that the services were not person centred.  This survey, which was mainly about the views of people with Down Syndrome between the ages of 18 and 34 and their families, illustrates the problems that carers have in trying to get a suitable service for their sons and daughters.  

The problem is not in the least confined to special services.  Many mainstream schools are providing inadequate or no service at all for people with intellectual disability and autism.

Monitoring of these services

We hear much about the plans to monitor residential places in the future.  It is intended that the Social Services Inspectorate will be subsumed into HIQA (see box) and will perform a monitoring role.  This will happen some time after the Health Bill 2006 is passed by the Oireachtas.  However, it is clear that such monitoring will not be in the short or medium term.  This is not good enough.

Also, while the Bill makes it clear that residential services will be monitored, it is not clear if day or respite services will also be monitored and it is quite clear that mainstream schools will not be monitored.

Accountability for Finances

Last year the Comptroller and Auditor General, in a report, said that those receiving State funds to provide services for people with disabilities should be accountable for this money.  It also gives examples of where there is no accountability.  Since then, nothing has been done to ensure accountability.  We believe that it is important for services to be accountable for all State money they receive. 

Briefing for TDs.

On February 21st we organised a briefing session for party spokespersons.  Although continuously interrupted by Dail demands, it proved to be a useful means of getting our message across to TDs.

Following this we were invited by Minister Frank Fahey to make a presentation to Senior officials from the HSE, the National Council for Special Education (NCSE) and the Departments of the Taoiseach and Health.  Minister Fahey was also present.  We believe this was a very worthwhile exercise.

Press Conference April 4th 

In an effort to highlight the problems in the services the NPSA held a Press conference on April 4th.  We feel it was a very successful day and managed to get coverage on RTE, TV3, The Times, The Examiner, and various radio stations.

We would like to thank all those that were prepared to talk to the media about the issues.  They include Teresa Hayes, Martin Malone, Lisa Domican, Bernadette Lynch and Gerry Doyle.  

Other News

Time for You Hotel Breaks:

The hotel breaks scheme will be happening again for 2007/2008.  This means that breaks will be available between October and December 2007 and also between January and April 2008.  Information on the first allocation will be available in May. 

Special Note: The method for booking breaks has been changed.  Booking forms must be forwarded by nominated members of support groups or nominated representatives from service providers.  Unfortunately we cannot accept booking forms from individuals. Please see the attached sheet for further details.

Disability Awareness DVD –Asperger’s Syndrome and ADHD.

The NPSA, with funding from the Daisychain Foundation, is currently completing a DVD called Imagine What it’s Like - Understanding Asperger’s Syndrome and ADHD.  It is aimed at teachers in mainstream schools and will be distributed free. 

Respite Research

Also funded by the Daisychain Foundation, we are currently completing research on respite care.  This is preliminary research which we hope will lead to a further, more detailed project.

In the meantime however, it will be used by the Daisychain Foundation in deciding further possible projects.

Please note the change in the Daisychain Foundation hotel break scheme (below).  If your group has not registered for the scheme then please contact the NPSA as soon as possible.

Time For You Hotel Breaks

The Daisychain Foundation has operated the “Time For You” respite programme over the past 3 years in conjunction with Choice Hotels Ireland  (Clarion Hotels, Quality Hotels & Comfort Inns) with the assistance of the National Parents’ and Siblings’ Alliance.  In 2006, the programme offered 1,000 complimentary hotel stays to people with intellectual and physical disabilities and their families accepting applications from service providers, social workers and the end user.  As an extremely successful programme, demand has understandably outweighed availability and we are very pleased to re-launch the programme again this year from September 2007.

In order to maximise the benefit of the Time For You programme, we wish to streamline the application process in 2007.  To this end, we seek the co-operation of a nominated list of parent support groups to act on behalf of their member families by making applications for hotel breaks on their behalf.  As a nominated parent support group we will issue you with full details of the simple application process and contact details, and will only accept applications in this format to assure fairness and balance. Applications will only be accepted from named people within your group.  This may be the group chairperson, or other committee members for example.  We will prepare a database of all nominated contacts and will keep them informed of all details, including seasonal allocation releases and current availability. This will also be published on the NPSA website at www.npsa.ie and the Daisychain website at www.daisychainfoundation.org. 
We sincerely hope that you will work with us on behalf of your members to offer a well deserved break in 2007/2008, and look forward to working with you in the coming months.  We expect to re-launch the programme in May 2007, with hotel breaks taking place from October 2007 – December 2007 and again from January 2008 – April 2008.  

To indicate your interest in working with us on behalf of your members, please e-mail Seamus Greene at npsa@eircom.net or telephone 01-8624100.  Please also refer to our website www.daisychainfoundation.org for details.

Should you have any queries, please contact Seamus Greene at the above number.
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ELECTION ISSUES





So when your local candidates call to your door, remind them that:





There are many people receiving no services 


Others are receiving inadequate services


There is a need for Service Providers to be accountable for 


the quality of the services they provide


how they spend their funding 


4.  There is a need for an overall plan for intellectual disability and autism.








“HIQA  When the Health Information and Quality Authority is up and running, the public can expect it to:


inform them on what standard of services to expect, 


assure them on what standards of care are being delivered, empower them to get involved in the planning and review of service delivery.”





The above is taken from the Interim HIQA website
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