
Welcome to the Summer Newsletter.  In this edition we look at some education issues and the NIDD.  But first we remind you of the jointly run conference in October …..

Conference on Alternative Funding Options –put a note in your diary

Don’t forget, the Conference on Individualised Funding to be held on October 18 in the Clarion Hotel Liffey Valley.  This is a very important conference for anyone interested in the quality of services given to our sons daughters and siblings.  More details in August.

National Project to Review Congregated Settings

As most people will know, there has been concern for many years about people with disabilities living in large institutions and, in particular, living and sleeping in large rooms and dormitories with very little privacy.  Many groups have been campaigning for sufficient funding to end this situation.  Recently, the HSE has established a National Project to examine the establishment of best practice alternatives for individuals with intellectual, physical and sensory disabilities currently residing in such settings.  The project is overseen by a steering committee.  It will identify the number and nature of people currently residing in large congregated settings and will develop a framework which will guide the process of transferring people to community based alternatives. This framework will be developed using evidence based best practice. The project will also indicate the cost of such a change.  

The project is scheduled to report by the end of 2008.  However, it is not envisaged that there will be any improvements in the very near future.

We are assured by those involved in the project that there is no question of looking at the arrangements in Camphill or other similar services.  The purpose of the project is only to remedy the extremely undesirable situation in which some people with disabilities have been placed over the years.  

The National Intellectual Disability Database (NIDD)

Audit of the Database:  At the end of last year, the HRB, who compile the NIDD, conducted an audit.  The purpose was to check on the accuracy of the annual information on services sent by service providers to the HRB.  This information is then used to compile the Database.  The audit is now complete and the report has been given to the Database Committee.  It has also been given to the HSE for their response.  The committee will then decide the next step.  It is not yet clear whether or not this will include publication.

Annual Report:  There will be no Annual NIDD Report published for 2008.  This is because the reporting year has been changed from a period that ends in April to a more standard year that ends in December.  So the next report will be published early in 2009 for the year ended December 31, 2008.

Education Issues - Implementation of the EPSEN Act

The EPSEN Act is due to be rolled out by October 2010.  This means that over the next two years all the provisions of the Act must happen.  These include:

Assessment:  For many people the biggest issue is that of assessment – although, as we said in our last newsletter, the assessment process for the under fives has caused some concern.  In any event, within the next two years the assessment process for children who were over five on June 1, 2007 should commence.  It is not clear what the cut-off point will be at the other end of the age range.  That is, it seems possible to us that the upper limit will be for those who were under eighteen on June 1, 2007 but we are not sure at present.  (Whatever is the final decision on that, it is clear that those who are deemed to be over eighteen will have to wait another year, until 2010 before they are eligible for assessment).

One way or the other the NPSA’s main concern is that there will not be enough personnel in the system to carry out the assessments and, at the same time, to cater for the day to day requirements of people with an intellectual disability and autism.

Individual Education Plans (IEPs):  It will be necessary to train teachers in the preparation of IEPs before they can be reasonably expected to deliver on this aspect of the Act.  When asked by the NPSA a DES representative suggested that they would all be trained before 2009.  There are approximately 50,000 primary and post primary teachers in the country.  It is difficult to see how such a number of teachers can be properly trained in that time scale.  For this reason we are concerned about the quality of such inservice.  This is particularly so, because the process must include assistance for the teachers in understanding many disabilities and the effect they have on the child’s ability to learn and to involve themselves in the academic and social aspects of the school.

School Designation:  The Act also gives the power to SENOs to say to a school that it must take a particular student with special needs.  The SENO should only do this following consultation with the child’s parents and in the knowledge that the parents wish the child to go to that school.  This is a good thing and is welcomed by the NPSA.  However, it means that the SENO must be prepared to stand up to schools and must have enough knowledge to understand the needs of children with different disabilities.  For this to happen, the SENOs must be given extensive training in disabilities and also in how to deal firmly with schools.      

HIQA Draft National Quality Standards for residential services.

For some months now HIQA has been preparing for the process of inspecting residential services for people with disabilities by preparing draft inspection standards.  The NPSA has contributed to this process through Eamon Egan who is representing us on the advisory committee.  This week other NPSA representatives also met with Andrew Fagan of HIQA.  We pointed out that the Standards must take account of the difficulties that many people with intellectual disabilities or autism have in communicating their needs and wishes.  We also said that parents or family members must be seen as the main advocates for the their son, daughter or sibling in residential care.  If you want a copy of the current draft of the Standards please e-mail or write to us.   
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