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Welcome to the first newsletter of 2006.  In this edition we look at the National Intellectual Disability Database and at the progress of the EPSEN Act. But first ……….
The Comhairle Amendment Bill

We are given to understand that the Comhairle Amendment Bill will be dealt with during the present Dail session.  Its purpose is to introduce an advocacy service for people with disabilities or their carers.  Below is a brief description of the Bill and our response to it –

A person who is allowed an advocate under the Act is called a qualifying person and must satisfy the following criteria:

1. Be 18 or over and a have a disability which makes it difficult to obtain a particular social service.

2. Be under 18 and whose sole parent is a qualifying person (i.e. has a disability).

3. Be under 18 with a disability and where it would be unreasonable to expect the parents to act on the person’s behalf.

In all cases there must also be risks to the person’s health, welfare or safety.

As the Act is resource based the priorities for assigning an advocate are:

1. The needs of the qualifying person

2. The degree of risk of harm 

3. The benefits to the qualifying person

4. If the person has other advocacy service(s)

5. Such other matters as the Board deems appropriate or ministerial regulation.

Applying for an advocate:

The person or their carer must apply to Comhairle and must specify the social services that are being sought.  If refused the person may appeal to the CEO of Comhairle.

A personal advocate may:

1. Assist in making application for an assessment and assist with the service statement under Part 2 of  the Disability Act 2005.

2. Assist in an application for appeals if the services are refused (except to a court) – if the personal advocate deems it appropriate.

3. Provide support or training to the applicant or a member of the person’s family, a carer or a member of an organisation involved in promoting the health, welfare and well being of the applicant.

A personal advocate has wide powers to:

· Enter any place where a service is provided and make inquiries

· Obtain information (subject to the data protection acts)

· Attend and represent the person at all meetings, discussions etc. concerning the person.

· Identify any person who might assist the qualifying person.

Anyone not cooperating with a personal advocate may face a fine or a prison sentence.

The Board can assign the duties of personal advocate to a person other than the staff of the Board.

Below is a List of the NPSA Issues with the Bill:

1. It is difficult to understand how someone needing an advocate would be able to apply for one unassisted.  The application requirements state that the person must say in the application which social services they require.  It is often difficult for people to know what services they require without assistance. 

2. It is important that anyone assigned as an advocate must be independent.  There is no guarantee of this in the Bill.

3. There is no onus on the advocate to consult with the qualifying person before making decisions.  In fact, Section 7C (1) (b) (ii) allows the advocate to make a decision regarding appropriateness without any requirement for consultation with the qualifying person.

4. The qualifying person has no choice as to which advocate is assigned to him/her and there is no facility for appeal.

5. There is no provision for appeal to an independent body if an advocate is refused.  The CEO of Comhairle makes the final decision.

6. The Bill is (as usual) resource-based.

The National Intellectual Disability Database (NIDD):

The NIDD report for 2005 was published by the Health Research Board (HRB) last Autumn and, to a certain extent, made depressing, if predictable, reading.

It states that 24,917 people were registered as having an intellectual disability in 2005.  The figure for 2004 was 25,416. 
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The numbers waiting for residential and respite places has increased since 2004 while the numbers for day places has decreased.  There are still 275 people living in the inappropriate setting of a psychiatric hospital.  This is a drop from 288 last year.

The figures for residential, respite and day services are:




2005

2004

Residential

2008

1893

Respite


1840

1763

Day Services

284

221

The report states that need for services will increase over the coming years.  The reasons given are:

· The Irish population is increasing.

· People with intellectual disability are living longer – the numbers of those fifty-five years and over has increased from 1060 in the year 1974 to a figure of 1797 in 2005 and the increase is expected to continue.

One other interesting figure is that 8073 people are in residential care.  Three in four of these are over 35.
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If you wish to see a copy of the report access, www.hrb.ie , click on N.I.D.D. (in black, on the left of the horizontal menu bar), then click on Publications (in the vertical menu bar) and finally click on “Barron S and Mulvany F (2005) National Intellectual Disability Database Committee Annual Report 2005. (pdf)  Dublin: Health Research Board.”  - the first item in the list.
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Education for Persons with Special Educational Needs Act, 2004.  (EPSEN Act)

The provisions of the EPSEN Act are now beginning to be felt by schools.  The National Council for Special Education (NCSE) is operating and SENOs have been in action for more than a year.  So, what else can we expect? 

In the Next Six Months 
1. The Power to Designate a School.
The National Council for Special Education will be given the power to designate a particular school as the one to which a child with special educational needs is to be sent.  That is, if a school refuses to accept a student with special needs it is possible that the NCSE, through the SENO, will instruct the school to admit the student.  The purpose of this is to prevent schools from enforcing an exclusion policy on special needs students.  (EPSEN Act, Section 10).

The school may appeal the designation (see Appeals Board, below) or may appeal the allocation of resources given with the designation.  If it loses the appeal then it must accept the child.

2. The Setting up of the Appeals Board
The Board is being set up initially to allow schools to appeal designation.  However, the Appeals Board will, as the rollout continues, also consider other issues related to the Act.

Parents may appeal if:

· The school or the NCSE refuse to prepare an IEP or to review an IEP at the parents’ request (this request may be made not less than six months after the previous IEP was prepared).

· The NCSE or the “health board” refuse to assess a child as requested by the parents.

· They believe that an assessment was not carried out properly.

· They believe that a statement in the IEP is inaccurate or will not meet the child’s needs

· The IEP is not being implemented

The school can appeal:

· A designation

· The resources provided following a designation.

There are other issues that may also involve the Appeals Board.  For example, if a dispute occurs between the NCSE and the HSE.

However, it is worth noting that the Act does not allow an appeal regarding resource provision except in the case of a designation as described in 1 above.  This matter has been raised with the NCSE but it is not clear if appeals will be allowed for general resource allocation.

In the Longer Term:

Implementation Report:  An Implementation Report has to be completed and given to the Minister by October 1st.  This will set out how and when the remaining provisions of the Act will be rolled out (over a maximum of four years).  It will also set out the resources that will be needed to ensure the rollout is effective.

Individual Education Plans (IEPs):  It is expected that IEPs will be introduced reasonably early in the implementation process.  However, the NCSE is very conscious that schools need assistance in this area.  For this reason, they are currently preparing documentation to assist schools.  In the meantime, it should be remembered that the preparation of an IEP is a collaborative process.  Neither the teacher nor any other individual in the process is expected to have all the answers.  

The basic team would probably consist of the school representatives (possibly a teacher from the special needs area and/or a classroom teacher or teachers), the parents, possibly the SENO and/or some other relevant professionals and, in certain circumstances, the child.

The school representatives will be expected to provide knowledge of their subject(s) and the provisions within the school for special needs children.  The parents and/or the child will certainly be able to provide information on the child’s needs and wishes, including social needs.  Very often, the parents can also provide information on the child’s disability.  The other members will be able to provide whatever other professional knowledge is required.  After this, the process is one of collaboration among the team members, in an effort to find the best plan to help the child progress in school.  This would, at least, cover the child’s academic and social development.  The Plan will never be a perfect document, which is why there is a need for regular review and adjustment.  However, what is required of all those taking part is the wish to help the child reach his/her potential and the willingness to consider the views of all those making a contribution.  It is important that teachers should not feel concern about the process and be confident that no one expects them to have the answers to everything.  This is one area where the ideal characteristic is an expressed awareness of one’s own limitations and a willingness to work with the team for the good of the child. 

Disability Awareness:  Finally, while all other aspects of the Act will be rolled out over the next few years (and one hopes that assessment will be one of the first) it is the belief of the NPSA that the most important thing for any school is Disability Awareness Training.  Once a school has even one student with special needs it is essential for the school community to be encouraged to understand and accept “difference” in a general sense and, in particular, to understand disability.  This is essential for the special needs child but is just as essential in relation to educating the next generation to understand and respect others.    
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Do you know if your son or daughter is on the Database?





If your family member is attending a service it is the duty of the service provider/school (with your permission) to send his/her information to the HRB.  They should consult you before doing so.  Why not ask to see his/her file – they are obliged to show it to you.
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