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n this edition of the newsletter we are mainly concerned with the Disabilities Bill 2004.  For this reason we’re including an information sheet which we hope will help you to form an opinion on it.  The agenda is so full that we have not featured a member group.  However, we’ll come back to that in the next edition ….

Disability Bill 2004

A

s you are probably aware the Disability Bill 2004 was published on September 21st.  The launch was carefully choreographed with six Government Ministers and the Taoiseach present.  Disability activists were kept away from this but were invited to a second event two hours later at which there were no press people.  However, NPSA and Forum representatives were outside the Government press launch and managed to get some media coverage.

Since then there has been a slow process of absorbing the Bill’s contents and trying to inform people.  The meetings which were held in Galway, Limerick, Cork, Dundalk and Dublin went a long way towards achieving this.

In the meantime the DLCG studied the Bill as did the NDA, the Human Rights Commission and many others.  The response has been generally critical.  For further information see the attached Information Sheet.   

NDA Publications
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s we stated in earlier editions of the Newsletter, the NDA has published quite a large amount in recent years.  The latest is number 5 in their Disability Agenda series and is entitled  Legal Systems of Redress.

It reviews legal systems of redress available to people with disabilities under selected national equality, human rights and disability legislation. Also, it considers international human rights instruments in a disability context.  It includes information on equality, education and human rights legislation.

Copies may be had from the NDA web-site (www.nda.ie) or from Emma Doyle, NDA, 

25 Clyde Road, Dublin 4, Tel./Minicom: 01-6080400, e-mail: edoyle@nda.ie 



Report on The National Monitoring Committee 

(for services to persons with an intellectual disability and autism)

T

he National Monitoring Committee was formed in 1999 as one component of the multi-annual funding package given in the budget that year.  The whole process has since become known as the Cowen Plan (after Brian Cowen who was then minister for Health and Children).  The experience of the Committee and the result of the Cowen Plan is worth considering with the Government promise of a new multi-annual funding package.  For this reason we print here a detailed account of the experiences of the committee: 

Over the years the committee was given regular reports on how the money was used.  It also discussed the National Intellectual Disability Database (NIDD) which, for years, was very late in being published.  It was through the efforts of the NPSA and namhi members of the committee that the NIDD reports are now up to date.

However, the receipt of up-to-date reports opened a new can of worms.  When the committee compared the reports with the information it had received over the three years, it became clear that each year it had been given inaccurate information, particularly in relation to residential places created.  We were told that 931 places were created when, in fact, the correct figure was 466.  After exhausting discussions and much work done by the HRB (Health Research Bureau – they publish the Database) we discovered that the rest of the funding was used for a range of other purposes such as changing five-day placements to seven-day placements and creating respite places.  The NPSA has no objection to funding being used for other purposes if those purposes are going to give greater benefit to our family members with an intellectual disability.  However what occurred raises two questions:

· Why was the Monitoring Committee told one thing while a totally different thing was actually happening on the ground?

· When such changes are occurring are they carefully monitored so that the funding is totally accounted for?  

So, far we have received no clear answer to these questions.

One other issue which has arisen as a result of the various investigations that have occurred is that very large numbers of people have been put onto waiting lists since 1999.  In total, between the years 2000 and 2003 a total of 1702 people have been added to the waiting list for residential placement.  There is no indication in the NIDD as to where these people have come from.  No explanation has been received from the service providers.  The usual reason given is the baby boom in the sixties and seventies.  However, a study of the figures in the intellectual Disability Database shows that this makes no sense at all.

The committee will be discussing all the issues.  Our particular interest is to ensure that in the future there will be a rigid system of accountability between the Department, the health boards and service providers.  

We’ll keep you informed!

Budget Estimates

A

s you know the Budget Estimates were published on November 17th. 

They include 270 new residential places, 90 new respite places and 400 new day places for 2005.  It will be interesting to see how many places will actually be created, considering what happened during the Cowen Plan period.  There is also reference to 1000 new frontline staff.  However, it is not clear if this refers to intellectual disability and autism only or if it includes (or only applies to) physical and sensory disability.  Equally, it has been suggested that many of these are staff who were allocated previously but who could not be employed because of the embargo on employment in the public service.

Unfortunately, there’s always a question mark!

Disabilities Bill 2004

A very brief summary

Independent Assessment:  

Section 5 is extremely difficult to understand.  However, it is now understood to mean that when all else is sorted the Minister will allocate what’s left of his budget to disability.  Essentially this means that assessment is dependent on resources.
· Assessment Officers will be appointed by health boards from their staff (but are described as independent) to carry out assessments or to arrange for assessments to be carried out.
· This is a health assessment for under eighteens and could 
· possibly also include an education assessment for over eighteens (under eighteens will get an assessment through the Special Needs Council).
An Assessment Report will be given after the assessment is completed. It will contain:

· The 
· nature and extent of the disability
· Health and education needs occasioned to the person by the disability

· Services considered appropriate to meet the needs of the applicant, the “period of time ideally required by the person … for the provision of those services and the order of such provision”

· A statement of the period within which a review should be carried out.

Service Statement:
· From the assessment report a Liaison Officer prepares a Service Statement listing the services that will be supplied to the applicant.

· If the person is not a child it may contain reference to education services
The 
Liaison Officer must take into account
· The assessment report concerned,
· The eligibility of the applicant for services under the Health Acts 1947 to 2004,

· Approved standards and codes of practice (if any) in place in the State in relation to the services identified in the assessment report, 

· The practicability of providing the services
· The need to ensure, resources are available
The Liaison Officer will be an employee of the health board.

Complaints and Redress:

If a person is unhappy with what they receive it is possible to appeal to a Complaints Officer (an officer of the health board) and then an Appeals Officer (appointed by the Minister).  However, both officers must take into account resources and practicability.
A person may only go to court:

· if that person disagrees with an Appeals Officer on a point of law (this means that they believe the Appeals Officer has interpreted the legislation incorrectly).    
· If the CEO of a health board does not, within 3 months provide what the Appeals Officer or mediation determines.  In this case the Appeals Officer or the applicant may go to the Circuit Court to have it enforced.

Some comments made by others on the Bill (if you wish to see the full DLCG or NDA response e-mail npsa@eircom.net) 

The DLCG: 
1. The definitions of Disability we believe are too narrow and are concerned at the use of such terms as “substantial restriction” and “enduring”. We are also concerned that the definition excludes episodic conditions and early intervention needs.

2. The Bill must provide a clear right to an independent assessment of need.

3. The Bill must provide for an individual’s right to progressivity on their unmet needs, identified in their independent assessment report. This must be done annually or whenever there is a change of circumstance.

4. The complaints system is too complex. It needs to be simplified and more easily accessible.

5. The appeals system needs to be independent of the Department of Health and Children.  We would like to see this office sited in another Government Department.

6. The Bill must provide for a clear ring fencing of disability specific resources.

7. The Bill must provide for a clear statutory duty on all government departments and public bodies to include people with disabilities in their plans and services with appropriate monitoring and accountability. 

The Human Rights Commission (IRHC):
· The general exclusion of court proceedings is a central aspect of the Bill.

· The IHRC recommends that the definition of disability contained in the Bill should be amended to reflect international standards.  The inclusion of the terms “substantial” and “permanent” in the proposed definition give rise to particular concern that the definition may be applied as an exclusion of certain important categories of disabilities or may be applied in an excessively subjective manner. 

· In the view of the IHRC, the Bill should contain a clear statement that there must be a presumption in favour of the progressive realisation of rights and respect for basic human dignity.  Human rights concerns cannot be viewed as simply one of a number of factors to be considered in the allocation of resources.  Considerations of human rights should be moved to centre stage when it comes to resource allocation. 

· The proposed system of funding under the Bill affords service providers a wide discretion to deviate from the provision of resources identified as being required by persons with disabilities.  Further steps could be taken to ensure there is a presumption in favour of providing the necessary resources except in exceptional circumstances.  

· The Sectoral Plans as presently drafted are vague in nature and the IHRC calls for the publication of detailed Sectoral Plans in advance of the enactment of legislation which would allow an informed assessment of the likely level of services which will be provided. 

· The provision that assessment officers may delegate their functions to officers of health boards and the discretion surrounding the involvement of the applicant and his or her representative or advocate in the assessment process raise questions about the independence of the assessment process.  

 

The full text of the Commission’s Observations are available from their website www.ihrc.ie
The NDA:

The Definition of Disability:  This definition could represent a substantial restriction on the right to a needs assessment. 

The Centre for Early Childhood Development and Education (CECDE)

Last year the NPSA was asked to nominate a representative to a project called CECDE.  Seamus Greene was nominated to the position.  Since its establishment CECDE has done much research on the whole area of early education, particularly for special needs and disadvantage.  Below, we reproduce information from their web-site.  This web-site is excellent and is very simple to use.

“The CECDE was established in 2001 when the Minister for Education and Science asked the Dublin Institute of Technology and St. Patrick's College, Drumcondra to jointly establish it.  Its aim is to develop and co-ordinate early childhood education in pursuance of the objectives of the White Paper 'Ready to Learn' and to advise the Department of Education and Science on policy issues in this area. The Centre's brief covers children from 0 to 6 years of age in a wide variety of settings, including families, nurseries, crèches, playgroups, child minders, preschools and the infant classes of primary schools. 
 
The main objectives of the Centre are: 

· To develop a quality framework for early childhood education; 
· To develop targeted interventions on a pilot basis for children who are educationally disadvantaged and children with special needs; and  
· To prepare the groundwork for the establishment of an Early Childhood Education Agency as envisaged by the White Paper.  

Within this context, the functions of the Centre are: 

· To develop early education quality standards in relation to all aspects of early childhood education including equipment and material, staff qualifications, training, learning objectives, teaching methodologies, curriculum and related areas;  

· To develop a support framework to encourage compliance with quality standards by early education providers;   

· To co-ordinate and enhance early education provision, including parental involvement, with a particular focus on disadvantaged and special needs groups;  

· To undertake and/or commission research and development through which best practice in curriculum, teaching methodology and parent involvement may be implemented and evaluated.  

The Centre will develop standards and guidelines in the following areas of early childhood development and education: 

· Equipment and materials 

· Staff and qualifications  

· Curriculum and methodology 

· Parental involvement 

Quality early educational and care experiences provide not just a context for lifelong learning, but are valued as essential responses to children's needs and rights.  The CECDE's brief is comprehensive and bridges many traditional divides.  The Centre, in carrying out its functions, will consult on an ongoing basis with relevant agencies, groups, advisory bodies and providers of early childhood education.  To this end, a Consultative Committee has been established to inform interested participants of developments in relation to the project; to give them the opportunity to present their views and to provide a forum for discussion of issues related to early childhood education.”
CECDE website may be accessed on www.cecde.ie.  Copies of all their newsletters, publications and articles can be got on the website.

The United Nations Convention on Disability Uncovered!
It has been our intention for some time now to address the issue of the United Nations Convention on Disability.  We start this process with this article from the newsletter of the Forum of People with Disabilities:
 

United Nations and Disabled people, what does all this mean?

 

Many people might ask what has the UN got to do with Disabled people.  Some would say 'Sure aren't the UN more concerned with peace-keeping or with development issues rather than people with disabilities?’  

 

Well, the short answer is the UN has had a lot to do with disability issues.  Since the foundation of the UN, disability has been a feature of its work.  If you would like to do some further reading, look at www.un.org/esa/socdev/.  It is the section of the UN website dedicated to disability. 

The United Nations gave us the UN Decade of Disabled People, the International Year on Disability, and also the UN Standard Rules on Disability.  The UN Standard Rules, while they were not binding (legally enforceable), created a reporting mechanism where countries would have to report on how they were implementing them.  So, for example, UN Standard Rule 4 which covers support services states that:

“States should ensure the development and supply of support services, including assistive devices for persons with disabilities, to assist them to increase their level of independence in their daily living and to exercise their rights.”

Ireland would have to report to the UN rapporteur on how it was implementing this rule.

Other rules cover such areas as : access; the right to vote; the right to liberty; etc.

 
Why do we need a UN Convention on Disability?

UN conventions to date while not stating disabled people explicitly as a named group still protect disabled people’s rights.  However, disabled people should have the right to specific protection.  One of the reasons for this is that disabled people are still subjected to human rights abuses throughout the world.  There needs to be a specific convention that will set up reporting to the UN on a regular basis of the experiences of disabled people.  A UN Convention on Disability can do this.

Other examples of specific Conventions that the UN has developed are: the UN convention on the rights of the child; the Convention on the Eradication of Discrimination against Women (CEDAW).

 

How does a UN Convention come about and what is Ireland's role in this?

The UN convention on Disability came out of a General Assembly Resolution in the UN in New York.  This was quite unusual as most Human Rights instruments usually originate from Geneva where the UN's headquarters on Human Rights is housed.  This resolution called for an ad-hoc committee to be set up to discuss proposals for a UN Convention to protect the rights of disabled people. 

 

What is the Ad-Hoc committee?

The Ad-Hoc committee is a loose structure made up of governments, NGO's (non governmental organisations), human rights institutions and others.  This committee, based in New York, has met on two occasions to discuss the proposed convention and at the last meeting, held in June 2003, a working group was established. It consists of international NGOs from the different regions of the world and one human rights institution.  This working group met in January 2004 and have produced a draft text.  This text outlines key areas to be covered in the Convention such as the Right to Liberty and the Right to Work. 

The full text and the proposed articles can be downloaded from:  www.un.org/esa/socdev/enable/rights/ahcwgreportax1.htm

 

Where does Ireland fit into the UN Convention?

Ireland, at one stage, was to the forefront in leading the debate for a UN Convention that specifically protects the rights of people with disability.  The Department of Foreign Affairs and other people like Professor Gerard Quinn from NUI Galway have led the discussion about the need for a convention. 

While Ireland holds the EU presidency, we have a big role to play as we speak on behalf of the EU position at the meetings in the United Nations.  However, there has been a lot of concern that the EU is the only region in the world not to hold a seminar on the Convention.  We believe that this has been a lost opportunity for disabled people and representative NGOs to have an input into the process.

When are the next meetings to be held?

 A meeting was held in New York between May 24th and June 4th.  This meeting involved an amount of “housekeeping” and nothing new emerged.  Another meeting will be held between August 23rd and September 4th, this year.  We’ll keep you informed of developments.

(We thank the Forum of People with Disabilities for permission to reproduce this article)
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Other publications in this series are: 


Issue 1 – Education


Issue 2 - Designing and Piloting a Research Instrument for a Proposed Irish National Disability Study


Issue 3 -   International Practice in Personal Assistance Services for People with Disabilities


Issue 4 - Disability and Work
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