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Long Stay Charges

Charges for long stay care for older people and people with disabilities were discontinued in December 2004 because of legal uncertainty. The HSE advised that no charges were to be deducted from December 2004 until new legislation was introduced. Regulations have now been introduced which allow the HSE to impose a charge for in-patient services. The new charges came into effect on 14 July 05. People in public long stay care are being divided into two groups:

Class 1: People in Class 1 are those who are receiving inpatient services in premises where nursing care is provided on a 24hour basis. The maximum weekly charge for this group will be €120 or their weekly income less €35, whichever is the lesser.

Class 2: People in Class 2 are those who are receiving inpatient services in premises where nursing care is not provided on a 24hour basis. The maximum weekly charge will be the lesser of €90, or the person’s weekly income less €55, or 60% of the person’s weekly income.

The HSE has discretion to reduce or waive the charges in order to avoid hardship. namhi has written to Minister Mary Harney to express concern over the amount of income that will be left for the individual after charges are deducted. The amount will not allow a person to live with dignity and is not conducive to a model of supported or independent living. Furthermore, as more people with an intellectual disability now access Dept of Environment funded social housing; pay rent; have legal rights as tenants and are entitled to rent supplement, namhi is concerned this will lead to inequities within the system.   

The position of imposing charges on people living in Community Group Homes or supported accommodation where there is no nursing care remains to be clarified. An Expert Group has been set up by the HSE to help draw up guidelines for a standardised approach in assessing what charges apply in each individual case. 

People living in residential services will receive notice outlining how much they will be charged and how this was calculated. There will be an appeals mechanism if people feel the amount being charged is unfair.   

Legislation will be introduced in Oct to regulate the scheme of repayments to people in long stay care who were illegally charged in the past. If you think you or a family member were illegally charged & may be entitled to a refund, contact the HSE at: National Repayments Scheme, HSE Midland Area, Arden Road, Tullamore, Co Offaly. National Helpline: 1800 777737, email: repaymentsscheme@mailq.hse.ie 
Disability Act 2005

The Disability Bill 2004 was passed in the Dáil on 28th June 2005. This Bill has been called inadequate and flawed by the Disability Community, which had sought a rights-based Act. The Disability Act as passed is available at: www.oireachtas.ie or from namhi. 

Background to the Act


The need for comprehensive legislation that addresses the needs of people with disabilities has long been recognised. The report of the Commission on the Status of People with Disabilities (1996) called for such legislation, while the Programme

m 
for Government, 2002 gave a commitment to publishing a Disability Bill which would include the provision for rights of assessment, appeals, provision and enforcement.    

In December 2001 a Disability Bill was published but withdrawn again in March 2002 after an unprecedented public outcry. What particularly enraged people was a clause that prevented a person from going to court in the event of any of the provisions in the Bill not being provided. Following the withdrawal of the Bill the Government established The Disability Legislation Consultation Group, DLCG made up of umbrella groups, including namhi, within the disability sector. The purpose of this Group was to facilitate meaningful dialogue and to consult with the wider disability community. 

In February 2003 the DLCG published a document “Equal Citizens - Proposals for Core Elements of Disability Legislation”. It was the view of the DLCG that comprehensive disability legislation is necessary to enable people with disabilities to live with independence, autonomy and dignity within a framework of a human rights model of disability. 

On 21st September 2004 the Disability Bill 2004 was published as part of the Government’s National Disability Strategy. In October 2004 the DLCG met with the new Minster of State at the Dept of Justice with responsibility for the Bill, Mr Frank Fahey, TD. The DLCG outlined 10 fundamental flaws in the Bill. The main concerns were that the Bill did not offer a watertight right to an assessment and that there was no progression in relation to people receiving services identified in the assessment over an agreed time frame. The failure to ring fence disability specific resources was also a problem as was the excessive bureaucracy in the Bill. There were concerns over the complex system of appeal and the fact that everything in the Bill was subject to resources being available.   

In April & May the Government put forward amendments to the Bill in response to the DLCG. The amendments proposed were not considered sufficient. Subsequently, namhi, the National Parents & Siblings Alliance and the Forum of People with Disabilities withdrew from the DLCG.      

Now that the Bill is an Act, namhi has written to Minister Fahey requesting that he establish a new grouping to independently monitor and review the Act. The Group should be representative of all major disability interests and should include people with specific and recognised expertise.              
Standards in Disability Services
In June namhi wrote to the Taoiseach welcoming his commitment to introduce the Social Services Inspectorate (SSI) on a statutory basis in light of the revelations in the Prime Time Report on Leas Cross Nursing Home. The Minister for Health & Children Mary Harney has recently announced that legislation will soon be brought before the Oireachtas to give effect to these measures including establishing the SSI on a statutory basis and extending its remit to allow it inspect public & private residential facilities for older people. namhi has sought a commitment that its remit will be further expanded to include residential services for people with a disability as promised in the Health Strategy 2001. namhi is concerned that people with an intellectual disability in residential services have no protection in terms of inspection. The National Standards in Disability Services have yet to be implemented. The Health Information & Quality Authority (HIQA) will have responsibility for implementing the National Standards. It is still unclear when it will be in a position to do so.            

Dept of Health & Children Strategic Review

The Dept of Health & Children is carrying out a strategic review of health & personal social services to meet the needs of people with disabilities. The Review will consider future direction of health related disability services against the backdrop of mainstreaming; the Disability Act 2005; the restructuring of the health services and current strengths and weaknesses relating to resources, with the aim of clearly articulating national policy.  

As part of the consultation process, the Dept invites submissions from members of the public, professional, voluntary and private organisations and interested parties to reach the Department not later than 26th Sept 2005. Submissions by e-mail to strategicreview@health.irlgov.ie or by post to: Strategic Review of Disability Services, Dept of Health and Children, Hawkins House, Dublin 2

Advocacy Work 

namhi has been successful in its application for a Grant from Comhairle under the scheme of support for the development of advocacy services. The Grant awarded to namhi will be used for a pilot project that will provide a Personal Advocacy Service to service users & their families in two large residential services, one statutory and one non-statutory.  

Respite Care Grant - Extended Eligibility

3,700 carers have been approved for the extended Respite Care Grant. Up to 4,500 applications were received by the Dept of Social & Family Affairs with 340 deemed ineligible for the Grant.  

New Publication 

- namhi’s new booklet ‘A Chance to Learn -an Information Booklet for Parents & Families of Children with Special Educational Needs’ will be available in September.

- The Law Reform Commission has published a Consultation document on ‘Vulnerable Adults & The Law: Capacity’. Submissions are requested by end of August 2005. Further info - www.lawreform.ie      

Upcoming Events  

- The 2nd namhi National Self-Advocacy Conference 2005 will take place in the Athlone Radisson Hotel on 6th, 7th Sept. The new namhi Self-Advocacy Resource Pack will be launched at it. The pack includes an interactive CD & 5 information booklets and is now available from the office.        

- namhi Parents Seminar 2005 will take place in Killarney Plaza Hotel on 12th November. This year’s theme is ’Supporting Families - Innovative Approaches to Respite’.      

- Sisters of Charity of Jesus and Mary Services are organising a 2day Symposium on managing the health care needs of people with an intellectual disability on 24th & 25th November 05 in The Heritage Hotel, Killenard, Co Laois. Further details contact Dorothy Hanly @ 045-525327, email dorothy.hanly@scjms.ie
For further information on any of the items above contact namhi at T: 01 676 6035, F:01 676 0517, Email: info@namhi.ie, www.namhi.ie
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