
This issue looks at the Intellectual Disability Database, a study by the NIID, the Hotel Breaks scheme and new ministers in areas connected to disability.  It also looks at the issue of assessment of need ……

Assessment of Need

In the Information Sheet enclosed with this copy of the newsletter we deal with the Assessment of Need process introduced under the Disability Act 2005.  Currently, it caters for children who were under five on June 1st this year.  One very important aspect of this is that the take-up so far is quite low.  So if you know of anyone with a child who would qualify please tell them that it’s available.  

National Institute for Intellectual Disability (NIID) study

Over the next four years the NIID* is undertaking research on intellectual disability.  One part will be devoted to asking service users what it is like to be a person with an intellectual disability in Ireland.  A second part will ask carers/family members of people with an intellectual disability similar questions.  The third part will try to develop a national archive of personal stories from people with an intellectual disability and their families.  This will be a major undertaking and, for the first time, will attempt to state what it’s like to be a family living with intellectual disability in Ireland today.  We hope that all our members will be prepared to assist with the survey if asked to do so.

One important point.  The survey only applies to intellectual disability.  Therefore, autism will not be included unless the person with autism also has an intellectual disability.
*Information on the NIID (National Institute for Intellectual Disability) can be had in our June 2006 Newsletter.

New Ministers:

Following the General Election two junior ministers have been appointed in the disability area.  In Health, Dr. Jimmy Devins’ responsibilities include disability and in Justice Sean Power has special responsibility for equality issues.

Hotel Breaks
The Hotel Breaks scheme is once again in operation.  However, there are some differences to previous years.

First, we are asking that parent support groups or service providers will nominate one or more persons who will be our contact person(s) and who will send all booking forms on behalf of their members/clients wishing to avail of the scheme.

Second, the range of hotels has been reduced to Clarion Hotels and two Quality Hotels.  This means that the hotels operating the scheme will be in Sligo, Limerick (Clarion Hotel and Clarion Suites, which consists of self-catering units), Cork, Killarney, Clonakilty and Dublin (IFSC, Liffey Valley and the Airport).  However, some hotels have been kind enough to provide a small number of weekend breaks.

We were surprised that some member groups are not availing of the offer.  If any group wishes to join the scheme at this point, they will be most welcome.  All that is necessary is to send us the name of your nominated person(s) and we’ll get you started.  While most breaks before Christmas are now gone, more will be announced in October/November for the January 2008 to April 2008 period.

National Intellectual Disability Database (NIDD) Audit

The NPSA is very conscious that, unless we have a good knowledge of the needs of people with intellectual disabilities and autism, then there is little hope of persuading any government to provide the necessary funding for services.  Even though such information will not guarantee resources, without it the battle will be much greater.  Therefore, the National Intellectual Disability Database (NIDD) is very important.  Unfortunately, despite its importance there are several reasons why we have been concerned about its reports.  

One of the main concerns is associated with how data is collected for the database.  Generally, it is collected by service providers who then send it to the HSE who, in turn send it to the Department of Health and Children and the HRB.  For service providers this is extra work on top of their other responsibilities.  We fear that it is sometimes seen as having a low priority and that on occasions the information provided is not totally accurate.  We know that some people have never been informed by their service provider that their son or daughter is on the database.  We also know of cases where people who have asked to see a service user’s file have discovered inaccuracies in it.  We don’t know how extensive the problem is but we certainly know it exists.  This is because there has been no monitoring of the accuracy of the data provided.  

 The good news is that, in September, an audit will commence.  This will involve interviewing 300 of those on the database to assess the accuracy of their residential needs.  We welcome this but feel that, rather than a once-off audit there should be ongoing monitoring.  

While the audit is a positive step there is much else to be done in terms of providing an effective database.  In our briefing document to party representatives before the election we pointed out that there was a need to

· Monitor the Database.  The audit is a first step towards doing that.

· To develop one database for all disabilities.  That is, there should be one single disability database with a number of fields.  This would cater for all disabilities but would allow people to be recorded in the field relevant to their disability.  It would also allow proper recording of people with multiple disabilities.

· Make membership of the Database compulsory.  At present membership of the database is optional.  This means that along with those registered on the NIDD there are others who are not registered and whose needs are not known and will only be known when their carers die or are incapable of minding them.  We believe this makes it impossible to plan for future services.

If the above was done, we believe that we would have taken another step towards solving the many problems which people with intellectual disabilities and autism face.

 


Assessment of Need

Part II of the Disability Act 2005 commenced on June 1st with the introduction of Assessment of Need for children under five. Parents of children who were under five on that date and who have a concern that their child might have a disability may apply for an assessment of need under the Act.  Below we give answers to questions that people might have about the process.

What needs will be assessed?

It will be an assessment of health and education needs only.  

What can parents expect to get from the process?

At the end of the process parents will be given two documents:

1.  An Assessment Report (A Statement of Needs):  This should state if the child has a disability.  If it states that the child does have a disability, it should also include a list of the child’s needs, that is, a list of the services/resources that the child will need to reach his/her full potential.  This list should not be influenced by any cost factors.  However, this is not a promise by the State that your child will actually get any of the items on the list, but simply a statement that he/she needs them.

So the Assessment Report will indicate -

whether a person has a disability

the nature and extent of the disability

the health and education needs arising from the disability

the services considered appropriate to meet those needs and the timescale ideally required for their delivery

when a review of the assessment should be undertaken
2.  A Service Statement:  If the Assessment Report agrees that the child has a disability then the parents will also receive a Service Statement:  This is a list of what items in the Assessment Report your child will actually receive. 

The Regulations on Assessment signed by Minister Mary Harney on June 1, 2007 state:
“The service statement shall be written in a clear and easily understood

manner and it shall specify:

(a) the health services which will be provided to the applicant;

(b) the location(s) where the health service will be provided;

(c) the timeframe for the provision of the health service;

(d) the date from which the statement will take effect;

(e) the date for review of the provision of services specified in the service statement;

(f) any other information that the Liaison Officer considers to be appropriate, including the name of any other public body that the assessment report may have been sent to under section 12 of the Act.”

The content of the Service Statement is subject to available resources.  So, even though the Assessment Report might say that the child needs a large range of services, the Service Statement might say that only a very limited number of these will be made available.

So, in deciding what goes into the Service Statement, the following are taken into account:

the Assessment Report

eligibility criteria for services

relevant standards and Codes of Practice

the practicability of providing the service

the financial resources available.

A Service Statement may be amended because of a change in the circumstances of the person or a change to any of the above points.
If parents are not happy with the service statement or assessment report, what can they do?

If parents are not happy then they may complain to a Complaints Officer.  Complaints may be made about the following:

· a finding that the child does not have a disability

· the failure of the assessment to meet the standards set by the Health Information and Quality Authority

· the contents of the Service Statement

· the failure to start or complete an assessment within the required timescales;

· the failure of a health or education service provider to provide a service set out in the Service Statement or to provide it within any timeframes prescribed.

If parents are still dissatisfied?
It is possible to appeal a decision by the Complaints Officer.  This can be done through an Appeals Officer.  He/she has wide powers and should ensure that things are done according to the book.  However, the one power they don’t have is to overturn a decision made on the grounds of lack of resources.

How long will the process take?

The Assessment of Need must start within three months from the date of application and must be completed within three months of the commencement of the assessment.  The HSE then has a further month to prepare a Service Statement.  Therefore, the maximum that a parent should wait from the time of application to when the process is complete is seven months.  If, for any reason, this is likely to take any longer, the HSE must inform the parent in writing.  It must also state why the process has been delayed and must state when it will be completed..

How have things progressed since June?

We are informed that application numbers for assessments have been very low.  This means that either we’ve been wrong about the number who need assessments or people simply don’t know that assessments are available.  So, if you know of parents with a child under five that requires an assessment please let them know about what is available.

How do I apply for an assessment:     

Application forms and further information can be had from your local health office.  

For further information call the HSE on 1850 24 1850 or visit www.hse.ie for a list of Local Health Offices in Ireland.  Alternatively, you can access the NPSA website (Homepage) and press on Assessments of Need.
Two Important Points 

· The Assessment Officer’s job is to coordinate the assessment process.  He/she will probably not be qualified to carry out an assessment.  Therefore, there is little point in asking his/her opinion on whether a child might have a disability.  

· People should not be put off by the fact that services in an area are poor.  If they do not get all the services needed, this will be recorded on a database which will be publicly available.  Over time this information will put huge pressure on Government to improve service provision. 
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You can help to move things forward by:


Asking your service provider to show you your son’s or daughter’s file and checking it for accuracy.


Insisting that your son/daughter be placed on the database.


If your child has autism but does not have an intellectual disability, talk to your TD about ensuring that autism be given a separate field in the database.
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