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SUMMARY OF REQUIREMENTS

I.  Assessment  (See page 5 for further details)
With the Department currently preparing plans for the rollout of assessment  under the Disability Act 2005, it is important that the process should be sensitive and efficient:

1. There is a need for assessors to be allowed a degree of discretion regarding priority cases.

The rollout of assessment over the next four years must allow a degree of discretion for those administering the system to take on priority cases even if they do not fit precisely into the category currently being dealt with.

2. There is a need to ensure that appropriate tests are used in assessments.

There is a need to up-skill those professionals who will be doing the testing.  Those charged with testing should be trained to identify the appropriate tests and should be instructed to use them.

3. There is a need to allow enough time for testing.

It is important that assessors be allowed the necessary time for each assessment to ensure that a full statement of needs is produced.  

II.  Appropriate Services  (See pages 6 to 8 for further details)
1. Waiting Lists.

This year there has been an increase in waiting list figures for residential places from 1893 to 2008.  Clearly the issue needs to be addressed and the multi-annual sum to be increased to €75 million

2. Disability Databases

Despite the work put into the NIDD and other disability databases they are less than effective planning and monitoring tools.  We believe the following would improve the situation considerably:

i. Develop one Database for all disabilities.  There must be one single disability database with a number of fields. 

ii. Compulsory membership of the database.  It is essential that all people who are receiving a service or who require a service should be recorded on the database. 

iii. Monitoring the Database.  The process of assembling the database should also include random audits on all or part of it.  

3. Psychiatric Hospitals

The 275 people inappropriately placed in psychiatric hospitals must be rehoused as an immediate priority. 

4. There is a need to implement the recommendations in the Bacon Report

In 2001 Peter Bacon produced a report entitled “Current and Future Supply and Demand Conditions in the Labour Market for Certain Professional Therapists”.  Five years later and despite the many recommendations made, people face huge problems accessing therapists.  We request that the following Bacon recommendations be operated as a priority:

a. The creation of Assistant Therapy grades

b. Fast-tracking of qualifications

c. Planning for future needs

III.  Accountability  (See pages 9 to 11 for further details)
For some time the NPSA has been concerned at the system for selecting those organisations who provide services for people with disabilities and also how they are funded by the State.  We suggest that the situation needs to be addressed in the following areas: 

1. Financial Accountability and Transparency

There is a need:

a. to monitor how services spend money

b. for funding to be specifically linked to the services provided.  



c. to review the tendering process.

d. for service funding to be linked to the service user rather than the service provider.  

e. That funding for enhanced service provision should be allocated separately and should not be included in the plan to remove waiting lists.  

2. Accountability for the Quality of Services Provided:

a. There is a need to appropriately supervise and monitor services for people with disabilities

b. There is a need for parents and other stakeholders to be represented on the Boards of all service providers:

 Introduction

It is the belief of the NPSA that the lives of people with intellectual disability and autism will only be improved when our society grasps the nettle of disability; acknowledges that the charity model of service is no longer acceptable; that people with disabilities and their carers must be helped to have the same quality of life as their fellow citizens and, most importantly, that Government must lead by example.  We very much regret that the opportunity to guarantee such a situation was lost when none of the recent legislation was rights-based.  However, at this moment we have what we have and must now ask Government to provide the necessary funds to end the misery of the families of those with disabilities, particularly those with intellectual disability and autism, and, by providing sufficient resources, to ensure the provisions of the Acts are implemented and that the scandal of inadequate services and waiting lists is finally ended. 

In this submission we have confined our requests to what we call the three As.  That is, we believe that much will be achieved if families of people with disabilities were confident that that the State would guarantee:

A
ssessment of needs for all those who require it

A

ppropriate services for all those who require it

A

ccountability on the part of those who are entrusted with the responsibility of providing services for our sons, daughters and siblings.  

We believe that, if this budget provided the necessary resources, the situation for families of people with intellectual disabilities and autism would be much improved and we therefore request you to give serious consideration to the points made below.    

I.      Assessment

1. There is a need for assessors to be allowed a degree of discretion regarding priority cases

Perhaps the single biggest challenge for Government at present is to roll out the provisions for Assessment of Need as set out in the Disability Act 2005.  Next to the achievement of appropriate service provision, it is the single greatest need for many people with intellectual disabilities and autism.

We are very much aware of the enormity of the task and the need to develop some system to govern how it is rolled out.  The DoHC, in its Sectoral Plan, launched on July 21st, states that under fives will receive a service first.  This will be followed by children from five to eighteen (in conjunction with the rollout of the EPSEN Act).  Finally, over eighteens will be assessed.  Unfortunately, there are people who have never been assessed or have never been appropriately assessed, who do not qualify under the “under fives” rule and who would find themselves waiting up to four years for an assessment.  These people have been abused by the old system and would now be abused by the new.  This cannot be allowed to happen.  The only solution is that the new system must be sensitive to people’s needs.  It is, therefore, necessary to allow those administering the system the discretion to take on priority cases even if they do not fit into the “under fives” rule.  The money for such assessments must be made available.   

2. There is a need to ensure that appropriate tests are used in assessments

An issue which is increasingly coming to our attention is that on some if not many occasions inappropriate assessment tools are being used.  These inappropriate tests are producing inaccurate results and are resulting in people with disabilities receiving inappropriate interventions.

Therefore, we believe there is a need to up-skill those professionals who will be doing the testing.  Those charged with testing should be trained to identify the appropriate tests and should be instructed in how to use them.

3. There is a need to allow enough time for testing

Furthermore, it is important that assessors be allowed the time necessary to ensure that a full statement of needs is produced.  Therefore, when allocating finances this fact should be taken into account.

II.      Appropriate Services

1. Waiting Lists

Last year we gave detailed reasons why the multi-annual funding package for disability services was inadequate.  We pointed out that in the case of residential services the package would merely touch on the problem and that it would be 2020 before the current needs would be met.  Below we reproduce part of our submission, estimating the position until 2009:

“As Table 3, below, shows, the actual total of places provided by 2009 is likely to be 597.   This means that at the end of the five-year period more than two thirds of the 2004 waiting list will remain untouched.”  

	TABLE 3
	'05
	'06
	'07
	'08
	'09
	Total

	Residential Places Promised
	270
	255
	255
	255
	255
	1290

	Reduced to allow for costing differences
	178
	168
	168
	168
	168
	850

	70% will be new places
	125
	118
	118
	118
	118
	597


Unfortunately, we were wrong.  The 2005 National Intellectual Disability Database shows that our projections were too optimistic.  This year the figure is 2008 people on the waiting list as compared to 1893 last year.

Rather than reducing by 125 places, the database figure increased by almost the same amount, that is, by 115 places. 

Clearly the issue needs to be addressed.  The sums allocated for intellectual disability and autism must be radically increased.  As we said last year, to make any serious inroads on the waiting list the multi-annual funding allocation for intellectual disability and autism must be increased to €75 million per year. 

2. The National Intellectual Disability Database

i. Compulsory membership of databases:  At present membership of the national disability databases is voluntary.  This means that, as a planning tool, it is far from being effective.  It is essential, therefore, that the report of the strategic committee is implemented immediately and that legislation is prepared so that all people who are receiving a service or who require a service are recorded on the database.

ii. Develop one database for all disabilities:  Since the development of the NIDD parents of children on the autistic spectrum have indicated their objection to their children being included on the intellectual disability database.  Also, there have always been issues for people with multiple disabilities as to which database is appropriate.

These issues can be overcome with the introduction of one single disability database with a number of fields.  This would allow a separate field for people with autism.  It would also allow people with multiple disabilities to be noted in all the fields relevant to their disabilities.

iii. Monitoring the Database:  At present the databases receive their information mainly from the bodies that provide services to people with disabilities.  We accept that, in terms of efficient organization and administration of the databases, this is a necessity and we have no complaint with it.  However, to ensure that the data given to the HRB is accurate it is essential to monitor it thoroughly.  Therefore, we suggest that the process of assembling the database should also include random audits on all or part of it.  In this way those sending in returns will be aware that there is a reasonable chance that inaccuracies will come to light.  Therefore, the integrity of the database will be safe-guarded.

3. Psychiatric Hospitals

Each year we say that inappropriate placement of intellectually disabled people as residents in psychiatric hospitals (including de-designated units in former psychiatric hospital units) continues to be a serious issue.  While the situation is improving it is important to maintain the momentum.  According to the 2005 NIDD there still remains 275 people who are inappropriately placed.  Once again, we say it is now necessary to end this situation completely. 

4. Provision of Therapies

In 2001 Peter Bacon produced a report entitled “Current and Future Supply and Demand Conditions in the Labour Market for Certain Professional Therapists”.  Five years later and despite the many recommendations made, people face huge problems accessing therapists.  This is because, apart from the main recommendation, the creation of courses in Cork, Limerick and Galway, the others have been ignored completely or are being progressed without any sense of urgency.   We request that the following Bacon recommendations be operated as a priority:

a. The creation of Assistant Therapy grades

“Appropriate two year courses should be made available in sufficient numbers to enable assistant therapy grades to be expanded significantly, freeing some time of fully qualified therapists for additional duties including in particular an expansion in clinical placement work.”

While there have been isolated efforts made on the ground to follow this recommendation no official efforts have been made to do what is seen by many as the key to solving the problems that exist.

b. Fast-tracking qualifications:

“The scope for fast-tracking qualification should be examined, whereby graduates in relevant disciplines could enter a fast track process for gaining recognised qualification in any of the three therapy professions.”

While we are aware that a small amount has been done regarding this recommendation, we feel efforts should be made to quickly expand the process.

c. The Need to Plan

“The Department of Health and Children should formulate and apply models for the estimation and projection of demand for healthcare services as a basis for planning required supply of human resources.” 

This is a vital point which must not be ignored.

d. The Interests of Service users should take precedence

“As a guiding principle, the interests of service recipients must at all times take precedence over the interests of service providers.”

We include this recommendation because we believe that if it were accepted in the broadest sense to include all charged with the provision of services to people with disabilities, including the HSE and the Department of Health, then there would be no need for us to prepare this submission. 

III.      Accountability:

1. Financial Accountability and Transparency

It is a cause of great concern to the NPSA and to many parents when we hear Governments say they have invested considerable resources in the disability area.  Yet the experience of those on the ground is that services are still insufficient.  However, this feeling of frustration is increased when we discover that money is handed over without the kind of checks which should be normal practice in such situations.  We are not in a position to state if any or all of the service providers use this money appropriately or inappropriately.  However, we are sure that with proper accountability then every euro will be used for the benefit of those people receiving a service.  We therefore suggest:

a. There is a need to monitor how services spend money

The need for monitoring of service providers who are contracted to provide services on behalf of the State has been highlighted by recent publications such as the Report of the  Comptroller and Auditor General (December 2005) who stated:   

“There is a need for greater accountability, transparency and corporate governance within the State funded nonprofit sector and for clarity in the relationship between the State and the funded organisations.”  (C&AG section 5.43)

b. There is a need for funding to be linked with the provision of specific services.  

Once again this is supported by the C& AG:

“This in turn, will entail ensuring that there is a robust connection between the cost of the care being purchased for each level of dependency and the funding being provided.” (C&AG 5.40)



c. There is a need to review the tendering process for services:

The HSE must also be accountable.  It is charged with awarding contracts to those that provide services.  The Competition Authority in its Submission to the Department of Health and Children on the Strategic Review of Disability Services (September 2005) states that the present system is not satisfactory.

“Services for people with a disability are currently contracted to service providers with no tendering mechanisms for what often turns out to be infinite contract length. This means that service providers face little incentives to honour their contracts in a satisfactory fashion. 

The removal of any competitive element ensures that there is little reason to improve and provide innovative services:

· The provision of new investments and services are bundled which means that there is little scope to allow a new service provider to take over from a service provider that does not provide satisfaction.

· There is no clear mechanism to allow new service providers to access funding, which means that it is extremely difficult for new service providers to offer services - potentially, more innovative services – in Ireland.

· Service providers are given ‘catchment areas’ by Health Boards which hinders service users’ ability to choose the service provider that suits them best and reduces their ability to switch service provider.”  (Competition Authority)

d. There is a need for service funding to be linked to the service user rather than the service provider.  

Over the years many people have stated that this is needed.  In terms of accountability and transparency this should be seen as a priority.  It would also create better quality services, giving to disabled people or their carers the right to choose.  This is also supported by the Competition Authority. 

“Overall, we would like to highlight that unbundling the delivery of investment and on going services as well as introducing competition among service providers (depending on funding mechanisms, competition can take the form of competition between service providers or competition for the provision of services, for example suppliers could compete with each other in delivering services or in tendering for the right to run a specific service) should be envisaged as a mechanism to deliver cheaper and better services, foster innovation and promote choice for the benefit of people with disabilities.”

Competition Authority

e. There is a need that funding for enhanced service provision should be allocated separately and should not be included in the plan to remove waiting lists

One example of the blurring of funding referred to above is that of the recent practice of allowing up to 30% of new service funding for service enhancements.  We understand the need for this but feel that it should be more precise in its allocation.

For this reason we believe funding for enhanced service provision should be allocated separately and should not be included in the plan to remove waiting lists.  As stated above the NPSA understands the need to enhance existing services, many of which have suffered because the emphasis has been placed on creating new services.  However, in the interests of transparency and good planning it is important that funding for these much needed enhancements be clearly described as such.  

2. Accountability for the Quality of Services Provided

a. There is a need to supervise and monitor services:

Over the years the NPSA has been to the fore in promoting the concept of appropriate standards in services.  We welcomed the NDA Standards Documents and are now anxiously awaiting their implementation.  The Leas Cross scandal is an unfortunate reminder that standards will not be maintained where there is inadequate supervision of services.  We believe that it is important to immediately implement the NDA Standards with appropriate supervision throughout the disability services area.  This means the rapid progression of the current Health Bill providing for the establishment of the Health Information and Quality Authority and the Irish Social Services Inspectorate on a statutory basis.  There is a need to provide appropriate funding in the Budget to ensure that by this time next year proper supervision will take place in all disability services.

b. There is a need for parents and other stakeholders to be represented on the Boards of all service providers:

Many service providers throughout the country were formed by parents of people with disability.  All were started to cater for the needs of their clients.  Despite this, many service providers have little or no real representation of parents on their boards.  Yet, in terms of accountability, this must be regarded as the single most important step towards achieving accountability at service provision level.  

The NPSA believes that one third of the members of all boards should be the parents of the services’ clients.  These parents should be elected by the parent body in a transparent manner and would have the same rights as all other board members. 

As the State is funding these organisations, it should be part of the funding conditions that parents should be given this right
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