INTRODUCTION
The National Federation of Voluntary Bodies is very pleased to publish this Analysis of Need for Services and Supports for People with Intellectual Disability over the period 2005 – 2008.

The Education for Persons with Special Educational Needs Act 2004 and the recently published National Disability Strategy which, inter alia, provides for a statutory right to an independent assessment of need, together with the soon to be launched National Standards in Disability Services, present unprecedented opportunities for people with disabilities and their families.  They also present significant challenges and opportunities for service providers and will have profound implications in terms of how services are designed and delivered going forward.

In this context, the availability of accurate information on the services being provided and on the levels of unmet need is crucial.  The basis of this analysis is the 2003 Annual Report of the National Intellectual Disability Database and we are indebted to the Health Research Board for the quality of the information provided.  For people with intellectual disability and their families the publication of this information represents a recognition of their needs.  For Government and for service providers, both statutory and voluntary, it is an essential planning tool and will give a focus to the planning and development of services and supports in the immediate years ahead.

Currently over 90% of people registered on the National Intellectual Disability Database are receiving the core services which they require.  However, many of these require changes or enhancements to their existing services and these need to be built into future developments.  

There was significant investment in new services development over the period 1999 – 2002 and much was achieved as outlined in Section 3 of this analysis.  However, there are still 2,284 people who are either without services or without a major element of service.  It is vital that they be identified as immediate priorities.

With the necessary Government support and in partnership with the statutory authorities, the National Federation of Voluntary Bodies is committed to the development of services and supports for people with intellectual disability.  However, it is vitally important that the staffing issues highlighted in the Harmon and Wolfe reports and the difficulties associated with the staff ceilings be addressed as a matter of priority.  It should be noted that this report reflects revenue costings only and we estimate that a significant capital investment of not less than €600m, over four years, will also be required and this will be the subject of a separate analysis.

On behalf of the National Federation of Voluntary Bodies, I would like to thank all those who provided assistance in the production of this analysis.  In particular, I would like to thank the Midland Health Board and Midland Area Federation Committee whose joint work provided the basis for the costing of services contained in this document.  Our gratitude is also extended to the National Intellectual Disability Database Committee and most particularly, to Ms. Fiona Mulvany, Head of Disability Database Division, Health Research Board, without whose high quality input this analysis would not have been possible.

Signed: 
______________________




Paul Ledwidge,




Chairman.

EXECUTIVE SUMMARY
1. Profile of Existing Services:

The vision for people with disabilities is one of social inclusion and person centredness.  Person centredness is the principle adopted by service providers which places the needs and wishes of each service user above all other considerations and ensures that services are designed, organised and provided around what is important to the service user from his/her perspective. A person centred approach extends to looking at what is available in mainstream and community services rather than limiting services and supports to what is available within specialised disability services.  Moreover, a person centred service seeks to support the individual service user in a continuum of social inclusion which supports the individual in moving from dependence to independence and ultimately to inter-dependence within his/her own community.  Person centred services work to build a person centred organisational culture and remove any organisational barriers to achieving this.

2. Profile of People with Intellectual Disability in Ireland:

There are 25,557 people registered on the National Intellectual Disability Database.  Of these, 23,464 (92%) are receiving the core services they need.  15,563 (61%) individuals live in a home setting with parents, relatives, or foster parents.  A further 8,092 (32%) live in full time residential services and a further 713 (3%) live independently or semi-independently.  A total of 23,011 representing 90% of all those registered on the National Intellectual Disability Database are availing of day services.

The total number of those with moderate, severe and profound range of intellectual disability is 14,590 compared to 11,256 in 1974.  This overall increase is influenced by a number of factors, including the general population increase during this period, improved standards of care and an increase in the lifespan of people with intellectual disability.  There is also a distinct changing age profile over this period, with fewer children and young adults and more adults availing of, or indeed in need of, intellectual disability services.  The implications of these trends for service planners and providers are as follows:

· As the number of older adults with intellectual disability continues to increase, demand for residential services is intensifying and this is reflected in the current waiting lists for full-time residential services.

· Improved life expectancy among adults with a more severe intellectual disability is adding to this pressure because people are living longer and continuing to use services meaning that fewer places become free over time.

· The fact that people are living longer also poses new challenges to health care professionals.  As they age, people require a higher degree of support within day and residential services, and specific geriatric support services will be required.

· Presently the majority of adults with intellectual disability continue to live with their families.  As these caregivers age beyond their care-giving capacity, residential supports will be required.  

· Additional therapeutic support services will also be required for people who wish to continue to live with their families to enable this caring arrangement to continue.

3. What Has Been Achieved Over the Past Five Years (1999 – 2003):

	Day Services
	Residential Services
	Residential Supports

	· Increase in the number of people availing of  specialised programmes for older people with intellectual disability from 302 to 504 (67%)
	· The overall number of people living in community group homes has increased from 2,835 to 3,430 (21%)
	· The number of individuals availing of respite services has increased from 2,043 to 3,610 (77%)

	· An additional 653 people (85%) in supported employment
	· The number of people receiving year-round care in community group homes has increased from 1,315 to 2,160 (64%)
	· The number of people in receipt of regular part-time care has increased by 72%, from 113 to 194

	· The number in high-support day programmes has increased from 435 to 529 (22%) and the number in intensive day programmes has increased from 162 to 233 (44%)
	· 136 additional intensive placements designed to meet the needs of those with challenging behaviours, an increase of 92%
	· The number of people living semi-independently has increased from 150 to 201 (34%)

	· 95% increase in the number of children availing of early services, from 732 in 1999 to 1,428 in 2003
	· 42% reduction in the number of people with intellectual disability accommodated in psychiatric hospitals, from 854 to 494
	


4. Analysis of Unmet Needs & Costings:

According to the National Intellectual Disability Database 2003 Annual Report, there were 2,284 people who were either without services or without a major element of service.  Of these people:

· 348 have no service whatsoever;

· 1,721 have a day service, but need a residential service;

· 196 have a residential service, but need a day service;

· 19 receive minimal support at present.

A substantial number of people who already have a service require that service to be changed or upgraded during the period 2005 – 2008.  There is also a need for a substantial increase in the availability of residential and day supports and progress on the transfer of people with intellectual disability currently accommodated in psychiatric hospitals to more appropriate community based accommodation needs to be maintained.

The following is an outline of future service requirements to deal with waiting lists for services, together with associated costings:


Type of Service:
Places Required
Revenue Costing
Full time Residential Service Places Needed
2,101
223,592,869

Full Time Residential Service Enhancements
697
17,950,622
SUBTOTAL:


241,543,491

Health Funded Day Programme Places Needed
2,798
68,737,300

Health Funded Day Programme Enhancements
1,844
13,935,200

SUBTOTAL:


82,672,500

Residential Support Service Places Needed
1,967
35,222,630

Residential Support Service Enhancements
810
3,355,904

SUBTOTAL:


38,578,534

Day Support Service Places Needed
2,953
15,490,780
Day Support Service Enhancements
11,257
9,672,347

SUBTOTAL:


25,163,127

TOTAL INVESTMENT REQUIRED (2005 – 2008)


€387,957,652
SECTION 1

PROFILE OF EXISTING SERVICES
1.1 Vision:

The vision for people with disabilities is outlined in “Quality & Fairness”, the 2001 Health Strategy.  It is one of social inclusion and person centredness.  The aim is to enable each individual with a disability to achieve his/her full potential and maximum independence, including living in the community as independently as possible.  This aim is supported by the provision of a Health Service which meets the following criteria:

· Supports and empowers the individual service user, his/her family and community to achieve his/her full potential;

· Is there when the individual service user needs it;

· Is fair and can be trusted;

· Is obliged to listen to the needs and priorities of individual service users and, having listened, sets out and implements an agreed plan of service actions in partnership with the individual service user.

1.2 Person Centredness:

Person Centredness is the principle and approach adopted by service providers which places the needs and wishes of each service user above all other considerations.  Accordingly, person centred services are provided, organised and designed around what is important to the service user from his/her perspective.  A person centred approach extends to looking at what is available in mainstream and community services rather than limiting services and supports to what is available within specialised disability services.  Moreover, a person centred service seeks to support the individual service user in a continuum of social inclusion which supports the individual in moving from dependence to independence and ultimately to inter-dependence within his/her own community.  Person centred services work to build a person centred organisational culture and remove any organisational barriers to achieving this.

1.3 Services Provided:

Services provided to persons with an intellectual disability and their families include support and advice to families, home support services, early intervention services, special and / or integrated educational facilities, vocational training, sheltered employment and supported and open employment services.  Increasingly, services are providing comprehensive leisure and social activity programmes and where it is not possible for a person with an intellectual disability to live with his/her family or where the family is not in a position to provide full time care, the residential services needed range from respite care to 5 and 7 day care in either a residential centre or a community residence.

The development of person centred services has created a higher level of expectation among service users regarding the range of supports and services that they wish to experience.  This has created new demands for service provision which extends beyond the traditional service areas.  It includes all aspects of life and is highlighting the shortcomings, e.g. in the level of supports required to facilitate independent social and personal lives. Against this continuing evolving backdrop a more flexible approach to service planning and delivery is required.

1.4 Specialist Services:

A significant proportion of persons with an intellectual disability require more intensive or specialist intervention on an ongoing or intermittent basis.  The majority of people with intellectual disability suffer from some form of brain impairment and they are especially vulnerable in stressful situations.  As a group they are more likely than the average population to experience mental health difficulties and many present with challenging or disturbed behaviour.  Many of the service organisations have developed specialist services to meet the mental health needs of this population, however, access to mainstream psychiatric services continues to be a problem for people with mental health needs.  A review of the mental health services in Ireland is underway and this issue is receiving consideration in this context.  

1.5 People with Intellectual Disability in Psychiatric Hospitals:

It has been Government policy over the past 20 years that people with an intellectual disability should not be admitted to psychiatric hospitals unless they have an underlying psychiatric condition which cannot be appropriately treated elsewhere.  Accordingly, over the past number of years the Department of Health & Children, in conjunction with the Health Boards and Voluntary Service Providers, have been engaged in a programme to transfer persons with an intellectual disability, who are inappropriately placed in psychiatric hospitals, to more appropriate care settings.  Since 1996, there has been a 49% reduction in the number of people with intellectual disability accommodated in psychiatric hospitals.  These people have been transferred to more appropriate accommodation, primarily provided by voluntary service providers.

1.6 Information & Early Intervention:

From the moment parents are informed that their child has an intellectual disability, whether this is at birth or at a later stage in his/her development, there is a need for information and support for both parents and other members of the family.  The manner in which parents are informed of their child’s disability can add substantially to their distress, if not dealt sensitively and with compassion as has been documented by many parents of children with disabilities.  The provision of information and contacts with parents of other children with similar disability, together with the assistance of professionals in hospitals, community care and intellectual disability service providers, can greatly assist families in the early months after the birth of their son/daughter.  In this regard, the National Federation of Voluntary Bodies has recruited an Informing Families Co-ordinator, whose primary function is to support the development of national good practice guidelines on appropriate procedures to inform parents, and families, of their child’s/siblings intellectual disability.  The guidelines will be developed through a collaborative cross-sectoral partnership process with parents of children who have intellectual disability, at Management/Union level within hospital, community and intellectual disability services and with the Department of Health & Children, with the aim of ensuring that parents and families have the fullest information possible available to them and that a seamless service between hospital/community and voluntary agencies can be arranged for them.

SECTION 2

PROFILE OF PEOPLE WITH AN INTELLECTUAL 

DISABILITY IN IRELAND

2.1
Demographics:

In 2003 there were 25,557 people registered on the National Intellectual Disability Database (NIDD).  Those with a mild intellectual disability constitute 37% of all registrations, those with a moderate, severe, or profound intellectual disability constitute 57%, and those whose level of intellectual disability has not yet been established constitute 6%.
Of the persons recorded on the National Intellectual Disability Database, 34% are aged 19 years and under, 28% are aged between 20 and 34 years, 28% are aged between 35 and 54 years, and 10% are 55 years of age and over.  

The number of very young children with moderate, severe, and profound intellectual disability registered on the database (1,044 aged 4 years and under) is acknowledged to be considerably lower than expected.  In compiling the database, attempts are made to discover every child with intellectual disability at the earliest possible age so as to plan the most comprehensive treatment and education possible, but respect is also given to the growing number of situations where parents are reluctant to register their child on the database at a very early age.  It is estimated that the number of children aged 0-4 years, as recorded on the database, may be underestimated by somewhere in the region of 894 cases.   

2.2 Current Levels of Service Provision:

In 2003, 23,464 people with intellectual disability were receiving services, which accounted for 91.8% of the total population registered on the National Intellectual Disability Database.  A further 2,093 (8.2%) people were identified as not being in receipt of services. 356 of this group (1.4% of total) expressed a need for services in the period 2005-2008 and this figure represents a reduction of 112, or 24%, in the number of people in this category since 2002.  A summary of the overall level of service provision in 2003 is provided in Table 1. 

	Table 1.  National Intellectual Disability Database, Ireland 2003.

Summary of Service Provision in 2003.

	
	n
	%

	Receiving day services
	15335
	60.0

	Receiving 5- or 7-day residential services
	7598
	29.7

	Resident in a psychiatric hospital
	494
	1.9

	Receiving residential support services only
	37
	0.1

	Receiving no service
	356
	1.4

	No identified service requirements
	1737
	6.8

	Total
	25557
	100.0

	Note:  

4,065 day attenders and 456 full-time residents receive residential support services in addition to their principal service.

7,676 full-time residents receive a day service in addition to their full-time residential service.


2.2.1 Where do People with Intellectual Disability Live:

Almost two-thirds (61%, or 15,563 individuals) live in a home setting with parents, relatives, or foster parents.  The remainder of the population live in full-time residential services (32%, or 8,092 individuals), mainly residential centres, community group homes, and psychiatric hospitals, or they live independently or semi-independently (3% or 713 individuals).  

There were 8,092 people in receipt of full-time residential services in 2003.  Of these 8,092, 3,430 (42%) live in community group homes (an increase of 163 on 2002), 3,510 (43%) live in residential centres (an increase of 49 on 2002), 503 (6%) receive special intensive placements, either because they have profound or multiple disabilities or because they have special requirements due to challenging behaviour (the same number as in 2002), and 82 (1%) reside in nursing homes.  In 2003 there were 494 people with intellectual disability accommodated in psychiatric hospitals, a reduction of 21 (4%) since 2002. 

2.2.2
What do people with intellectual disability do during the day?

In 2003, 23,011 people, representing 90% of all those registered on the National Intellectual Disability Database, were availing of day services.  This represents an increase of 568 (2.5%) people availing of day services since 2002.   Day services are availed of by people who live at home or in independent living settings in the community (15,335 people) and by people who are also receiving full-time residential services (7,676 people).  The 2003 data indicate that 416 full-time residents have no day activity programme.    The top five day activities availed of by people with intellectual disability in 2003, and accounting for 70% of day service provision, were: activation programmes, sheltered work, special schools, special vocational training, and multidisciplinary support services only.

2.3 Recent Increase in Numbers:

In 2003, the total number of those in the moderate, severe, and profound range of intellectual disability is 14,590 compared to 11,256 in 1974, when the first census of this population was conducted (an increase of 30% or 3,334 individuals).  The prevalence of moderate, severe and profound intellectual disability has remained almost unchanged over this period.  It was 3.80 per thousand in 1974 and is now 3.72 per thousand.  Of particular interest, from the point of view of service planning and delivery, is that since 1996 this increase in numbers is confined to those aged 35 years and over.  The overall increase in numbers is influenced by a number of factors, including the general population increase during this period, improved standards of care, and an increase in the lifespan of people with intellectual disability.  

The graphical representation of the combined data for moderate, severe and profound intellectual disability shown in Figure 1 indicates a distinct changing age profile over the 29-year period from 1974 to 2003, with fewer children and young adults and more older adults availing of, or in need of, intellectual disability services.

[image: image5.wmf]0

500

1000

1500

2000

2500

3000

3500

4000

4500

5000

Numbers

0-4

5-9

10-14

15-19

20-34

35-54

55+

Age Group



Figure 1.  National Intellectual Disability Database, Ireland 2003.  

Numbers with moderate, severe, and profound intellectual disability 

(combined) by age group: 1974, 1981, 1996, 2003. 
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2.4 Continuing Demographic Challenges:

There is a population bulge originating in the 1960s and lasting until the mid-1970s currently moving through the intellectual disability services.  The growth in numbers with intellectual disability during the 1960s and 1970s is attributed to a high birth rate during that period and improved obstetric and paediatric care which meant that children born with more severe disabilities had a much better chance of surviving.  Data from the previous Censuses of Mental Handicap taken in 1974 and 1981 allow the progress of this group to be monitored. 

In 1974 there was a high prevalence rate in the 10-14 year age group.  The two subsequent datasets (1981 census and the first report from the NIDD in 1996) indicated that the highest prevalence rate was among the 15-19 year age group (1981) and then among the 20-34 year age group (1996).  This cohort has now begun to reach the 35-54 year age group and 2003 is the first time that the 35-54 year age group displays the highest prevalence rate for moderate, severe and profound intellectual disability.
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Not only does Ireland have a large young adult population with intellectual disability, but people with intellectual disability are also living much longer than previously, which further swells the numbers.  Increased longevity in this population is attributed in the international research literature to improved health and well-being, the control of infectious diseases, the move to community living, improved nutrition, and the overall improvement in the quality of health care services.  Figure 2 demonstrates that the population of people with intellectual disability in the Republic of Ireland is an ageing population.  In 1974, 29% of this population were aged 35 years and over, and a steady increase in the proportion aged 35 and over has been observed in each dataset since 1996, rising from 38% in 1996 to 46% in the 2003 dataset.  This increase between 1996 and 2003 represents 1,074 more people with a moderate, severe or profound intellectual disability aged 35 years and over.

2.5 Implications for Services:

Taken together, the combined effects of the baby-boom generation and increased longevity will result in significant demand for additional resources.  This demand is now presenting, and will continue to present, major challenges to service planners and providers:

· As the number of older adults with intellectual disability continues to increase, demand for residential services is intensifying and this is reflected in the current waiting lists for full-time residential services.

· Improved life expectancy among adults with a more severe intellectual disability is adding to this pressure because people are living longer and continuing to use services meaning that fewer places become free over time.

· The fact that people are living longer also poses new challenges to health care professionals.  As they age, people require a higher degree of support within day and residential services, and specific geriatric support services will be required.

· Presently the majority of adults with intellectual disability continue to live with their families.  As these caregivers age beyond their care-giving capacity, residential supports will be required.  

· Additional therapeutic support services will also be required for people who wish to continue to live with their families to enable this caring arrangement to continue.

SECTION 3

WHAT HAS BEEN ACHIEVED OVER THE PAST FIVE YEARS

3.1 Increases in Services Provision 1999 – 2003:

Key developments in the level of service provision over the life time of the investment programme include:


TABLE 2:

	Day Services
	Residential Services
	Residential Supports

	· Increase in the number of people availing of  specialised programmes for older people with intellectual disability from 302 to 504 (67%)
	· The overall number of people living in community group homes has increased from 2,835 to 3,430 (21%)
	· The number of individuals availing of respite services has increased from 2,043 to 3,610 (77%)

	· An additional 653 people (85%) in supported employment
	· The number of people receiving year-round care in community group homes has increased from 1,315 to 2,160 (64%)
	· The number of people in receipt of regular part-time care has increased by 72%, from 113 to 194

	· The number in high-support day programmes has increased from 435 to 529 (22%) and the number in intensive day programmes has increased from 162 to 233 (44%)
	· 136 additional intensive placements designed to meet the needs of those with challenging behaviours, an increase of 92%
	· The number of people living semi-independently has increased from 150 to 201 (34%)

	· 95% increase in the number of children availing of early services, from 732 in 1999 to 1,428 in 2003
	· 42% reduction in the number of people with intellectual disability accommodated in psychiatric hospitals, from 854 to 494
	


3.2 Investment Programme 1999 – 2003:

The period 1999 – 2003 saw an unprecedented level of investment in new services development for people with intellectual disabilities in Ireland.  While funding in the year 2003 was disappointing and had the effect of unravelling much of the good work which was achieved in the previous four years, much was nonetheless achieved over the 5 year programme as follows:

3.2.1 Full Time Residential Services:
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3.2.2 Residential Support Services:
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3.2.3 Health Funded Day Services:
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3.2.4 Health Funded Support Services:
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SECTION 4

ANALYSIS OF UNMET NEEDS

In analysing the data the assessment of need has been broken down into four categories as follows:

4.1 Unmet Need:

Unmet need describes those who are without any services whatsoever or who are without a major element of service, i.e. day place or fulltime residential place, and require these services in the period 2005-2008.

In 2003 there were 2,284 people who were either without services or without a major element of service:

· 348 of this group have no service whatsoever;

· 1,721 have a day service but need a residential service;

· 196 have a residential service but need a day service; and

· 19 receive minimal support at present.

4.2 Service Changes:

Service change describes those who already have a service but will require that service to be changed or upgraded during the period 2005-2008.  This group includes people who require an increased level of service provision, increased support within their existing services, transfers to more appropriate placements, or service changes to coincide with transition periods in their lives, for example movement from child to adult services, or from training to employment services.  

2,730 fulltime residential placements need to be changed (Appendix 1, Column C) or enhanced (Appendix 1, Column D) in the period 2005-2008.  

8,400 core health-funded day programmes also need to be changed (Appendix 2, Column D) or enhanced (Appendix 2, Column E) during the next four years.

Changes in services are required by people with intellectual disability who are growing older and for those who are suffering from alzheimers disease.  The increasing prevalence of autism also presents challenges to providers to realign their services more appropriately to meet the needs of people presenting with autistic spectrum disorders.

4.3
Support Services:

This section describes those who are without support services (residential and day) at present and require these services in the period 2005-2008 and those who already avail of support services but need these services changed or upgraded during the same period.  Most of this group are already in receipt of a major element of service.

4.3.1 Residential Supports:

1,637 people, who currently do not avail of residential support services (such as respite services, holiday placements, part-time care) will require such supports during this period (Appendix 3, Column A).  A further 1,140 who already avail of residential support services will need these services changed (Appendix 3, Column B) or enhanced (Appendix 3, Column D) during the period 2005-2008.

4.3.2.
Day Supports:

A range of support services is also delivered to people with intellectual disability, usually in conjunction with core day programmes.  These services include home support services, home help, home and centre-based day respite, early services, and multi-disciplinary services for school-age children and adults.  2,953 require access to these services in the period 2005-2008 (Appendix 4, Column A).  A further 11,257 will require their existing support service to be upgraded over the 4-year period (Appendix 4, Column B).
4.4
Residents in Psychiatric Services:

This section describes those who are currently inappropriately accommodated in psychiatric hospitals and need to transfer from these settings within the next four years and those who will remain resident in the psychiatric hospitals but require appropriate day services during the period.

A group of 307 individuals living in psychiatric hospitals in 2003 has been identified as needing to transfer from these locations to more appropriate accommodation over the four-year period (Appendix 1, Column B), of whom 133 will require health-funded day services (Appendix 2, Column B).  20 people who will continue to reside within the psychiatric services will need to be provided with appropriate health-funded day services (Appendix 2, Column C).

SECTION 5:

COSTINGS
5.1 REVENUE REQUIREMENTS:



€
€

(a)
Full time Residential Service Places Needed
223,592,869

(b)
Full Time Residential Service Enhancements
17,950,622

SUBTOTAL: (SEE APPENDIX A)

241,543,491

(c) Health Funded Day Programme Places Needed
68,737,300

(d)
Health Funded Day Programme Enhancements
13,935,200


SUBTOTAL: (SEE APPENDIX B)

82,672,500

(e)
Residential Support Service Places Needed
35,222,630

(f)
Residential Support Service Enhancements
3,355,904

SUBTOTAL: (SEE APPENDIX C)

38,578,534

(g)
Day Support Service Places Needed
15,490,780


(h)
Day Support Service Enhancements
9,672,347

SUBTOTAL: (SEE APPENDIX D)

25,163,127

TOTAL INVESTMENT REQUIRED (2005 – 2008)
387,957,652
5.2 EFFECTIVENESS & EFFICIENCY:

The Health Strategy and the Health Service Reform Programme promotes effectiveness and efficiency in the planning and delivery of services and in the utilisation of scarce resources.

The Intellectual Disability Sector fully endorse this approach, and have constantly promoted the concept of transparent accountability to the service user and to the funding authorities.

The sector is also committed to the development of high quality services and to the quality audit of same, to demonstrate the effectiveness of the way it supports service users and families.

The sector has joined with the Department of Health & Children and consumer representative bodies in a national monitoring exercise to measure the effectiveness and efficiency of the service development programme, and the National Federation would recommend that this process continue and be strengthened.

It is important also that co-operation and co-ordination at local level is further developed to ensure that innovative approaches to the delivery of seamless person centred services that also deliver value for money is taken.  The sector is fully committed to this.

5.3 RECRUITMENT & RETENTION OF STAFF:

5.3.1
While service providers are still experiencing difficulties in relation to both the recruitment of certain categories of staff, the National Monitoring Committee has acknowledged in successive annual reports the intensive efforts which have been, and continued to be, made by all service providers to ensure that existing service levels are maintained.

5.3.2 However, the adverse effects of the implementation of an approved ceiling on the numbers employed in the Health Services are becoming very obvious.  There are ongoing concerns in relation to the ability of service providers to develop new services, or even maintain existing service provision, when the focus is increasingly being placed on capping overall numbers employed.

5.3.3 The National Federation of Voluntary Bodies shares with the National Monitoring Committee and others a concern that where additional funding is made available to meet the specific needs, no allowance is being made by the Department of Finance for the additional posts required to deliver these services.  Services for people with intellectual disability and those with autism are by their very nature labour intensive.  Because of the type of supports required there is also a need to ensure that there is a certain level of stability and continuity in the personnel employed to deliver these programmes.  This is very difficult to achieve in the current situation where because of the public service employment ceiling, and regard to the fact that there is funding available, service providers may not be in a position to fill specific key posts or to recruit allied health professionals such as speech & language therapists, should the opportunity arise.

	Appendix 1.  National Intellectual Disability Database 2003

Overall Demand for Full-time Residential Services  2005-2008

	
	A
	B
	C
	D
	E
	F

	 
	New services required by people living at home
	New services required by people transferring from psychiatric hospitals
	Service changes required by people in existing full-time residential places
	Upgrade/  Enhancement of existing place required
	Places vacated by people in full-time residential places transferring to new place
	Shortfall (-)/ Excess (+) of places arising from demand

	
	
	
	
	
	
	

	5-day community group home
	325
	0
	25
	39
	229
	-121

	7-day (48-week) community group home
	294
	2
	233
	73
	133
	-396

	7-day (52-week) community group home
	827
	79
	879
	346
	175
	-1610

	5-day residential centre
	18
	0
	1
	7
	81
	62

	7-day (48-week) residential centre
	44
	4
	38
	58
	285
	199

	7-day (52-week) residential centre
	120
	119
	143
	106
	989
	607

	Nursing home
	19
	6
	44
	0
	28
	-41

	Psychiatric Hospital
	1
	0
	0
	0
	0
	-1

	Intensive placement (challenging behaviour)
	64
	72
	370
	41
	43
	-463

	Intensive placement (profound or multiple disability)
	64
	23
	300
	27
	46
	-341

	Other/unspecified intellectual disability service
	0
	2
	0
	0
	6
	4

	Designated residential support placement
	0
	0
	0
	0
	[18a]
	0

	Total
	1776
	307
	2033
	697
	2015
	-2101

	a 18 designated residential support places being blocked by full-time residents will be freed up but they have not been deducted from the total

	  number of full-time residential places required as they should not be made available for full-time use.
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	Service
	 Overall Demand 
	 Unit Cost 
	Total Cost  

	5-day community group home
	                        121 
	                       58,428 
	            7,069,788 

	7-day (48-week) community group home
	                        396 
	                       65,800 
	          26,056,800 

	7-day (52-week) community group home
	                     1,610 
	                       71,283 
	       114,765,630 

	5-day residential centre
	                        (62)
	                       60,000 
	          (3,720,000)

	7-day (48-week) residential centre
	                      (199)
	                       63,000 
	        (12,537,000)

	7-day (52-week) residential centre
	                      (607)
	                       66,000 
	        (40,062,000)

	Nursing home
	                           41 
	                       41,600 
	            1,705,600 

	Psychiatric Hospital
	                             1 
	                       71,283 
	                  71,283 

	Intensive placement (challenging behaviour)
	                        463 
	                    162,292 
	          75,141,196 

	Intensive placement (profound or multiple disability)
	                        341 
	                    162,292 
	          55,341,572 

	Other/unspecified intellectual disability service
	                          (4)
	                       60,000 
	              (240,000)

	TOTAL:
	                     2,101 
	
	       223,592,869 

	
	
	
	

	
	
	
	

	Average Cost for Full Time Residential Service
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	(Column D Costing : Upgrade / Enhancement to existing place required)
	

	
	
	
	

	Service
	 Overall Demand 
	 1/3 of Unit Cost 
	 Total Cost 

	5-day community group home
	                           39 
	                       19,476 
	               759,564 

	7-day (48-week) community group home
	                           73 
	                       21,933 
	               1,601,133  

	7-day (52-week) community group home
	                        346 
	                       23,761 
	            8,221,306 

	5-day residential centre
	                             7 
	                       20,000 
	               140,000 

	7-day (48-week) residential centre
	                           58 
	                       21,000 
	               1,218,000 

	7-day (52-week) residential centre
	                        106 
	                       22,000 
	            2,332,000

	Nursing home
	                              - 
	                                 - 
	                             - 

	Psychiatric Hospital
	                              - 
	                                 - 
	                             - 

	Intensive placement (challenging behaviour)
	                           41 
	                       54,097 
	            2,217,991 

	Intensive placement (profound or multiple disability)
	                           27 
	                       54,097 
	            1,460,628 

	Other/unspecified intellectual disability service
	                              - 
	                                 - 
	                             - 

	TOTAL:
	                        697 
	
	          17,950,622 

	Average Cost to Upgrade/Enhance Existing Residential Service

TOTAL COST FOR APPENDIX 1
	
	
	25,754

241,543,491
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Overall Demand for Core Health-Funded Day Programmes  2005-2008



	
	A
	B
	C
	D
	E
	F
	G

	 
	New services required by people without day services
	New services required by people transferring from psychiatric hospitals
	Service changes required by people within psychiatric hospitals
	Service changes required by people receiving day services
	Upgrade/ Enhancement to existing place required
	Places vacated by people receiving day services 
	Shortfall (-)/ Excess (+) of places arising from demand

	
	
	
	
	
	
	
	

	Mainstream pre-school
	2
	0
	0
	209
	7
	142
	-69

	Special pre-school
	5
	0
	0
	166
	37
	377
	206

	Child education and development centre
	0
	0
	0
	55
	23
	148
	93

	Special vocational training
	70
	2
	1
	965
	33
	761
	-277

	Activation centre
	192
	45
	3
	887
	885
	1226
	99

	Programme for the older person
	31
	11
	13
	812
	162
	33
	-834

	Special high-support day service
	22
	52
	2
	389
	86
	186
	-279

	Special intensive day service
	26
	17
	0
	574
	21
	23
	-594

	Sheltered work centre
	55
	3
	0
	693
	507
	1134
	383

	Sheltered employment centre
	5
	1
	0
	100
	1
	21
	-85

	Other day service
	2
	0
	0
	16
	2
	74
	56

	Enclave within open employment
	2
	0
	0
	23
	0
	3
	-22

	Supported employment
	45
	0
	1
	1268
	71
	76
	-1238

	Open employment
	17
	0
	0
	142
	4
	31
	-128

	Generic vocational training
	35
	0
	0
	230
	4
	154
	-111

	Generic day services
	3
	2
	0
	27
	1
	34
	2

	All Services
	512
	133
	20
	6556
	1844
	4423
	-2798
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	Service
	Overall Demand
	Unit Cost
	Total Cost

	Mainstream pre-school
	                           69 
	                       15,100 
	            1,041,900 

	Special pre-school
	                      (206)
	                      17,100 
	          (3,522,600)

	Child education and development centre
	                        (93)
	                       19,600 
	          (1,822,800)

	Special vocational training
	                        277 
	                       19,600 
	            5,429,200 

	Activation centre
	                        (99)
	                       25,700 
	          (2,544,300)

	Programme for the older person
	                        834 
	                       20,900 
	          17,430,600 

	Special high-support day service
	                        279 
	                       32,100 
	            8,955,900 

	Special intensive day service
	                        594 
	                       38,800 
	          23,047,200 

	Sheltered work centre
	                      (383)
	                       17,100 
	          (6,549,300)

	Sheltered employment centre
	                           85 
	                       17,100 
	            1,453,500 

	Other day service
	                        (56)
	                       25,700 
	          (1,439,200)

	Enclave within open employment
	                           22 
	                       17,100 
	               376,200 

	Supported employment
	                     1,238 
	                       20,000 
	          24,760,000 

	Open employment
	                        128 
	-
	                             - 

	Generic vocational training
	                        111 
	                       19,600 
	            2,175,600 

	Generic day services
	                          (2)
	                       27,300 
	                (54,600)

	TOTAL:
	                     2,798 
	
	          68,737,300 

	Average Cost for Day Programme


	
	
	24,567
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	(Column E Costing : Upgrade / Enhancement to existing place required)
	

	
	
	
	

	Service
	Overall Demand
	1/3 of Unit Cost
	Total Cost

	Mainstream pre-school
	                             7 
	                         5,033 
	                  35,233 

	Special pre-school
	                           37 
	                         5,700 
	               210,900 

	Child education and development centre
	                           23 
	                         6,533 
	               150,267 

	Special vocational training
	                           33 
	                         6,533 
	               215,600 

	Activation centre
	                        885 
	                         8,567 
	            7,581,500 

	Programme for the older person
	                        162 
	                         6,967 
	               1,128,600 

	Special high-support day service
	                           86 
	                         10,700 
	               920,200 

	Special intensive day service
	                           21 
	                         12,933 
	               271,600 

	Sheltered work centre
	                        507 
	                         5,700 
	            2,889,900 

	Sheltered employment centre
	                             1 
	                         5,700 
	                    5,700 

	Other day service
	                             2 
	                         8,567 
	                  17,133 

	Enclave within open employment
	                              - 
	                         - 
	                             - 

	Supported employment
	                           71 
	                         6,667 
	               473,333 

	Open employment
	                             4 
	-
	                             - 

	Generic vocational training
	                             4 
	                         6,533 
	                  26,133 

	Generic day services
	                             1 
	                         9,100 
	                    9,100 

	TOTAL:
	                     1,844 
	
	          13,935,200 

	Average Cost to Upgrade/Enhance Day Programme
	
	
	7,557



	
	
	
	

	TOTAL COST FOR APPENDIX 2 
	
	
	       82,672,500 

	
	
	
	


	Appendix 3.  National Intellectual Disability Database, Ireland 2003.

Future Residential Support Service Requirements.

	
	A
	B
	C
	D

	
	New services required by people without residential support services
	Additional services
required by people receiving residential support services
	Total - 
new services
	Upgrade/Enhancement to existing service required

	Foster care and boarding-out
	3
	2
	5
	1

	Living independently
	67
	23
	90
	0

	Living semi-independently
	245
	41
	286
	12

	Holiday residential placement
	165
	38
	203
	0

	Crisis or planned respite
	955
	68
	1023
	791

	Occasional respite care with host family
	95
	28
	123
	5

	Overnight respite in the home
	8
	6
	14
	0

	Shared care or guardianship
	3
	7
	10
	0

	Regular part-time care (2/3 days per week)
	25
	62
	87
	1

	Regular part-time care (every weekend)
	6
	14
	20
	0

	Regular part-time care (alternate weeks)
	7
	39
	46
	0

	Other residential service
	58
	2
	60
	0

	All services
	1637
	330
	1967
	810
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	Service
	Overall Demand
	Unit Cost
	Total Cost

	Foster care and boarding-out
	                             5 
	                       10,000 
	                  50,000 

	Living independently
	                           90 
	                       12,218 
	            1,099,620 

	Living semi-independently
	                        286 
	                       24,436 
	            6,988,696 

	Holiday residential placement
	                        203 
	                       12,218 
	            2,480,254 

	Crisis or planned respite
	                     1,023 
	                       12,218 
	          12,499,014 

	Occasional respite care with host family
	                        123 
	                       12,218 
	            1,502,814 

	Overnight respite in the home
	                           14 
	                       12,218 
	               171,052 

	Shared care or guardianship
	                           10 
	                       35,641 
	               356,410 

	Regular part-time care (2/3 days per week)
	                           87 
	                       38,952 
	            3,388,824 

	Regular part-time care (every weekend)
	                           20 
	                       38,474 
	               769,480 

	Regular part-time care (alternate weeks)
	                           46 
	                       35,641 
	            1,639,486 

	Other residential service
	                           60 
	                       71,283 
	            4,276,980 

	TOTAL:
	                     1,967 
	
	          35,222,630 

	Average Cost for Residential Support Service
	
	
	17,907
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	(Column D Costing : Upgrade / Enhancement to existing service required)
	

	
	
	
	

	Service
	Overall Demand
	1/3 of Unit Cost
	Total Cost

	Foster care and boarding-out
	                             1 
	                       3,333 
	                  3,333 

	Living independently
	                              - 
	                                 - 
	                             - 

	Living semi-independently
	                           12 
	                       8,145 
	               97,744 

	Holiday residential placement
	                              - 
	                                 - 
	                             - 

	Crisis or planned respite
	                        791 
	                         4,073 
	            3,221,479 

	Occasional respite care with host family
	                             5 
	                         4,073 
	                  20,363 

	Overnight respite in the home
	                              - 
	                                 - 
	                             - 

	Shared care or guardianship
	                              - 
	                                 - 
	                             - 

	Regular part-time care (2/3 days per week)
	                             1 
	                       12,984 
	                  12,984 

	Regular part-time care (every weekend)
	                              - 
	                                 - 
	                             - 

	Regular part-time care (alternate weeks)
	                              - 
	                                 - 
	                             - 

	Other residential service
	                              - 
	                                 - 
	                             - 

	TOTAL:
	                        810 
	
	            3,355,904 

	Average Cost to Upgrade/Enhance Existing Residential Support Service
	
	
	4,143

	
	
	
	

	
	
	
	

	TOTAL COST FOR APPENDIX 3
	
	
	       38,578,534 

	
	
	
	


	Appendix 4.  National Intellectual Disability Database, Ireland 2003.

Future Day Support Service Requirements.

	
	A
	B
	C

	
	New services required 
	Upgrade/Enhancement to existing service required
	Overall Demand

	Home Support
	512
	108
	620

	Home Help
	48
	0
	48

	Centre-based Day Respite
	177
	44
	221

	Day Respite in the Home
	3
	1
	4

	Early Services
	19
	892
	911

	Multi-disciplinary support services
	2194
	10212
	12406

	All services
	2953
	11257
	14210


	Appendix 4: Future Day Support Service Requirements
	
	

	
	
	
	

	Service
	Overall Demand
	Unit Cost
	Total Cost

	Home Support
	                        512 
	                       15,100 
	            7,731,200 

	Home Help
	                           48 
	                         5,000 
	               240,000 

	Centre-based Day Respite
	                        177 
	                       27,300 
	            4,832,100 

	Day Respite in the Home
	                             3 
	                         5,000 
	                  15,000 

	Early Services
	                           19 
	                       17,100 
	               324,900 

	Multi-disciplinary support services
	                     2,194 
	                         1,070 
	            2,347,580 

	TOTAL:
	                     2,953 
	
	          15,490,780 

	Average Cost for Day Support Service


	
	
	5,246

	
	
	
	

	Appendix 4: Future Day Support Service Requirements
	
	

	(Column B Costing : Upgrade / Enhancement to existing service required)
	

	
	
	
	

	Service
	Overall Demand
	1/3 of Unit Cost
	Total Cost

	Home Support
	                        108 
	                         5,033 
	               543,600 

	Home Help
	                              - 
	                                  - 
	                             - 

	Centre-based Day Respite
	                           44 
	                         9,100 
	               400,400 

	Day Respite in the Home
	                             1 
	                         1,667 
	                    1,667 

	Early Services
	                        892 
	                         5,700 
	            5,084,400 

	Multi-disciplinary support services
	                   10,212 
	                            357 
	            3,642,280 

	TOTAL:
	                   11,257 
	
	            9,672,347 

	Average Cost to Upgrade/Enhance Existing Day Support Service


	
	
	859

	
	
	
	

	TOTAL COST FOR APPENDIX 4
	
	
	       25,163,127 

	
	
	
	


BASIS OF COSTINGS

In compiling the costings used in Appendix 1 – 4, we had regard to the following:

· Midland Health Board costings (2003), which have been agreed in partnership with the Midland Area Federation Committee.  The Midland Health Board costings (2003) have been adjusted to include pay increases i.e. Benchmarking and Sustaining Progress up to 1st December, 2004; 

· Eastern Regional Health Authority Costing Exercise currently in progress in the ERHA Area.

It should be noted that the following costings have not been included in this report:

· Employer contribution in the sum of 7% in respect of the National Federation of Voluntary Bodies Pension Scheme

· Clinical costs in the sum of 10%

· Administration costs in the sum of 7%

· Staff Training Costs

· With regard to Supported Employment we know from experience that Supported Employment provides a service for only 50% of the week and therefore we have costed this at €20,000 per place.

· Capital charges have been omitted from this report.  However, it is estimated that an average of €150,000 would be required per residential place and €112,500 per day place.
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Figure 1.  National Intellectual Disability Database, Ireland 2003.  

Numbers with moderate, severe, and profound intellectual disability 

(combined) by age group: 1974, 1981, 1996, 2003. 
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Proportion of people with moderate, severe, and profound intellectual disability (combined) over 35 years: 

1974, 1981, 1996, 1998-2003. 
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		Increase in year-round service provision in community and campus settings





		Intensive placements for people with challenging behaviour have almost doubled





		42% reduction in numbers resident in psychiatric hospitals





I am now going to give you a brief overview of where the main developments have taken place before taking a closer look at residential service provision.  The 1999 data from the NIDD is being used as a baseline and the current position, as reported to the NIDD in 2003, is shown on each graph and I will summarise key developments.





In terms of full-time residential services we can see an



Increase in year-round service provision in community and campus settings – less reliance on families taking people home at weekends and holiday times



Increase in the provision of intensive residential placements for individuals with challenging behaviour – almost doubled over the lifetime of the investment programme
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		Growth in early services and pre-schools





		Increase in services for



older people with ID,

activation placements

high support and intensive placements



		Decline in services for older children and young adults





Growth in the provision of all early services (- almost doubled at 95%) including pre-schools (25%)



Increase in services for

older people with ID, (74%)

activation placements (5%  +218 people availing of this service)

high support (22%)  and intensive placements (44%)



Decline in services for older children and young adults – CEDC, Primary school, Special VT, Sheltered Work, Sheltered Employment.  



The NIDD also captures details of employment services which are not included in today’s presentation as they are not funded from the health budget but this data shows an 85% increase in the numbers in supported employment and the numbers in receipt of generic vocational training have more than doubled.
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		Growth in all support services



Home support

Home help

Day respite

Multi-disciplinary inputs



		Emerging services



Home-based day respite



All health-funded support services have experienced growth over the term of the investment programme and new services, such as home-based day respite, are emerging.



The data on multidisciplinary inputs should be interpreted with caution.  These inputs were first reported to the NIDD in 1999 and in all likelihood may have been underreported at that point in time.  Over the intervening period, the method by which these data were collected changed and the individual discipines are now explicitly listed on the form which possibly increased both the quantity and quality of data returned.  However, we have become aware that therapists have been reporting their entire caseload regardless of whether cases were active or not.  From 2004, individuals will only be reported as being in receipt of these services if they receive four or more inputs in a twelve month period.
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		Increase in provision of respite services





		Increase in regular part-time care (2-3 days per week)



		Increase in numbers living semi-independently





There has been a dramatic increase in the provision of respite services – 77% more people are now availing of respite



The numbers receiving regular part-time care has more than trebled and 



there is one-third more people living semi-independently now than in 1999.
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