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Report to National Council for Special Education:  Consultation on the Implementation of the Education for Persons with Special Educational Needs (EPSEN) Act 2004
Summary & Recommendations
1.1. Introduction

The National Federation of Voluntary Bodies Providing Services to People with Intellectual Disability is a national representative umbrella organisation for voluntary/non statutory agencies who provide direct services to people with intellectual disability.  The National Federation consists of 61 Member Organisations (Appendix 1) throughout the Republic of Ireland.  Within our membership 33 organisations provide educational services and supports.  The Member Organisations of the National Federation account for 85% of direct service provision to people with intellectual disability in Ireland which they provide on behalf of the Health Service Executive (HSE) which has statutory responsibility for the provision of such services. 

The National Federation of Voluntary Bodies welcomes this consultative approach to the prioritisation of the implementation of the Education for Persons with Special Educational Needs Act (2004).  The National Federation of Voluntary Bodies Member Organisations are significant providers of education services and play a key role in supporting the education of people with Intellectual disability.  Member Organisations have demonstrated a long history of commitment to education services and supports, and have demonstrated the ability to embrace new service developments in such provision. Given the significant involvement of Member Organisations in education, the National Federation of Voluntary Bodies considers it essential that Member Organisations are involved in detailed consultation with the Department of Education & Science, National Council for Special Education and Department of Health & Children at all stages in the implementation of the Education for Persons with Special Educational Needs (EPSEN) Act 2004 and the Disability Act 2005. 
As major service providers, committed to providing quality services, we are in an important position to contribute to the debate on best practice and consequently expect to be consulted on developments in education service provision. The introduction of the EPSEN Act 2004 and Disability Act 2005 are important milestones in the history of education and support service provision to people with disability in Ireland.  We recommend that it is critical that the necessary interface between the EPSEN Act and the Disability Acts is understood and procedurally mapped out. 

In the past ten years, there has been a significant move towards children accessing mainstream education services and receiving support in such educational placements. The provision of adequate resources to ensure that the required radical change occurs is of central importance.  We note that the Acts require the specification of supports and resources.  
1.5.2. Development of Quality Systems
National Federation of Voluntary Bodies Member Organisations have made a substantial commitment to the development of quality systems which measure quality of life outcomes for people with intellectual disability and/or autistic spectrum disorder as well as quality of process.  The challenge to Member Organisations in developing quality systems is to be inclusive across departmental boundaries, while keeping the child and their family at the centre of the debate process.  
1.5.3. Multi Cultural Ireland
All of our Member Organisations report a significant increase in the number of children from non-English speaking backgrounds being referred to their services. Families who have come from other countries now constitute a large portion of children receiving services (e.g. 40% on new referrals in a Member Organisation in Dublin) which raises a number of issues to be urgently addressed in relation to culture and language. 

1.7. Member Organisations Recommendations in respect of Interface of EPSEN Act 2004 and Disability Act 2005:
1. We recommend partnership and consultation with key stakeholders.  
2. We recommend that the vision of the future of education services needs to be developed by all stakeholders together in order to meaningfully create a shared view of the future of education provision. 
3. We recommend that it is critical that the necessary interface between the EPSEN Act and the Disability Acts is understood and procedurally mapped out. 

4. We recommend an unambiguous commitment by Government to provide the necessary resources.

5. We recommend that the development of education services needs to deliberate quality systems developments and processes.

6. We recommend the provision of appropriate interpretation and translation services, the availability of materials in the required languages, which are culturally appropriate, and diversity and disability awareness training which takes account of this new cultural era.

2.1.1. Brief Overview of Service Provision 

Of the sixty one National Federation of Voluntary Bodies Member Organisations, thirty three provide educational and support services to children and adolescents with intellectual disability. The following information refers to the responses from thirty one Member Organisations (n=31)
.  
· The Number of Children and Pupils receiving Educational & Support Services 
      (ages birth to 18+ years) from 31 organisations (n=31) as of 30th September 2005: 
· 4,960 in total, of whom, 3,110 are male, and 1,850 are female.

Of the 4,960 children/pupils and their families in receipt of educational services from the Member Organisations: 

· 1,110 children are in Early Services,

· 1,363 pupils are in Mainstream Schools,

· 2,262 pupils are in Special Schools and 

·    225 pupils are in Child Education & Development Centres.
The National Intellectual Disability Database Committee Annual Report 2005 identifies 8,537 people with intellectual disability in receipt of services in the 0-19 age groups of whom 5,243 are male and 3,294 are female.  Therefore, National Federation Member Organisations (n=31) account for a very significant percentage (approximately 58%) of education services to children with intellectual disability. 
In addition, fifteen Member Organisations identify in excess of 519 children/pupils, of whom, 347 are male, and 172 are female, who are currently waitlisted. The fact that waitlists exist is of great concern to Member Organisations at such a crucial stage in the lives of children.   The waitlist is as a result of shortage of services, which with the provision of adequate resources could be eliminated.

Of the 31 (n=31) Member Organisations:

· 24 provide services to pupils with a mild level of intellectual disability, 
· 31 provide services to pupils with a moderate level of intellectual disability,
· 29 provide services to pupils with severe and profound levels of intellectual disability,
· 29 provide services to pupils with intellectual disability and autistic spectrum disorder, and

· 5 provide services to pupils with autistic spectrum disorder only.
Of the 31 Member Organisations (n=31):
· 26 provide support to children in early services,
· 12 provide support to pupils in mainstream schools, 
· 24 provide support to pupils in 48 Special Schools, and

· 10 provide support to pupils in 21 Child Education & Development Centres.
2.2.2. Children & Families Receiving Early Services & Preschools (Birth to 6 years) 

Twenty six Member Organisations (n=31) provide a range of early services to children and families throughout the country.  There are 443 children in the 0-3 age group, of whom 420 have intellectual disability, 21 have intellectual disability and autistic spectrum disorder and 2 have autistic spectrum disorder only.  Member Organisations provide early services to 667 children in the 3-6 age group, of whom 520 have intellectual disability, 100 have intellectual disability and autistic spectrum disorder and 47 have autistic spectrum disorder only.  This accounts for a significant level of service provision, as typically early service interventions are intensive at this stage of development.
	Age Group
	Intellectual Disability (Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Intellectual Disability

& Autistic Spectrum Disorder
(Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Autistic

Spectrum Disorder

(Total No.)
	Male 
(Total

No.)
	Female

(Total

No.)
	Total

	0-3
	420
	243
	177
	21
	18
	3
	2
	1
	1
	443

	3-6
	520
	300
	220
	100
	87
	13
	47
	31
	16
	667

	Total


	940
	543
	397
	121
	105
	16
	49
	32
	17
	1110


Note:  77% of the figure for Autistic Spectrum Disorder (only) represents one service provider who offers a regional Autistic Spectrum Disorder service

Table 2.2:  Children and Families Receiving Early Services

2.2.4.    Upward trend in Referrals 

There has been also been a significant increase in the number of new early service referrals to Member Organisations.  This significant increase in referrals is of grave concern given that there has been no appreciable increase in resources. 
2.2.11. Member Organisations Recommendations in respect of Early Services: 
1. We recommend the imperative provision of resources to provide services to abolish waitlists, acknowledging that especially in the formative years, that provision of such service is a priority. 

2. We recommend detailed evaluation of the effectiveness of the different models of early referral systems prior to roll out nationally.

3. We recommend detailed consultation with the key stakeholders to determine which referral model will operate within the single point of contact systems. 

4. We recommend the provision of mainstream preschools is enhanced. 
5. We recommend the provision of adequate full early service trans/interdisciplinary teams.   

6. We recommend that the opportunity which exists within the legislation to address the needs of children in this 0-6 age group is grasped. This will involve the National Council identifying who is to fund such provision - the Department of Health & Children or the Department of Education & Science - and to provide a mechanism to make this a reality.

7. We recommend the full and appropriate funding of Early Services as a mater of urgency in implementing the EPSEN Act 2004.

8. We propose that it is beneficial to adopt a child and family continuous quality improvement model.

9. We recommend the development of links between the CECDE and National Council on the development of quality model and in other related work.
2.3. National Federation of Voluntary Bodies support to Mainstream Schools

Only twelve Member Organisations (n=31) provide support to pupils in mainstream school. Currently 1,363 children attend mainstream schools with some level of support from Member Organisations. National Federation of Voluntary Bodies Member Organisations provide support to 1,363 pupils in mainstream primary and secondary schools in approximately 350 schools, around the country. Proportionately there are significantly more pupils in mainstream primary schools than secondary schools. 
	Age Group
	Intellectual Disability (Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Intellectual Disability & Autistic Spectrum Disorder
(Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Autistic Spectrum Disorder
(Total No.)
	Male 
(Total

No.)
	Female

(Total

No.)
	Total

	6-11
	487
	305
	182
	196
	144
	52
	178
	130
	48
	
861

	12-18+
	363
	202
	161
	43
	33
	10
	96
	60
	36
	502

	Total


	850
	507
	343
	239
	177
	62
	274
	190
	84
	1363


Note:  Autistic spectrum disorder (only) represents one service provider who has a regional remit for the provision of Autistic Spectrum Disorder services

Table 2.3:  Children and Families Receiving Support in Mainstream Schools
2.3.4 Transfer of Children from Mainstream School to Special School
Of particular concern to Member Organisations is that despite there being 1,363 pupils in mainstream schools, special schools report the transfer of 481 pupils from mainstream schools to special schools.   Of this cohort, 215 pupils are under 12 years of age, 249 pupils are under 15 years of age and 17 pupils are under 18 years of age.  We consider this a strong signal that the current inclusive mainstream provision is not working as effectively as required.  
2.3.7 Member Organisations Recommendations in respect of Mainstream School Provision:
1. We recommend increased resources and more flexibility in the use of learning support, resource teacher and special needs assistant resources to ensure that they benefit children to the full. 

2. We recommend that urgent, serious debate needs to take place between the National Federation of Voluntary Bodies, National Council for Special Education, Department of Education & Science and NEPS to plan the necessary arrangements to provide a full and equitable psychological service to all pupils with intellectual disability in need of such a service.
3. We strongly recommend that there should be appropriate provision of interdisciplinary and other supports to children in mainstream school.  We also suggest such resources are funded by the Department of Education & Science to specialist disability agencies (or other experienced service providers) to provide dedicated mainstream schools supports which are crucial and essential to meet the needs of children (who require such support) and of their families to support their successful education and inclusion in mainstream schools. 

4. We recommend that appropriate class sizes are discussed, agreed and implemented.

5. We strongly recommend that the range of issues impacting on meaningful mainstream education service to children with intellectual disability are addressed.  This will involve the most significant investment in supports to mainstream schools, as a matter of priority in implementing the EPSEN Act 2004. The resources required are listed below and detailed in Chapter 4.  

2.4. Special Schools 
Twenty four National Federation Member Organisations (n=31) have at least one Special School.   Member Organisations are either patrons, or have under their aegis, 48 special schools and the majority of these are under the patronage of the organisation.  There are 2,262 children in Special Schools, of whom 2,083 have intellectual disability and 179 have Intellectual disability and autistic spectrum disorder.  

	Special Schools
	Intellectual Disability (Total No.)
	Male

(Total 

No.)
	Female

(Total

No.)
	Intellectual Disability & Autistic Spectrum Disorder
(Total No.)
	Male

(Total 

No.)
	Female

(Total

No.)
	Autistic Spectrum Disorder
(Total No.)
	Male 
(Total 

No.)
	Total

	Total No.

	2083
	1284
	799
	179
	130
	49
	0
	0
	2262


Table 2.4:  Children and Families Receiving Special School Provision
To adequately meet the needs of pupils, a broad range of teachers and other staff are employed directly in the school and in the interdisciplinary team who support the work of those working directly with the children.  Inclusive education is bringing changes to the emphasis of special schools.  Children with mild/moderate intellectual disability are more likely to be attending mainstream schools while children with severe/profound intellectual disability may attend special schools. 
2.4.8. Member Organisations Recommendations in respect of Special School Provision:
1. We recommend smaller class sizes in special schools to provide education services to children who have more complex needs.  
2. We recommend the maintenance, recognition and continued resourcing of special schools while mainstream school supports become more developed.                               

3. We recommend immediate discussion on the future of special schools.  

4. We recommend resources to meet the complex needs of children using these services. 

5. We recommend the development and provision of resources for parents and teachers/ and other staff in the management of students with challenging behaviours.  
6. We recommend the Department of Education and Science provides extra staffing to support the management of challenging behaviour.
7. We recommend the adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 

2.5.2. Child Education Development Centres (CEDC)
Ten National Federation Member Organisations operate twenty-one Child Education & Development Centres (CEDCs) throughout the country. The Child Education Development Centres provide an intensive support and education service to the 225 pupils with complex needs, with a breakdown of gender of 142 male and 83 female as follows:

	Child Education & Development Centres (CEDCs)
	Total No. 
of Pupils
	No. 
of Male
	No. 
of Female

	Total No.

	225
	142
	83


Table 2.5:  Numbers of Children in CEDCs
There is a growing trend towards seeking transfer from Department of Health and Children funding to Department of Education & Science funding for these services. However, some Member Organisations will remain under Department of Health and Children at the strong request of parents.
2.5.6. Member Organisations Recommendations in respect of CEDC Provision:
1. We recommend the continued exploration of transfer of funding from Department of Health and Children to Department of Education & Science for these services.

2. We recommend resources to meet the complex needs of children using these services. 

3. We recommend the development and provision of resources for parents and teachers and other staff in the management of students with challenging behaviours.  
4. We recommend the Department of Education and Science provides extra staffing to support the management of challenging behaviour. 

5. We recommend that the adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 
6. We recommend that schools develop programmes aimed at developing social skills of teenagers, providing support to families and providing link workers similar to the outreach role described earlier, to share responsibility for meeting these needs.  
3.1.1. Information and Training Needs on EPSEN Act 2004 & Disability Act 2005
Fundamental to the implementation of the Act is to ensure that everyone is familiar with the provisions of the Act. The National Federation of Voluntary Bodies has identified that there is varied familiarity with the EPSEN & Disability Acts which suggests a key task for all stakeholders is to raise awareness of the Acts, their key provisions, their linkages and the potential implementation process and issues. 

We recommend that the National Council have a central role in this information process.

3.2. Priorities to be Addressed in Implementing the EPSEN Act 2004

The following sections detail recommendations specifically to sections of the EPSEN Act 2004.
Section 1 – Interpretation 
Appropriate Education - To the Greatest Extent Practicable

We recommend a holistic, whole life needs approach to service provision.
Provision for 0-6 year olds
We recommend that the National Council address the joint implementation of the EPSEN Assessment and IEP (Individual Education Plan) procedures with and Disability Act assessment procedures for this group, considering the inappropriateness of formal assessment at an early age. 

We recommend the National Council need to identify who is to fund early service provision, and to provide a mechanism to make this a reality. 

School Year

We recommend the National Council address the issue of July provision in relation to the education provision of pupils with significant disability as a priority.

Special Educational Needs

We recommend that the National Council adopt a person centred inclusive model of engagement.

Team – Trans/Interdisciplinary Team 

We recommend wider consideration is given to team membership and attention is also given to and interdisciplinary model of teaming and to team processes.

We recommend significant increases in interdisciplinary support are required.  We propose that funding needs to be made available from Department of Education & Science for full interdisciplinary team provision or that a mechanism is provided for such provision through the Department of Health and Children. 
We recommend an increase in the training places to provide the required numbers of qualified staff.
We recommend the development of an agreed caseload case mix as a priority.  
Section 2 – Inclusive Education  

We recommend the availability of resources to meet the above requirements to strengthen the provision of mainstream education provision.

We recommend that the provision of a range of models of inclusive education must be considered, creating new opportunities. The potential to consider the reconfiguration of the resources of special schools to support mainstream schools and by perusing dual enrolment models exists.  New structures are required which will enable the sharing of expertise between mainstream and special education to ensure the best use of knowledge and resources to appropriately meet the needs of pupils.

Section 3 – Preparation of Education Plan by School 

Time frames

We recommend that serious consideration is given to how the current level of provision of appropriate team members and psychology services can meet the one month time scale for assessment. We recommend serious investment in substantial immediate development of services.  

We recommend that given that improved planning processes will take additional time, recognition of additional needs are factored in staff allocations.   

Child involvement in the IEP
We recommend that stronger references to the involvement of the child in the IEP should be developed in the guidelines for Assessment and IEP’s. 

Parental Involvement 
We recommend in the implementation of the Act that practice develops to be inclusive and valuing of parent involvement, to ensure that parents are identified as essential members of the team in these sections.  
Section 4 – Assessment – Preparation of Education Plan at Direction of Council, 
and, Section 9 – Content of Education Plan
We strongly recommend the development of joint assessment processes as determined in the EPSEN and Disability Acts.  

For most organisations IEP’s have been part of current practice for some time, and although they have not had the legal status now conferred by the Act, they have determined the supports and services available to children/pupils. A wealth of knowledge of the IEP system already exists within the Member Organisations of the National Federation of Voluntary Bodies. The foundational principles of the IEP are based on holistic and whole life focused approaches which are strengths and needs driven and framed in a person centered planning context.  The National Federation of Voluntary Bodies perceive the assessment, and preparation of the IEP as part of an integrated approach based on person centred planning principles, which merges the assessment requirements of the EPSEN Act and Disability Acts for people with intellectual disability. These person centred planning principles are listed in Appendix 3. 
We strongly recommend the development of a person centered, holistic, whole life, strengths and needs driven joint integrated assessment and IEP process to meet the requirements of the EPSEN Act and Disability Acts for people with intellectual disability, as illustrated in Appendix 6. 

We recommend that that National Council, Department of Education & Science and Department of Health and Children provide clarification of roles and responsibilities this new process.
We recommend that the interface of the assessment elements of the EPSEN Act 2004 and the Disability Act 2005 means that such engagement with National Federation of Voluntary Bodies is imperative.

Section 6 – Appeals in Relation to Assessments 
We recommend that clear operational guidelines which are accessible to parents, with a timeframe for decisions, with adequate resources and the ability to redress problems are required.

Section 7 - Provision of Services 

We recommend urgent engagement with the National Federation of Voluntary Bodies to clarify these issues.
Section 11 – Review of Education Plan 

We recommend ongoing reviews with the minimum provision of a review on an annual basis.  

We recommend that the old plan is reviewed and a new plan developed by the appropriate team members. 

We recommend the availability of resources to implement the plan and a comprehensive monitoring system to ensure actions take place.
Section 13 – Duty of Minister and Minister for Health and Children to make Resources available, and 
Section 39 – Duty of Health Boards
We recommend urgent discussion and clarification on how the heretofore “Health” funded resources will be determined in this new process, and clarity on the provision of and enforcement of funding.  
Section 14 – Duty of Schools

We recommend that the Boards of Management structure is reviewed and this review addresses the many key stakeholders currently excluded in the existing structure.

Section 16 – Implementation of Relevant Education Policy by Health Boards
In the absence of a complete transfer of support services to the Department of Education and Science, we welcome section 16 of the EPSEN Act 2004. 
Section 17 – Liaison Officers
We recommend an effective co-ordinating mechanism between Department of Health & Children, the Department of Education & Science and the Health Service Executive.
We recommend that if an operable solution is not developed then the provision of support services and early intervention services transfer solely to the Department of Education & Science.

Section 19 – National Council for Special Education
We recommend that the National Council for Special Education could support National Federation Member Organisations in the future through a range of actions, in particular through consultation and co-ordination. 

Section 20 – Functions of Council

We recommend the need for improved consultation and collaboration nationally and regionally and in particular a comprehensive response, especially for people with significant disability.

Section 21 – Membership of Council, and 
Section 22 – Membership of Consultative Forum
We recommend the membership of these Committees needs to include Boards of Management, membership of patron voluntary agencies and National Federation representation. We are also advocating for the inclusion of parents & people with disability on the representation.

Section 25 – Employees 
We recommend clarification on the range of people who will be employed by the Council.  

Section 26 – Special Educational Needs Organisers
We recommend consultation with National Federation of Voluntary Bodies Member Organisations in relation to the development of the SENO role.

Section 27 – Curriculum 
In a significant proportion of organisations all areas of the revised Primary Curriculum and Draft Guidelines for Children with General Learning Disabilities have been implemented.  

3.3. Implications for implementation of the EPSEN Act 2004
Issues implicated in the implementation of the Act which have not yet been addressed elsewhere in the report and includes specific issues for different stakeholder groups are highlighted. 
We recommend the need to explore the provision of services to people within the autistic spectrum.

4.1.  Resource Commitment
As previously stated the Disability Legislation has the potential to make the true inclusion of People with Intellectual Disability in mainstream society a reality.  However, this will not materialise without the commitment by Government of the necessary resources to provide appropriate facilities and services (interdisciplinary teams, equipment, buildings, transports and assisted supports).  We are in no doubt that there is a direct link between the level of resource allocation and the extent to which true inclusion can be achieved.
We recommend the commitment by Government of the necessary resources to provide appropriate facilities and services (interdisciplinary teams, equipment, buildings, transports and assisted supports etc.)  to ensure that true inclusion can be achieved.

We recommend clarity as to who will fund services previously funded by Dept. of Health & Children/HSE and how will the sanction for such posts be approved. We recommend that resources funding address the areas listed in Chapter 4.
Report to National Council for Special Education’s
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Report to National Council for Special Education:  Consultation on the Implementation of the Education for Persons with Special Educational Needs (EPSEN) Act 2004
Chapter 1:   Setting the EPSEN Act 2004 in Context
1.1. Introduction

The National Federation of Voluntary Bodies Providing Services to People with Intellectual Disability is a national representative umbrella organisation for voluntary/non statutory agencies who provide direct services to people with intellectual disability.  The National Federation consists of 61 Member Organisations (Appendix 1) throughout the Republic of Ireland.  Within our membership 33 organisations provide educational services and supports.  The Member Organisations of the National Federation account for 85% of direct service provision to people with intellectual disability in Ireland which they provide on behalf of the HSE which has statutory responsibility for the provision of such services. The National Federation Member Organisations share:

· A clear vision rooted in the respect for the value and dignity of the person;

· The autonomy and freedom to run services in a person centred, caring, responsible and creative way;

· The recognition of partnership with persons with intellectual disability, their parents and families and with statutory and voluntary bodies;

· The recognition of the need to meet each person’s individual needs and advocating for the fulfilment of those needs; and

· The recognition of the authorities and responsibilities of the public authorities as statutory bodies in the service of persons with intellectual disability and as funding authorities.

This report sets out to:

· Clarify and quantify the role of National Federation of Voluntary Bodies Member Organisations (n=31) in the provision of education,

· Identify, from this knowledge base the priority issues in relation to the EPSEN Act 2004,

· Highlight areas requiring clarification in the interplay of EPSEN Act 2004 and Disability Act 2005,

· Highlight areas of concern in relation to possible interpretation of the EPSEN Act 2004,

· Detail the National Federation of Voluntary Bodies recommendations in relation to all sections of the EPSEN Act 2004,

· Suggest a prioritised approach to the implementation of the EPSEN Act 2004 and Disability Act 2005 which illustrate the vision of the National Federation of Voluntary Bodies to the future of education services to people with intellectual disability in Ireland.

This report has been developed through the National Federation of Voluntary Bodies Education Sub Committee (See Appendix 2). The committee contributed to the development of the questionnaire which was used as the means to consult with the National Federation of Voluntary Bodies Membership. The timeline was challenging, and given the tight time restrictions on preparing the response, fifteen Member Organisations provided full responses, while sixteen Member Organisations forwarded critical data of figures with some level of detailed response. The statistics state in each case the number of Member Organisations to which they refer. Other detailed comments were deemed by the committee to reflect the broad view of Member Organisations and are believed to be a representative response. 
1.2. National Federation of Voluntary Bodies Role in Education

The National Federation of Voluntary Bodies welcomes this consultative approach to the prioritisation of the implementation of the Education for Persons with Special Educational Needs Act (2004).  The National Federation of Voluntary Bodies Member Organisations are significant providers of education services and play a key role in supporting the education of people with Intellectual disability.  Member Organisations (n=31)
 support in excess of 4,960 children in educational services throughout the country, of whom:

· 1,110 children are in Early Services,
· 1,363 children are in Mainstream Schools,
· 2,262 children are in Special Schools, and

· 225 children are in Child Education & Development Centres.
Member Organisations have demonstrated a long history of commitment to education services and supports, and have demonstrated the ability to embrace new service developments in such provision.  In the past ten years there has been a significant move towards children accessing mainstream education services and receiving support in such educational placements.

The National Federation warmly welcomes the commitment of this Act in promoting the rights of children with an intellectual disability to avail of, and benefit from, appropriate education.  We welcome the rights for children with intellectual disability to participate in an inclusive way in the social and economic activities of society and to live independent and fulfilled lives.  We welcome the significant step towards the development of a mandatory Individual Education Plan (IEP) and the recognised importance of the role of parents in this process.  We expect the National Council will play a key role in ensuring these rights are achieved.

Given the significant involvement of Member Organisations in education, the National Federation of Voluntary Bodies considers it essential that Member Organisations are involved in detailed consultation with the Department of Education & Science, National Council for Special Education and Department of Health & Children at all stages in the implementation of the Education for Persons with Special Educational Needs (EPSEN) Act 2004 and the Disability Act 2005.  The National Federation of Voluntary Bodies considers it essential for the interplay of the two acts to be scrutinised, to ensure that the needs of children are fully met to facilitate their meaningful inclusion in society. 

The vision of the future of education services needs to be developed by all stakeholders together in order to meaningfully create a shared view of the future of education provision. The EPSEN Act 2004 has not provided a clear picture of what education services will look like in 5/10 years time.  The question remains, how strong is the commitment to inclusive education, and will the necessary resources be provided for real inclusion. 
As major service providers, committed to providing quality services, Member Organisations are in an important position to contribute to the debate on best practice and consequently expect to be consulted on developments in education service provision.  Partnership and consultation with key stakeholders is crucial. 

In March 2002, the National Federation of Voluntary Bodies held a conference entitled “Making Education a Reality for Pupils with Severe and Profound Intellectual Disability”. Significant recommendations were developed through discussion groups representing a broad range of stakeholders, including Department of Education & Science, Irish National Teachers Organisation, Irish Nurses Organisation, etc. addressing key issues which are of utmost importance to effecting appropriate education for pupils with significant support needs and are detailed in Appendix 5. However, the National Federation of Voluntary Bodies takes the view that the recommendations are of interest to the provision of appropriate education to people with disability generally. 
The next section of the report explores the vision underpinning the EPSEN Act 2004 and the Disability Act 2005, the current trends in education provision and development of services, and the multi-cultural changes in Irish society and the implications these raise in the provision of education services for people with intellectual disability.

1.3. Vision

The introduction of the EPSEN Act 2004 and Disability Act 2005 are important milestones in the history of education and support service provision to people with disability in Ireland. While these pieces of legislation, taken together, provide for the first time a statutory right to assessment of need and other important rights, they do not set out a vision for the future configuration of educational and other supports for people with disability in Ireland. The National Federation of Voluntary Bodies would argue that the legislation sets the conditions for the development of such a vision, but this can only be achieved by comprehensive consultation with all stakeholders. The opportunity now exists to ensure that the legislation will have a profound impact in terms of the maximisation of opportunities for, and true inclusion of all people with disability in Ireland going forward.

Of central importance, is the provision of adequate resources to ensure that the required radical change occurs. We note that the Acts require the specification of supports and resources. What is required, in our view, is an unambiguous commitment by Government to provide the necessary resources to put in place, for example, the necessary supports for mainstream provision including reduced class sizes, interdisciplinary teams and educational supports.

1.4. Interface of Education for People with Special Educational Needs (EPSEN) Act 2004 and Disability Act 2005
It is critical that the necessary interface between the EPSEN Act 2004 and the Disability Act 2005 is understood and procedurally mapped out. We are deeply concerned at the lack of consultation with the National Federation of Voluntary Bodies in discussing this interface given our centrality in the provision of education to people with intellectual disability and given the importance of our experience of working in practice between education and health, on the ground over a long number of years. 

We interpret that there are three fundamental tensions between the two Acts:
· The EPSEN Act 2004, whilst setting the definition within a medical paradigm, adopts a broad approach to defining “special education needs” and embraces children with intellectual disability and children with learning difficulties and is open to wide interpretation. However, the Disability Act (2005) definition of “disability” in relation to a person means “a substantial restriction in the capacity of the person to carry on a profession, business or occupation in the state or to participate in social or cultural life in the state by reason of an enduring physical, sensory, mental health or intellectual impairment”. This espouses a more exclusionist approach and sets a far higher eligibility bar to access services than is the case with the EPSEN Act 2004 in relation to this definition of disability. 

· A second tension lies is in the legislative principles of the two Acts; the Disability Act 2005 makes a substantial move from under the umbrella of health and embraces a multi departmental focus on the needs of people with disability while the primary focus of the Act is at risk of focusing on educational needs and not whole life needs. 

It is our understanding that one unified assessment/needs identification process is to meet the requirements of both Acts.  Thus definitions and the process of assessments are critical to the implementation to the Acts. This view is supported by O’Brien (1997) and in the National Disability Authority Guidelines on Person Centred Planning in the Provision of Services for People with Disabilities in Ireland (2005).  Quality & Fairness (2001) gives the voice to the fundamental principles of in particular person centeredness.  We strongly urge that a person centred approach is adopted. This is based on best practice and is in keeping with the broad thrust of service development in intellectual disability services at present.  The person centred planning process has been driving service provision and development adopted by service providers over the past decade.
· A third tension exists for National Federation Member Organisations, and lies in the inclusiveness of the needs of the family.  In the case of pre-school children, person centredness means child and family centredness (Council on Quality & Leadership, 2000) and should be interpreted to mean the extent to which the service is responsive to the needs and priorities of the family.  In services for school-age children, the child and the family are the focus, with an increasing focus on the teenager’s needs and priorities as they approach adulthood. There is a risk that the focus of the Disability Act 2005 and the EPSEN Act 2004 will be on the child alone and not the child within their family system. 
1.5. Recent Trends and Developments
1.5.1. Education Trends
In the past five years we have witnessed the consolidation of a number of changes in the trend in education provision, particularly in the choice of schooling and the changes in Irish society as we become increasingly multi-cultural.

The trends in choices of education options in the past 5 years are:

· The vast majority of parents of younger children are choosing integrated options. 

· For children under 6, a wider variety of pre-school services are available. 
· An increase in parental expectation in relation to an interdisciplinary service for their children.

· An increase in the pupils attending mainstreaming schools, most children with mild intellectual disability and children with Down syndrome have opted for mainstream schools.

· There are more pupils opting for autistic spectrum disorder special schools, e.g.., ABA.

· Special schools are being requested to enrol pupils with more complex needs. 
· Special schools and have been able to become more specialised with improved choice, for example, Junior & Leaving Cert programmes, Applied and FETAC approved courses.

· Children with severe/profound levels of Intellectual disability have remained in special schools.

1.5.2. Development of Quality Systems
National Federation of Voluntary Bodies Member Organisations have made a substantial commitment to the development of quality systems which measure quality of life outcomes for people with intellectual disability and/or autistic spectrum disorder as well as quality of process.  Achieving quality is a complex task requiring a whole system approach - no one element of the system can ensure or deliver a quality service without the full participation of the broad range of stakeholders. Quality service provision is an outcome of effective interaction between people with intellectual disabilities, employees, board members, funding bodies and the broader community to which services are provided.  While the range of stakeholders and complexity of interaction describes the context for service provision, the primary customer is the pupil with a disability and their families.  Other stakeholders will, to varying degrees, have requirements to be met but the person and their family using the service must be acknowledged as having the central perspective on the quality of the service they receive.

Traditionally, the quality of services for people with disabilities was measured by how well organisations met standards and criteria that were defined by experts. These standards usually emphasised organisational processes and programmes. There was an assumption in this design that if organisations operated these processes, they would deliver a high quality service.  More recently, the measurement of quality has focused on the results of organisational processes and what these results deliver from the service user’s perspective. This approach starts with the person using services and works back through organisational processes to determine if what the organisation does, results in meaningful supports and services to the person. Putting people with disabilities at the centre of the evaluation process requires organisations to design supports and services around the priorities of the people served.  Putting people served at the centre of organisational evaluation is the key to building person centred services.

The challenge to Member Organisations in developing quality systems is to be inclusive across departmental boundaries, while keeping the child and their family at the centre of the debate process.  We propose that the development of education services needs to deliberate such quality developments and processes.

The Department of Health & Children’s Draft National Standards for Disability Services are contained in a framework for quality using a whole systems approach.  A system is an integrated whole, greater than the sum of its parts whose relationships are ordered by a unifying principle. In the case of the National Standards, this unifying principle is person centredness.  Member Organisations are committed to the development of high quality services and to the quality audit of same, to demonstrate the effectiveness of the way it supports people with intellectual disabilities and their families.

1.5.3. Multi Cultural Ireland
All our Member Organisations report a significant increase in the number of children from non-English speaking backgrounds being referred to their services. Families who have come from other countries now constitute a large portion of children receiving services (e.g. 40% on new referrals in a Member Organisation in Dublin) which raises a number of issues to be urgently addressed in relation to culture and language. 

Similarly, consultation with parents and the professional groups of the National Federation of Voluntary Bodies, ‘Informing Families Project’, which was established in 2004 to develop and implement national best practice guidelines for informing families of their child’s disability, identified the following points with regards to culture and language.  These points although identified in the course of the project on the initial informing of diagnosis have relevance and equally relate to ongoing service provision:
· Many of the non-Irish families speak, or have a member who speaks good English, however, many do not. 

· There is a difference in quality and availability of interpreter services depending on region; with interpretation services readily available in some areas, but difficult to access and only available over the phone in other areas. 
· In addition there are many professionals who are not native English speakers and this can pose difficulties for families who may have difficulty in understanding what is being said. 

· It is not good practice to use family members as interpreters, however, this is happening in practice. 
· It is difficult to verify that families with limited English have understood information presented to them. A tendency of people to nod and say ‘Yes’, even when something has not been understood, has been identified. 

· Some disciplines noted that it would be useful to have access to written materials for supply to parents in languages other than English. It was noted that the information being explained to parents can be quite complex and is further complicated when there is a language barrier to be overcome. 

· Situations where one member of the family (particularly the father in some cultures) speaks English and interprets for other members of the family who do not have been identified. There have been several instances where, for possible cultural reasons, this family member has not passed on full or accurate information to the non-English speaking member. 
International disability research suggests that having a disability and being from culturally or linguistically diverse backgrounds can be a double disadvantage, as it can exacerbate difficulties in accessing appropriate support services (Kinebanian & Stomph, 1992; Lynch, 1992). A range of strategies for addressing cultural and linguistic issues within disability services are identified in the literature. Germanos- Koutsounadis (1990) and Fitch et al (1992) suggested that disability services need to consult with ethnic communities in relation to developing policies and organisation-wide strategies to facilitate service delivery for people of non-English speaking background. The importance of health, social and disability workers developing cross-cultural skills, including an understanding of their own values and beliefs is frequently recommended in literature (Phipps, 1995).  Schofield (1990) suggested the employment of bilingual or bicultural staff and the provision of multilingual information.   The Right from the Start Working Group (2003) state that “if an interpreter is required care should be taken in their selection and on no account should a family member be expected to undertake this role”

The significant increase in the population of children from non-English speaking backgrounds requires that a range of additional needs are met, for example:

· Availability of skilled translators, 

· Availability of information in the families first language,

· Additional time to understand the needs of the family and for the family to absorb Irish service provision, 

· Generally, the need for training to improve cultural awareness, and to take account of the existing family diversity, 

· Specifically, awareness of how different cultures interpret disability, and that different cultures have different communication styles, all of which need to be taken into account when communicating with families.  
We recommend the provision of appropriate interpretation and translation services, the availability of materials in the required languages, which are culturally appropriate, and diversity and disability awareness training which takes account of this new cultural era.

1.6. Conclusion

This chapter set out to review the current context for the EPSEN Act 2004. In so doing it briefly illustrated the role of National Federation of Voluntary Bodies in education provision, established the need for consultation on the vision of the future shape of Education provision for people with intellectual disability, has explored the interface and linkages with the Disability Act 2005, and noted the existing trend towards the choice of mainstream schools by parents of children with intellectual disability. The development of quality system processes with the focus on person centered approaches and the outcomes for individuals were discussed. The implications and requirements of the move to a multi cultural Ireland for services were examined. The next chapter takes a detailed look at the role of the National Federation of Voluntary Bodies in education provision and identifies implications for the implementation of EPSEN Act 2004. 

1.7. Member Organisations Recommendations in respect of Interface of EPSEN Act 2004 and Disability Act 2005:
1 We recommend partnership and consultation with key stakeholders.  As major service providers, committed to providing quality services, we are in an important position to contribute to the debate on best practice and consequently expect to be consulted on developments in education service provision. 
2 We recommend that the vision of the future of education services needs to be developed by all stakeholders together in order to meaningfully create a shared view of the future of education provision. 

3 We recommend it is critical that the necessary interface between the EPSEN Act 2004 and the Disability Acts is understood and procedurally mapped out. 

4 We recommend an unambiguous commitment by Government to provide the necessary resources.

5 We recommend that the development of education services needs to deliberate quality systems developments and processes.

6 We recommend the provision of appropriate interpretation and translation services, the availability of materials in the required languages, which are culturally appropriate, and diversity and disability awareness training which takes account of this new cultural era.

Chapter 2:   National Federation of Voluntary Bodies Member       Organisations Role in Provision of Education Services

2.1. Introduction

This chapter begins with a brief overview of the role of National Federation of Voluntary Bodies Member Organisations in the provision of education and supports services. It then describes in detail, Early Services (birth up to 6 years), including preschool provision, a wide range of supports to pupils in Mainstream Schools, patronage and operation of Special Schools under the aegis of Member Organisations and the operation of Child Education & Development Centres. Each section will identify current trends and developments, describe in detail the type of service provided, and the numbers of children and their families availing of each service.  Key issues and recommendations pertaining to that service which have relevance for the implementation of the EPSEN Act 2004 are identified. 
2.1.1. Brief Overview of Service Provision 

Of the sixty one National Federation of Voluntary Bodies Member Organisations, thirty three provide educational and support services to children and adolescents with intellectual disability. The following information refers to the responses from thirty one Member Organisations (n=31). 
· The Number of Children and Pupils receiving Educational & Support Services 
      (ages birth to 18+ years) from 31
 organisations (n=31) as of 30th September 2005: 
· 4,960 in total, of whom, 3,110 are male, and 1,850 are female.

Of the 4,960 children/pupils and their families in receipt of educational services from the Member Organisations: 
· 1,110 children are in Early Services,

· 1,363 pupils are in Mainstream Schools,

· 2,262 pupils are in Special Schools, and 
·    225 pupils are in Child Education & Development Centres.

The National Intellectual Disability Database Committee Annual Report 2005 identifies 8,537 people with intellectual disability in receipt of services in the 0-19 age groups of whom 5,243 are male and 3,294 are female.  Therefore, National Federation Member Organisations (n=31) account for a very significant percentage of education services to children with intellectual disability, approximately 58% based on the provision of educational and support services to 4,960 children/pupils as detailed above. 

In addition, fifteen Member Organisations identify in excess of 519 children/pupils, of whom, 347 are male, and 172 are female, who are currently waitlisted. The fact that waitlists exist is of great concern to Member Organisations at such a crucial stage in the lives of children.   It is imperative especially in the formative years that provision of service is provided when required. The waitlist is as a result of shortage of services, which with the provision of adequate resources could be eliminated.

Of the 31 Member Organisations:

· 24 provide services to pupils with a mild level of intellectual disability, 
· 31 provide services to pupils with a moderate level of intellectual disability, 

· 29 provide services to pupils with severe and profound levels of intellectual disability,
· 29 provide services to pupils with intellectual disability and autistic spectrum disorder, and
· 5 provide services to pupils with autistic spectrum disorder only.
Of the 31 Member Organisations (n=31):
· 26 provide support to children in early services,
· 12 provide support to pupils in mainstream schools, 
· 24 provide support to pupils in 48 Special Schools, and

· 10 provide support to pupils in 21 Child Education & Development Centres.
National Federation of Voluntary Bodies Member Organisations are either patrons, or have under their aegis, 48 special schools and the majority of these are under the patronage of Member Organisations.   

The National Federation of Voluntary Bodies are clearly significant contributors to the process of education support to people with intellectual disability and autistic spectrum disorder in Ireland, in providing in excess of 58% of services.  The following sections explore this involvement in greater depth in Early Services, Mainstream Support Services, Special Schools and CEDC and highlight important issues and recommendations for consideration in the implementation of the EPSEN Act 2004.
2.2. Early Services and Preschools (Birth to 6 years) 

2.2.1. Introduction 

This section includes discussion on key aspects of early service delivery including details of the numbers of children using existing services, and outlines a new process of referral to early services and the current upward trend of referrals.  We describe the revised model of early intervention through the early services interdisciplinary teams, the current provision of preschool services, the need for further preschool development. We welcome the establishment of the CECDE and their work on quality frameworks, and conclude with the need for parent resources and an outline of key issues which remain to be addressed with proposed recommendations.  

2.2.2. Children and Families Receiving Early Services

The National Federation of Voluntary Bodies discussions with the Department of Education & Science during the drafting of the EPSEN Act 2004 sought the inclusion of all children, including children under 6, to fall within the remit of the Act.  The Act allows for the inclusion of all children’s services including provision to children in the 0-6 category which is to be welcomed.  However, specific actions are required in the operation of the Act, to make this legislative opportunity a reality.   We welcome the acknowledgement of the Department of Education & Science in their role to this age group in their remit to establish and support the Centre for Early Childhood Development and Education (CECDE).

Twenty six Member Organisations (n=31) provide a range of early services to children and families throughout the country.  There are 443 children in the 0-3 age group, of whom 420 have intellectual disability, 21 have intellectual disability and autistic spectrum disorder and 2 have autistic spectrum disorder only.  Member Organisations provide early services to 667 children in the 3-6 age group, of whom 520 have intellectual disability, 100 have intellectual disability and autistic spectrum disorder and 47 have autistic spectrum disorder only.  This accounts for a significant level of service provision, as typically early service interventions are intensive at this stage of development.
	Age Group
	Intellectual Disability (Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Intellectual Disability

& Autistic spectrum disorder
(Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Autistic

Spectrum Disorder

(Total No.)
	Male 
(Total

No.)
	Female

(Total

No.)
	Total

	0-3
	420
	243
	177
	21
	18
	3
	2
	1
	1
	443

	3-6
	520
	300
	220
	100
	87
	13
	47
	31
	16
	667

	Total


	940
	543
	397
	121
	105
	16
	49
	32
	17
	1110


Note:  77% of the figure for Autistic Spectrum Disorder (only) represents one service provider who offers a regional Autistic Spectrum Disorder service

Table 2.2:  Children and Families Receiving Early Services

2.2.3. Referral to Early Services

Traditionally the model of referral to intellectual disability services has involved the identification of a child who is considered to require additional support and referral to the assessment / admission team of Member Organisations. This team in turn assesses if the service is appropriate to meet the needs of the child and family. However, this model has been under review nationally and a number of Member Organisations have been involved in newer models of referral.

National Federation of Voluntary Bodies members contributed to the debate on screening, one stop shop entry and referral processes as part of the Strategic Review of Disability Services currently been undertaken by the Department of Health & Children (DOHC). This idea of the “one stop shop” approach to referral aims to eliminate the situation whereby parents of children with disabilities have to chase and find out the appropriate service for their child, and aims to ensure that children do not fall through the gaps in service provision.  The National Federation of Voluntary Bodies supports the concept of a single point of entry for all children to access Disability Intervention Services. There is also a growing understanding that such teams must be founded on national agreements in respect of caseloads for Intervention Teams, with clear referral pathways between Maternity Hospitals, Primary Care Teams and Early Services agreed and standardised across all regions in Ireland.

However, how this single point of entry to services operates is open to interpretation and a number of models are being piloted in Ireland at present. There is also a growing body of research on tried and tested models elsewhere.  Specific questions that need to be addressed are as follows:

· How does a single point of entry operate?
· As a screening function only with referral to the appropriate service for intervention, or
· As an Assessment and intervention teams which operate on a single agency model only or an interagency model?

In some geographical areas, e.g. HSE North East and in HSE Mid-Western, new models of screening and intervention to identify the most suitable service for the child and family are being explored.  In HSE North East, this approach involves a single point of entry after which an interagency screening team undertake a “paper screening process” to determine the most suitable service. This involves an interagency team making an initial decision of the most appropriate service using the available reports.  The most suitable service then works with the referred child and family. 

Children’s Services in the Mid-West region are currently going through a stage of significant development.  From April 2005 Early Intervention Services (children age 0 to 6 years) have been delivered by four early intervention teams covering Limerick City and County. The development of this service has resulted from the formation of a partnership between a range of disability service providers and the HSE.

This model of service delivery includes:

· Comprehensive play based interventions and individual or family based interventions. The play based interventions are designed and implemented by qualified Early Childhood Specialists and the Interdisciplinary team.

· Interventions are delivered in a group or individual setting as appropriate.

· Each child has a key worker who is approved by the parents/caregivers.

· Home programmes are delivered by appropriate professional staff, where appropriate.

We recommend detailed consultation with the key stakeholders to determine which model will operate within the single point of contact systems. We recommend detailed evaluation of the effectiveness of the different models prior to roll out nationally.

2.2.4. Upward trend in Referrals 

An RTE news report (2005), states that “Ireland now has the fastest growing population in Europe, according to the latest figures from the Central Statistics Office.  In the year to May 2004 the population grew by 2.2% or 87,000, and now stands at 4.13 million. The figures suggest that immigration, particularly from the 10 new EU accession states, has played a significant role in the growth of the population and labour force.  It is noted that over a third of immigrants came from the 10 countries which joined the EU in May 2004 and further breakdown showed that 17% were from Poland, with 9% from Lithuania, while 24% came from outside the EU and US”. 

There has been also been a significant increase in the number of new early service referrals to Member Organisations. This significant increase in referrals is of grave concern given that there has been no appreciable increase in resources. For one Member Organisation the annual referrals in 2005 significantly exceeded any annual referral rate in preceding years. Current levels of resources will not be sufficient to meet the additional demand for services. Such further requests for services are waitlisted. Fifteen Member Organisations indicate that a minimum of 519 children are waitlisted for services. Some of these children have to wait for over a year for assessment.  

Member Organisations are deeply concerned at growing waitlists for services, especially early services. These waiting lists cannot be addressed without the allocation of additional resources.
2.2.5. Model of Early Services

The Early Childhood Services support families with a child or children who have an intellectual disability from birth to six years. Some of these children have additional disabilities such as autistic spectrum disorder, or a physical or sensory disability. 
Some of the Member Organisations Early Services teams have recently moved from older models of early service provision to newer more collaborative child and family centred approaches. These new models are identified as best practice. Shonkoff and Meisels (1990), Sloper (1999) and Carpenter (1997) identify the following common features of successful services:

· An holistic approach to assessing and meeting family need,
· An emphasis on the importance of collaborative relationships with professionals,
· A consistent, single point of contact,
· A flexible, individualised needs-led approach,
· A focus on parent perception of need, and
· The empowerment of parents.
Guralnick (1997) whose book “The Effectiveness of Early Intervention” is the seminal work summarising the ‘state of the art’ of Early Intervention describes the hallmarks of effective Early Intervention services as follows. (O’Connor et al 2004).  Effective services should:

· “Centre on the needs of families,
· Be based in the community,
· Be able to thoroughly and efficiently integrate the contributions of multiple disciplines, and
· Have the capacity to plan and co-ordinate supports and services from multiple disciplines”. (Guralnick, 1997).
The current prevailing philosophy underpinning services provided by our members is a family centred approach through which the trans/interdisciplinary teams aim to support parents and acknowledge that the family and their local community are of primary importance to the child. A range of interdisciplinary services and holistic supports are provided to children in their own homes, their local preschools, and in their community.  The interdisciplinary team members typically include parents, paediatrics, social workers, psychologists, community nurses, physiotherapists, occupational therapists, speech and language therapists, home teachers, local preschool supports and family support workers. 

Broadly speaking Member Organisations Trans/Interdisciplinary team models are founded on the core principles of:
· Child and family centred model focusing on the parents concerns priorities and resources and having an holistic, capacity and strengths based approach for the child, 

· Working in partnership and collaboration, through the development of individual family service plans,

· Bringing services to the child’s family and community, e.g. service closer to families, with the aim of building inclusive communities,
· Assessments should take place in a natural environment, for example the home, pre-school, school or community through a play-based approach which benefits from the richness of a dynamic interactive approach,
· With the focus on the outcomes for the child and the family, and

· Operating through a social model of disability to achieve the rights of children and families.

Typically, Member Organisations operate key worker systems for children and families in Early Services and develop Child & Family Plans or Individual Education Plans.  

2.2.6. Early Services Interdisciplinary Team 

While a wide range of early service teams are in place, most are under-resourced for the numbers of children and families whose needs they are aiming to meet. Others lack key roles due to difficulties in recruitment or lack of funding. We recommend the provision of adequate full early service trans/interdisciplinary team provision.  All of these Early Services are currently funded by the Department of Health & Children.  In the National Federation of Voluntary Bodies submission on the EPSEN Act 2004 we suggested funding by the Department of Education & Science.

The opportunity exists within the legislation to address the needs of children in this 0-6 age group. The National Federation of Voluntary Bodies identified that the National Council has a crucial role in the implementation of the EPSEN Act 2004 to significantly address the needs of this very important group. Investment in good support from the start can prevent a serious number of other complications that will have significant implications for children and families resulting in additional costs in years to come. This will involve the National Council identifying who is to fund such provision - the Department of Health & Children or the Department of Education & Science - and to provide a mechanism to make this a reality.

We recommend the full and appropriate funding of Early Services as a matter of urgency in implementing the EPSEN Act 2004.
2.2.7. Preschool

Children attend specialist and local preschools. A majority of children access local preschool, though a significant proportion attend specialist preschools. It is essential that the opportunity for involvement in mainstream preschools is enhanced. A significant increase in provision of adequate preschools and support services for children ages 2½ - 6 years with a range of intellectual disabilities is urgently required. Some level of support is provided to children attending mainstream preschool through the interdisciplinary team.  In addition some children receive support from a preschool support worker from organisations as needed; however, this service is not available to all children in all regions according to their needs. The National Disability Authority: Disability Agenda (Issue 1/04 – Education) highlights that:



“there is very limited state funded provision for early childhood education, with the private sector providing the majority of services.” (NDA 2004)

We recommend the types of preschool supports required include the following:

· Increased state involvement in preschool provision,

· Increased early services interdisciplinary team support to the preschools,

· Range of support to preschool teachers, 

· Preschool support workers provided for mainstream preschools when required and

· Financial support to access private preschools.

2.2.8. Centre for Early Childhood Development & Education (CECDE) Quality Framework

The National Federation of Voluntary Bodies members welcomes the establishment of the Centre for Early Childhood Development & Education (CECDE) under the Department of Education & Science, and in particular their initiation of the debate on a National Quality Framework. We particularly welcome the development of a Quality approach to early services provision by the CECDE. However, there are two central points which require to be addressed:
· Firstly, there is a need to maintain a focus on developing child and family centeredness as central to an effective early years quality system and promoting this way of working in all early years services. The current quality framework focuses on centre based services and standards. It is relevant only to a small sub–section of early intervention – child care, preschools and development centres.  We suggest that it is essential to adopt a continuous improvement model and not a standard model that does not encourage a quality driven service, but a standard reaching service, which may be set at a low level.  
· Secondly, such a model needs to ensure that it is responsive to individual child and family needs and that it does not become bureaucratic and inflexible in nature. 

We recommend that it is beneficial to adopt a Child and Family continuous quality improvement model.

We suggest links between the CECDE and National Council on the development of such a model and in other related work.
2.2.9. Issues to be Addressed
In addition, National Federation of Voluntary Bodies members propose the development of a national early intervention strategy and policy for children with disabilities. We highlight the following points for the future development of early services; making suggestions for the provision for parents; and detailing remaining challenges in relation to the implementation of the EPSEN Act 2004, as follows: 

Provision for Parents

· Giving parents choice of a broad service, increased focus on a family supports system that includes family support workers, and breaks for children that are the norm for children without disabilities, e.g. comprehensive respite including breakaway and other home supports and afternoon programmes.
· Acknowledge that the parents are the primary educators and that the natural environment of the home promotes learning 
· Recognition of the importance of home based service and linking in with resources in the families own community.
· The provision of Parent Support Groups and the facilitation of training courses for parents, to meet and learn from each other. 
Remaining challenges

· To ensure priority of early services is recognised,
· To ensure funding is allocated to child and family to address particular needs,
· To ensure that supports are in place for the transition into mainstream school,
· To further develop joint play-based assessments, systems and interventions,
· To ensure provision of clear information on services, disability and child development,
· To ensure provision of relevant equipment and resource material in a timely manner, taking account that children outgrow equipment very quickly.
2.2.10. Conclusion

Whilst significant progress has taken place in relation to early services and preschool provision, the challenge remains to provide national, equitable, resourced, accessible early services and preschools which can respond quickly and effectively to the needs of parents and their children. Investment in early years provision and mainstream preschools provides the opportunity to set sound foundations for parent’s and children’s further involvement in inclusive education services. The absence of such foundations undermines the transition to inclusive mainstream national schools. We propose the following recommendations.  
2.2.11. Member Organisations Recommendations in respect of Early Services: 
1. 
We recommend the imperative provision of resources to provide services to abolish waitlists, acknowledging that especially in the formative years, that provision of such service is a priority. 

2. We recommend detailed evaluation of the effectiveness of the different models of early referral systems prior to roll out nationally.

3. We recommend detailed consultation with the key stakeholders to determine which referral model will operate within the single point of contact systems. 

4. We recommend the provision of mainstream preschools is enhanced. 
5. We recommend the provision of adequate full early service trans/interdisciplinary teams.   

6. We recommend that the opportunity which exists within the legislation to address the needs of children in this 0-6 age group is grasped. This will involve the National Council identifying who is to fund such provision - the Department of Health & Children or the Department of Education & Science - and to provide a mechanism to make this a reality.

7. We recommend the full and appropriate funding of Early Services as a matter of urgency in implementing the EPSEN Act 2004.

8. We propose that it is beneficial to adopt a child and family continuous quality improvement model.

9. We recommend the development of links between the CECDE and National Council on the development of a quality model and in other related work.

2.3. Support to Pupils in Mainstream School:  6-12 and 12-18+
2.3.1. Introduction

This section provides details on the number of pupils with intellectual disabilities and who are supported by the National Federation Member Organisations. Discussion of support includes the Department of Education & Science, Learning Support, Resource Teachers, Special Needs Assistants (SNA’s), and the National Educational Psychological Service (NEPS), and interdisciplinary team supports from Member Organisations.  Of particular importance, we will discuss the significant number of pupils transferring from mainstream schools to special schools and explore the possible factors impacting on this. 
2.3.2. National Federation of Voluntary Bodies Support to Mainstream Schools

Only twelve Member Organisations (n=31) provide support to pupils in mainstream school. Currently 1,363 children attend mainstream schools with some level of support from Member Organisations.  There are 861 children in the 6-11 age group, of whom 487 have an intellectual disability, 196 have intellectual disability and autistic spectrum disorder and 178 have autistic spectrum disorder only.  Member Organisations provide support for mainstream school to 502 children in the 12-18+ age group, of whom 363 have intellectual disability, 43 have intellectual disability and autistic spectrum disorder and 96 have autistic spectrum disorder only as set out in table below:
	Age Group
	Intellectual Disability (Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Intellectual Disability & Autistic Spectrum Disorder
(Total No.)
	Male

(Total

No.)
	Female

(Total

No.)
	Autistic Spectrum Disorder
(Total No.)
	Male 
(Total

No.)
	Female

(Total

No.)
	Total

	6-11
	487
	305
	182
	196
	144
	52
	178
	130
	48
	
861

	12-18+
	363
	202
	161
	43
	33
	10
	96
	60
	36
	502

	Total


	850
	507
	343
	239
	177
	62
	274
	190
	84
	1363


Note:  Autistic Spectrum Disorder (only) includes one service provider who has a regional remit for the provision of Autistic Spectrum Disorder services
Table 2.3:  Children and Families Receiving Support in Mainstream Schools
2.3.3. Supports to Mainstream Schools

National Federation of Voluntary Bodies Member Organisations provide support to 1,363 pupils in mainstream primary and secondary schools in approximately 350 schools, around the country. Proportionately there are significantly more pupils in mainstream primary schools than secondary schools. The more significant proportions of pupils are in mainstream classes rather than in special classes.  
2.3.3. a Learning Support, Resource Teacher and Special Needs Assistants 
There has been a significant increase in the range of learning support, resource teacher and special needs assistant supports available to pupils in mainstream schools.  Resource teachers figure three times more frequently than other supports. The substantial growth of these learning supports, resource teachers and special needs assistants from 1998 to 2004 is quantified as:  

“In October 1998, there were approximately 108 resource teachers and 229 special needs assistants (SNAs) employed in primary schools. By March 2004 those figures had risen to 2,500 resource teachers, 4300 full time SNA’s and 1,500 part-time SNAs (A Barrett (DES), personal communication, May 31, 2004)” IASTU 2004 

However, Member Organisations were divided in their responses, with some organisations finding adequate provision and others a shortage of such provision. This leads us to the assumption that there is variable availability throughout the country. A significant proportion of Member Organisations reported that more flexibility was required in the use of these resources to ensure that they benefit children to the full. The application of resources varies from school to school and child to child. Some members suggest that where there are groups of children with similar needs, there tends to be reasonable flexibility, this is occasionally influenced by parental pressure/concerns. Despite the increases in support provision, presumably as a consequence of increased numbers of pupils with disability in mainstream schools, additional supports are still required. There is also a wide variation in class sizes, which impacts on the types of supports required.  
2.3.3.b.  National Educational Psychological Service (NEPS)

A significant proportion of the psychology support to mainstream schools is through the NEPS service.  The National Federation of Voluntary Bodies understood from the original policy document and mission statement that NEPS would provide educational psychology services to all children, particularly those with an intellectual disability.  This is not the experience on the ground. While welcoming the establishment of NEPS, since their inception confusion has existed as to their precise role. An illustration of this is that currently one Member Organisation transfers all pupils to NEPS, six Member Organisations retain responsibility for a psychology service and in one organisation NEPS undertakes assessment and then hands over responsibility for pupils to the Member Organisations. There are also a number of other local arrangements in place. 
	Interface with NEPS (n=11)
	Please tick if yes

	Transfer of all Pupils to NEPS
	1

	Pupils remain responsibility of organisation at all times
	6

	NEPS undertake assessment and then handover responsibility of Pupils to organisation
	1

	Other 
	8


Table 2.3.3:  Member Organisations Interface with NEPS
Consequently the provision of the NEPS service is varied throughout the country, with some regions having a limited service and others no service at all. In addition, there are a number of associated issues with the NEPS Service as follows:    
Level of Psychology service

Member Organisations expressed concerns in relation to waiting lists for NEPS assessments and that, in many regions throughout the country, NEPS was failing to fulfil its statutory responsibilities to children with intellectual disability, particularly those attending special schools. One Member Organisation highlighted that, despite negotiations with NEPS, they would be withdrawing their psychology input from schools as NEPS have not taken over to provide an adequate psychological service to children with intellectual disabilities. Member Organisations understand that NEPS will only do two assessments per school per year and this is a fraction of the service which is needed.  This gives rise to serious concerns around equitable access to NEPS and psychological services given the current shortfall in services.
Interdisciplinary Team Assessment

Of particular significance to Member Organisations is the fact that NEPS is involved in assessment only and does not participate in the interdisciplinary intervention team in the delivery of services and in the interdisciplinary team assessment procedure. NEPS is predominantly school focused.  Children with intellectual disability and their families need a holistic approach which should include a family perspective. The achievement of good educational outcomes is dependent on many factors – family and social factors are of equal, if not greater, importance than the classroom environment.  The current focus on schools and psychological testing is considered insufficient to achieve good educational outcomes. Consideration needs to be given to interdisciplinary cooperation. This is particularly important in relation to children with significant disability and/or complex needs.  
Communication

There is a need to invest in improving the relationship between NEPS and the National Federation Member Organisations; to agree protocols of engagement and procedures for joint future work. Parents and teachers remain unsure as to who is charged with the responsibility of providing psychological support to children within the school programme.

Member Organisations are not resourced to provide this service and serious shortages in the profession have given rise to extreme difficulty in recruiting adequately trained psychologists, especially to rural areas.
We recommend that urgent, serious debate needs to take place between the National Federation of Voluntary Bodies, National Council for Special Education, Department of Education & Science and NEPS to plan the necessary arrangements to provide a full and equitable psychological service to all pupils with intellectual disability in need of such a service as a matter of priority.

2.3.3.c.  Interdisciplinary Support 

Member Organisations provide Interdisciplinary Support Services at local level to children with intellectual disability and /or autistic spectrum disorders attending mainstream school. The team aim to work with a child through a family focus, founded on person centred principles.  As well as offering assessment, intervention and support to pupils and their families’, team members liaise with SENO’s, teachers, resource teachers and learning support teachers to implement intervention programmes as part of the educational curriculum based on each child’s IEP. A key role is often providing training interventions for teachers and for families. The relevant team members attend and contribute to the IEP, and arrange handover meetings before a child enters school. Typically team members include all those listed below. However, the intensity of each discipline’s involvement will vary significantly with the needs of each pupil.  National Federation of Voluntary Bodies Member Organisations are resourced variably - some agencies have well developed teams, others have skeletal teams and some agencies are not in a position to provide this service at all. All of these teams are currently funded by the Department of Health & Children.  

Team Members Employed in Provision of Support to pupils in Mainstream Schools:

· Nurses

· Occupational Therapists

· Physiotherapists

· Psychiatrists

· Psychiatrists (child)

· Psychologists

· Social Workers 

· Speech & Language Therapists

A number of teams also deploy the following resources:
· Behavioural Support Services

· Community Nurse

· Development Manager

· Paediatrician

· Outreach Teachers/Instructors

· Dietician 

· Family Support Workers 
· Link Workers

and are supported by Administrative Services.

One major Member Organisation has developed a particular role called Outreach Teachers / Instructors who are described as having skills/experience in the area of intellectual disability. They visit pupils in mainstream settings, liaise with teachers and provide guidance and support to children, teachers and families. They act as a link between the child, parents and the school. They also run friendship clubs for pupils attending mainstream schools, many of who can become lonely/isolated within the mainstream setting. They also provide specific support in terms of transition from early services programmes to mainstream settings. The outreach role has developed from the special school system and is supporting children in mainstream school. This role could be further developed to support mainstream provision.
Currently there is a shortage of interdisciplinary support services to mainstream schools.    Member Organisations are now providing services to an increased number of schools, currently approximately 350, and this has increased workloads considerably.  All of the 12 Member Organisations (n=31) who provide support to mainstream schools reported that they were inadequately resourced, leaving parents of children in some regions feeling isolated and alone in the mainstream school system. There is an insufficient number of staff to provide an adequate service.
We strongly recommend that there should be appropriate provision of interdisciplinary and other supports to children in mainstream school. We also suggest such resources are funded by the Department of Education & Science to specialist disability agencies (or other experienced service providers) to provide dedicated mainstream schools supports which are crucial and essential to meet the needs of children (who require such support) and of their families to support their successful education and inclusion in mainstream schools. 

2.3.4. Transfer of Children from Mainstream School to Special School
Of particular concern to Member Organisations is that despite there being 1,363 pupils in mainstream schools, special schools report the transfer of 481 pupils from mainstream schools to special schools. Of this cohort, 215 pupils are under 12 years of age, 249 pupils are under 15 years of age and 17 pupils are under 18 years of age. We consider this a strong signal that the current inclusive mainstream provision is not working as effectively as required. Member Organisations identified the following reasons for pupils leaving mainstream school, especially mainstream secondary school and transferring to special schools. 
	Age at Transition
	No. of Pupils (approx.)

	Under 12
	215

	Under 15
	249

	Under 18
	17


Table 2.3.4:  Pupils Age at Transition from Mainstream School to Special School
In particular, two themes emerge, firstly the lack of provision of appropriate support to meet the needs of the child, and secondly, the challenge of the secondary level system and the transition from primary to secondary level: 

Lack of appropriate support:
· Pupils not being given a high quality education.  Pupils felt segregated.  Not given equality of access. Lack of Peers to form “social bonds”.  Made to feel ‘different’.   
· Lack of support for child and family especially respite, behavioural support, interdisciplinary team support, and psychiatric support.

· Pupils unable to concentrate/settle in a large group.
· Class sizes too large.  

· Desire of parents to have life-skills programme for pupils.  

· Lack of autistic spectrum disorder specific training.
· Mainstream placement failing to meet pupils needs.    

· Student’s with intellectual disability subject to bullying.
· Inability to address health needs of child.
· Transport difficulties.
· Inadequate responses to children with behavioural difficulties.
· Parents concern for safety issues of sexuality & vulnerability issues. 
Transition from primary to secondary

· Move from primary to secondary school is stressful.
· Difficulty finding suitable Post-Primary School.  
· Post-Primary set-up is too complex (too large, too many subjects).  Person going from one teacher to ten teachers is inadequately supported.

· Lack of planning of child’s day, e.g. one child had only five subjects and had nothing to do the remainder of the time.

· Peer isolation.
· Curricula approach not meeting child’s needs. 

· Developmental gap widens with peers – lack of friends. 

The difficulties in second level provision have been noted previously. Similar findings of the National Disability Authority: Disability Agenda (Issue 1/04 – Education) state that “the rapid pace of development and change in special education has been problematic” (2004). Students with special educational needs may not necessarily have their needs addressed by appropriately qualified staff. Services to support the education of children with disabilities are more developed at primary level than at secondary level, creating an urgent need to equalise the levels of supports for students across all sectors. The Irish Association of Teachers in Special Education report on Provision of Students with Special Educational Needs in Dublin Post Primary Schools highlights that: 


“The nature of schooling differs radically between the two sectors (primary and 
secondary). Naughton 2003 identifies seven basic differences – aims and 
objectives, form of school organisation, organisation of curriculum and learning 
environment, nature of assessment, influence of perceived student ability or 
organisation of learning, student autonomy/control balance and teacher /parent 
roles.”  IATSE (2004)
For example: 

“In primary school children are usually taught in one group by one teacher and 
classes tend to be of mixed ability. This differs from post primary sector which often 
stream students on the basis of ability for most, if not all subjects.” IATSE (2004)
In addition, international references constantly cite the importance of small class size to facilitate meaningful inclusion. The current mainstream class size militates against inclusion. This foundational issue must be addressed.  (Gill, 2003)
2.3.5. Issues to be Addressed
National Federation of Voluntary Bodies Member Organisations identify the following accompanying issues which relate to current concerns in support to pupils in mainstream schools which need to be addressed in implementing the EPSEN Act 2004:
· The need to create a vision of inclusion into mainstream life and to create the necessary cultural change in schools. Traditional focus on academic in-puts is a challenge when we are trying to work in a holistic way with children and families. 
· There needs to be a focus on supporting children who move into the secondary school. There are insufficient resources, training and general commitment to facilitate children with intellectual disability in the secondary school system.
· We are especially concerned that the majority of pupils who receive learning support or resource hours are expected to function for the majority of the day without these supports. This does not meet the needs of these children and indeed the needs of the other children in the class. Although special needs assistants appear to be provided in most cases (sometimes not to the level that we would think appropriate), there is also significant need in terms of trained teachers/instructors to provide outreach support and interdisciplinary team members.  
· The role and training of special needs assistants need to be highlighted and enhanced in order to provide discreet service that benefits all pupils.

· Inclusive education contributes to the necessity for specialist training for teachers.  It is essential that the necessary expertise and support is available to incorporate the needs of children with disabilities and appropriate effective learning methodologies, e.g. secondary teacher needs training in adapting curriculum for individuals. 
· We suggest that the special needs assistants should not be utilised as a teacher but as support to the class teacher and included in the educational team. Accordingly we take the view that all teaching should be done in class and that the pupil should only be taken out of class as a last resort.
· If a child with special needs is to be educated in mainstream he/she should have access to all provisions on site in a special school. At present there is an inequity in this regard. 
· Lack of inter-disciplinary input also impacts on teachers, resource teachers, class teachers and special needs assistants who are expected to meet the needs of the child without the relevant information and support from those with specialist knowledge of intellectual disability.
· At present a school can “block” the participation of specialist support coming in to a child in mainstream school. This different status of staff needs to be urgently addressed. 
· Friends and after school support needs to be facilitated.
· We are concerned with the introduction of the new system brought in, in September 2005 where pupils in the borderline or mild range do not require assessments, and consequently the needs of these students will not be adequately identified and that they will not be referred on to an appropriate organisation. 
· Inadequate interdisciplinary provision has resulted in increased pressure on parents to access private interdisciplinary services. Significant numbers of children are in receipt of such services at considerable cost to their families. Confusion is created as assessments provided in isolation may not be consistent with other information given to families. In some regions access to HSE Speech & Language Therapy services is deemed inequitable, as children with an intellectual disability cannot access these services, while children without an intellectual disability have access to these services.  
2.3.6. Conclusion

National Federation Member Organisations welcome the growth in the number of children attending mainstream school, and the increase in the availability of resources. However, we consider the significant number of children transferring from mainstream to special school a warning sign that a significant range of issues remain to be addressed to ensure a meaningful education service to children with intellectual disability in mainstream provision. This will involve the most significant investment in supports to mainstream schools, as a matter of priority in implementing the EPSEN Act 2004. We propose the following recommendations: 
2.3.7 Member Organisations Recommendations in respect of Mainstream School Provision:
1. We recommend increased resources and more flexibility in the use of learning support, resource teacher and special needs assistant resources to ensure that they benefit children to the full. 

2. We recommend that urgent, serious debate needs to take place between the National Federation of Voluntary Bodies, National Council for Special Education, Department of Education & Science and NEPS to plan the necessary arrangements to provide a full and equitable psychological service to all pupils with intellectual disability in need of such a service.
3. We strongly recommend that there should be appropriate provision of interdisciplinary and other supports to children in mainstream school.  We also suggest such resources are funded by the Department of Education & Science to specialist disability agencies (or other experienced service providers) to provide dedicated mainstream schools supports which are crucial and essential to meet the needs of children (who require such support) and of their families to support their successful education and inclusion in mainstream schools. 
4. We recommend that appropriate class sizes are discussed, agreed and implemented.
5. We strongly recommend that the range of issues impacting on meaningful mainstream education service to children with intellectual disability are addressed.  This will involve the most significant investment in supports to mainstream schools, as a matter of priority in implementing the EPSEN Act 2004. 
The resources required are the provision of full teams to support pupils, and a range of additional services listed below and detailed in Chapter 4.  

The Additional Resources Required:

· Additional interdisciplinary teams or specific members in some regions

· Additional responsibilities e.g. teacher, link worker, outreach teachers /instructors
· Reduced class sizes in mainstream schools
· Link workers for support in out-of-school activities 

· Assessment, intervention and information materials

· Training in inclusive education principles and practice

· Dedicated administrative support – database co-ordination / telephone helpline / information / typing etc.

2.4. Special Schools 
2.4.1. Introduction
This section details the National Federation of Voluntary Bodies significant involvement in special schools. It details the number of pupils and schools, the transfer of pupils from mainstream schools and raises key issues on the future of special schools and current management issues.

2.4.2. Special School Provision

Twenty four National Federation Member Organisations (n=31) have at least one special school. Member Organisations are either patrons, or have under their aegis, 48 special schools and the majority of these are under the patronage of the organisation.  There are 2,262 children in special Schools, of whom 2,083 have an intellectual disability and 179 have an intellectual disability and autistic spectrum disorder.  

	Special Schools
	Intellectual Disability (Total No.)
	Male

(Total 

No.)
	Female

(Total

No.)
	Intellectual Disability & Autistic Spectrum Disorder
(Total No.)
	Male

(Total 

No.)
	Female

(Total

No.)
	Autistic Spectrum Disorder
(Total No.)
	Male 
(Total 

No.)
	Total

	Total No.

	2083
	1284
	799
	179
	130
	49
	0
	0
	2262


Table 2.4:  Children and Families Receiving Special School Provision
Special schools are now providing for children with a very broad range of needs compared to those traditionally provided for e.g. those with moderate intellectual disability.  To adequately meet the needs of pupils, a broad range of teachers and other staff are employed directly in the school and in the interdisciplinary team who support the work of those working directly with the children. All teaching staff, special needs assistants, school secretaries and some level of administration and house keeping staff is funded by the Department of Education & Science, while all interdisciplinary team members are funded by the Department of Health & Children.
The typical teacher/pupil ratio varies considerably and includes in some circumstances, 1:1 provision through individualised services.  Forty two percent of Member Organisations who have special schools reported the location of the school was on the campus, while 21% indicated they were on separate grounds. Of particular note, only 4% of schools reported the location as part of an integrated mainstream school complex.  Almost 50% of members reported that the school(s) offer separate programmes for 6-12 and 12-18+ age groups.  At least 50% of special school(s) report that they have implemented the National Council for Curriculum & Assessment (NCCA) revised adapted curriculum.  
Inclusive education is bringing changes to the emphasis of special schools.  Children with mild/moderate intellectual disability are more likely to be attending mainstream schools while children with severe/profound intellectual disability may attend special schools. This may lead to smaller numbers of children in special schools but who have more complex needs.  More resources will be required to respond to the children’s diverse needs. The Quality of Life for Young People with Disability (2004) in Ireland project identified the reliance on family for meeting the social and friendship needs of teenagers. We recommend that schools develop programmes to develop social skills for teenagers, and provide support to families and link workers similar to the outreach role described earlier, to share responsibility for meeting these needs.  
2.4.3.  Transition from Mainstream School to Special School
Of particular significance is that fifteen Member Organisations reported the transfer of pupils from mainstream schools to special schools. To look at this in context of the 2,262 pupils in special schools 481 pupils have transferred from mainstream schools to special schools. We consider the challenges of secondary level schools to be a significant contributory factor to this transfer. (See Page 47)
2.4.4.  Meeting the Needs of People with More Significant Disability and Complex Needs
All schools but especially special schools and Child Education & Development Centres are providing services to pupils with more complex needs. Member Organisations make the following proposals:

· Reduce the pupil teacher ratio for children with severe to profound intellectual disability and complex needs from 1:6  to 1:4,

· When reviewing staffing levels, consideration must be given to the significant complex needs of pupils in our schools/centres, e.g. the high incidence of emotional difficulties, challenging behaviours; the physical and health needs; the physical structure of the school availability of quite rooms etc.  

· The changing population of our schools/centres has meant that many children are presenting with multiple disabilities and difficulties.  Each class must have at least one special needs assistant, not one between two as presently provided.  

· Mainstream subjects of the curriculum have a time allocation each day that cannot be met where you have highly individualised needs, and this needs to be taken into account.
· Planning and recording requirements on teachers for pupils with severe to profound intellectual disability are challenging, and this must be recognised.
In a school for pupils with severe to profound intellectual disability other considerations come into focus that do not at all apply in other schools where teachers need more support than is currently available e.g. bereavement of children, children who are chronically ill, close family involvement. Attention must be focused on finding appropriate ways of meting these needs. 
Management of students with challenging behaviours

Development and provision of resources is necessary for parents and teachers and other staff in the management of students with challenging behaviours.  The Department of Education and Science needs to provide extra staffing to support the management of challenging behaviour. 

Providing appropriate health care

The adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 

2.4.5. Future of Special Schools
The debate about the future of special schools is accelerating with the implementation of the EPSEN Act 2004.  National Federation of Voluntary Bodies Member Organisations welcomes the opportunity to actively participate in this debate. We propose the maintenance, recognition and continued resourcing of special schools while mainstream school supports become more developed.  In the absence of a clear plan for the future of special schools, the IATSE Report Special Schools in Transition captures some of the current uncertainties:

“Special Schools are operating within a political and legislative environment which promotes inclusion of pupils with special needs in mainstream schools”. 
 IATSE 2006.
We recommend immediate discussion on the future of special schools.  

Two emerging proposals from some Member Organisations could be further explored.
· Firstly, the freeing up of special school resources to directly support mainstream schools in their provision of education to people with intellectual disability.  This could include the exploration of the future role of special schools, the shared use of resources between specialist expertise, e.g. special education teacher and mainstream.  
· Secondly, seriously exploring Dual Enrolment models (special school/mainstream school) and improved integration with mainstream schools and for some pupils in special schools to facilitate greater integration with peers in mainstream school based on each individual child’s needs.
2.4.6. New Management Structure for Special Schools 

It is also timely to explore the difficulties that “voluntary” Boards of Management have in meeting increasingly complex responsibilities, for example, in the lack of recognition of the range of staff involved in providing education to children with intellectual disability and autistic spectrum disorder, and the changing and more complex needs of pupils.  
The management structure for special schools for pupils with severe to profound intellectual disability needs to be reviewed. A school, for example, with 10 teachers, 25 special needs assistants, interdisciplinary team members inputs, 10 bus escorts and administrative and caretaking staff requires a different management approach than the current Board of Management and Principal trying to manage this number of personnel.  National Federation of Voluntary Bodies Member Organisations have made previous submissions on proposed models to address these needs. Such reformed management proposals have the benefit of addressing the current inadequate situation of the different status of health funded staff and education funded staff within schools.

The implementation of this Act provides the opportunity to create a new vision in the provision of education to children with significant support needs. This could include a new management system in special schools that is inclusive of the wide range of staff currently involved in the provision of education and would address the existing apartheid. It would have provided the opportunity to make a significant improvement in the provision of services to people with severe and profound intellectual disability. We urge the exploration for solutions to these issues in the implementation of the Act.    
2.4.7. Conclusion

Currently, the forty eight Member Organisation special schools provide the higher proportion of education services to people with intellectual disability than other options of service (2,262 pupils).  These schools are now providing their services to children with more complex needs than heretofore, which has significant implications for responding to a broad range of needs through a diverse range of staff.  Despite having smaller class sizes than mainstream schools, the range of complex needs to which the teachers and staff are responding demand a further reduced class size. They are also providing for pupils whose needs have been unable to be met, especially in second level mainstream schools.  National Federation of Voluntary Bodies Member Organisations are eager to participate in this urgent debate about the future of special schools. 
2.4.8. Member Organisations Recommendations in respect of Special School Provision:
1. We recommend smaller class sizes in special schools to provide education services to children who have more complex needs.  
2. We recommend the maintenance, recognition and continued resourcing of special schools while mainstream school supports become more developed.                               

3. We recommend immediate discussion on the future of special schools.  

4. We recommend resources to meet the complex needs of children using these services. 

5. We recommend the development and provision of resources for parents and teachers and other staff in the management of students with challenging behaviours.  
6. We recommend the Department of Education and Science provides extra staffing to support the management of challenging behaviour. 

7. We recommend the adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 

2.5.  Child Education & Development Centres (CEDCs)
2.5.1. Introduction

This section details National Federation of Voluntary Bodies involvement in Child Education Development Centres. It gives details of the provision, provides the definitions of the centres by Member Organisations and discusses funding and personnel sources. Of particular significance is the changing nature of the needs of pupils using the services. 

2.5.2.  Child Education Development Centres 

Ten National Federation Member Organisations operate twenty-one Child Education & Development Centres (CEDC) throughout the country. They are described variably as:
· A day faculty chosen by parents as alternative to a formal Department of Education & Science facility.

· Holistic approval is adopted and individual educational and developmental needs are met.

· A community based centre providing for the educational and developmental needs of children in the six to eighteen age group with more severe intellectual disability
· A centre where a child’s needs are adequately met and where a higher quality educational service is available

· An educational and support centre-based service for children with severe intellectual  disabilities of school-going age

· An environment where a pupils’ educational, developmental, health and other needs are planned for, provided and reviewed. Individual plans are agreed in consultation with families and an interdisciplinary team.  There is close liaison with other agencies as appropriate. The centre is the base for the pupils learning, there are also links with mainstream and community settings.

The number of pupils in Member Organisation Child Education & Development Centres is 225, with a breakdown of gender of 142 male and 83 female as follows:

	Child Education & Development Centres
	Total No. 
of Pupils
	No. 
of Male
	No. 
of Female

	Total No.

	225
	142
	83


Table 2.5:  Numbers of Children in CEDCs
2.5.3. Funding for Services
The majority of the twenty one CEDC’s within Member Organisations are funded by the Department of Health & Children with a smaller number funded by either the Department of Education & Science or a combination of both Departments. The choice of funding stream varies according to the history of the development of the service. In some areas it was determined by parents who opted for Department of Health and Children funding because of their concern for the medical needs of their child. Some agencies are in transition on the avenue for funding for example, one Member Organisation states: 

“Our funding source has traditionally been Department of Health & Children.  
However, we have sought to engage with the Department of Education & Science 
over the past number of years and are about to embark on a two year pilot project 
that will see Education funding a formally recognised teacher resource in each of 
our CEDCs.”  
Overall most funding is through Department of Health & Children services.
Nurse educators, teachers, care assistants and special needs assistants are the main staff employed in CEDCs with interdisciplinary teams being available to support their work. All staff are funded by Department of Health & Children except for teachers and special needs assistants.
The personnel who are employed in teacher/educator roles in the CEDC s include:

· Nurses who are Registered Nurse Intellectual Disability trained with skills for the education and development of children;
· Therapists provide service as need arises;
· Educators are employed which are nurse or teacher qualified;
· Teachers.
The range of teacher (educator) / pupil ratios in the CEDCs varies but is significantly higher than in special and mainstream schools. Of the Member Organisations who have CEDCs, 50% are located on campus and 50% on separate grounds.  Fifty percent of respondents state that the CEDCs offer separate programmes for 6-12 and 12-18+ ages.
Member Organisations have identified that CEDC provision allows for children’s health-related needs to be integrated into their education programme.  The nurses registered in intellectual disability, and other staff, provide the children’s educational and developmental programme, and follow the nursing care plan for the individual child all in the one classroom setting.

2.5.4. Meeting the Needs of Pupils with More Significant Disability and Complex   Needs
As stated previously the needs of children using services are changing. Child Education & Development Centres are providing services to pupils with the more complex needs including children presenting with multiple disabilities and difficulties e.g. the high incidence of emotional difficulties, challenging behaviours; and physical and health needs, etc.  Responding to such needs demands a multifaceted approach which includes:
· Reducing the pupil teacher ratio 

· Introducing appropriate staffing levels 
· Providing appropriate physical structure of the school 

· In centres for children with severe to profound intellectual disability other considerations come into focus that do not at all apply in other schools where teachers need more support than is currently available e.g. bereavement of children, chronically ill children, close family involvement.
· Development and provision of resources for parents and teachers/educators and other staff in the management of students with challenging behaviours. The Department of Education and Science needs to provide extra staffing to support the management of challenging behaviour 
· The adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 

2.5.5. Conclusion

The twenty one Child Education Development Centres provide an intensive support and education service to the 225 pupils with complex needs. There is a growing trend towards seeking transfer from Department of Health and Children funding to Department of Education & Science funding for these services. However, some Member Organisations will remain under Department of Health and Children at the strong request of parents.  A significant proportion of the CEDC’s are implementing the adapted curriculum. CEDC’s are also supporting children with more complex needs, which have implications that need to be addressed in the implementation of the Act. 
2.5.6. Member Organisations Recommendations in respect of CEDC Provision:
1. We recommend the continued exploration of transfer of funding from Department of Health and Children to Department of Education & Science for these services.

2. We recommend resources to meet the complex needs of children using these services. 

3. We recommend the development and provision of resources for parents and teachers and other staff in the management of students with challenging behaviours.  
4. We recommend the Department of Education and Science provides extra staffing to support the management of challenging behaviour 

5. We recommend the adequate provision of appropriate health care for pupils with complex health needs and life limiting conditions in an education setting needs to be addressed. 
6. We recommend that schools develop programmes to develop social skills for the teenagers, provide support to families and link workers similar to the outreach role described earlier, to share responsibility for meeting these needs.  
Chapter 3:  EPSEN ACT 2004
3.1.    Introduction

In this section we will address the information requirement in respect of the EPSEN and Disability Acts, recommendations under specific sections of the EPSEN Act and other implications for implementation that have not been directly addressed in the EPSEN Act. 

3.1.1.  Information and Training Needs on EPSEN Act 2004 & Disability Act 2005
Fundamental to the implementation of the Act is to ensure that everyone is familiar with the provisions of the Act. The National Federation of Voluntary Bodies has identified that there is varied familiarity with the EPSEN & Disability Acts which suggests a key task for all stakeholders is to raise awareness of the acts, their key provisions, their linkages and the potential implementation process and issues. We propose that the information and training needs required to implement the EPSEN Act and its interface with the Disability Act 2005 for various stakeholders are:

For People with Intellectual Disabilities

· Full understanding of the content and implications of these pieces of legislation is required.

· Through workshops and guidelines, with access to appropriate course/training plus funding made available.
· Clear visual resources to be used on individual/group/family basis to provide information on all key points of the Act.

For parents and families

· A parent friendly information/education package on the Act. Parents need to be informed, empowered and supported in understanding the legislation.
· Parent/friendly information sessions to raise awareness of the content of the Act.
· Rights, self-advocacy and assertiveness training.
For Teachers and Support Personnel 

· Information on the Act and its implications. 

· Local information sessions jointly between education and other agencies involved. 

· Release time for staff for training.
· Ongoing training in terms of management of behaviour, practical demonstrations of resources e.g., physiotherapy equipment, speech and language resources.
· Training in individual educational planning and classroom management.
· Training on autistic spectrum disorder.
For Member Organisations
· Awareness of Acts, their provision and implications for practice.
· Training for the respective Boards of Management.
· Implications of the Act.
· Role of Special Educational Needs Organisers.
· Legal responsibilities arising from mandatory Individual Education Plans.
We recommend that the National Council have a central role in this information process.

3.2.  Priorities to be Addressed in Implementing the EPSEN Act 2004
3.2.1.  Introduction

This section highlights the National Federation of Voluntary Bodies Member Organisations priorities in relation to the implementation of the Act under specific sections of the Act.  Some of the points raised relate to how the Act will be interpreted in practice while others relate to the priority for implementation of the Act. 
3.2.2. The EPSEN Act 2004 – Referenced Sections
Section 1 – Interpretation 

Appropriate Education - To the Greatest Extent Practicable

We expect the interpretation of the definition of “Appropriate Education” as set out in the O’Hanlon & O’ Dalaigh judgments, which refers to the provision of appropriate education to meet the needs of individuals to enhance capacity as far as possible. Such direct provision of support needs to include all support required to meet the holistic whole life needs of the individual.
We recommend a holistic, whole life needs approach to service provision.
Provision for 0-6 year olds
”Child” means a person not more than 18 years of age” - The Department of Education and Science have stated that there is legislative opportunity to include all children under the remit of the Act and we welcome this clarification.  Research literature and best practice determine the essential provision of early intervention from as early an age as possible and be child and family centred. Supports should begin from the earliest opportunity under the responsibility of the Department of Education & Science.  

“The objectives of early intervention for young children (birth to 6 years) with or at risk of developing disabilities are to, minimise the impairment effect of disability, to ensure people reach their potential and to support families.  In the British Government guideline consultation document for birth-to-three year olds (David et al., 2003), early intervention is defined as “supporting the child in all aspects of development, including, health care, educational and therapeutic input, supporting the family as needed to maximise emotional development and providing support that respects cultural and religious views.” 
We recommend the National Council address the joint implementation of the EPSEN Assessment and IEP procedures with and Disability Act assessment procedures for this group, considering the inappropriateness of formal assessment at an early age. 
We recommend the National Council need to identify who is to fund early service provision, and to provide a mechanism to make this a reality. 

School Year
The implications of the O’Donoghue Judgment (1996) have not been addressed within the EPSEN Act in relation to provision of education services during the month of July.  We understand from the Education Act 1998 that the definition of the school year is open.   
The Education Act, 1998 section 25 states:

“The Minister, may from time to time, following consultation with patrons, national associations of parents, recognised school management organisations and recognised trade unions and staff associations representing teachers, prescribe:
a) the minimum number of days in a school year during which a school shall be open to receive students and provide them with an education

b) the minimum number of hours of instruction in a school day or in a school week, and 

c) any matters related to the length of the school year, the school week or the school day and the organisation and structure of such year, week or day.”

We recommend that the National Council address the issue of July provision in relation to the education provision of pupils with significant disability as a priority.

Special Educational Needs

The EPSEN Act 2004 defines “special educational needs” as meaning, “a restriction in the capacity of the person to participate in and benefit from education on account of an enduring physical, sensory, mental health or intellectual disability, or any other condition which results in a person learning differently from a person without that condition”.  This definition has been operationalised in the DES Circular SP ED 02/05 which lists up to ten categories of disabilities as the basis of support/resource teaching allocation within schools.  The Act is therefore, very much based on a psycho-medical/deficit model of disability, which views the experience of disability as resulting from some deficiency in the person.  One implication of such a framework is that it presumes that the child should be the focus for change - rather than a school system that has traditionally excluded some children.  The underpinning of the EPSEN Act 2004 in a psycho-medical/deficit model introduces the risk of an exclusionary system into the mainstream, and will impose a deficit / labelling structure not in keeping with inclusion ideals. 

The implementation the EPSEN Act 2004 must ensure that such labelling is not reinforced in practice, and that implementation should focus on the rights of all children to be included in their local community schools, and focused on the changes and structures that will be necessary in schools, communities, and service to allow this to happen, (e.g.., on a social model of disability). If diversity and difference are taken as being normal, it would follow that a diversity of resources and curricula should as a matter of legal right be made available. This would allow the support services to work in a more efficient and collaborative manner with schools parents and children in the utilisation of relevant resources, and the development of inclusive curricula.

The adoption of a person centred approach as defined in Quality and Fairness (2001) and elaborated upon in the NDA document Guidelines on Person Centred Planning in the Provision of Services for People with Disabilities in Ireland (2005) is one process which provides a safeguard by focusing on the needs of the child. It places the needs of the person as paramount and as such has the potential to overcome some of the current difficulties e.g., needs being determined by the ability or inability of the system to provide for them.  
We strongly recommend adoption of a person centred inclusive model of engagement by the National Council.

Team – Interdisciplinary Team 
National Federation of Voluntary Bodies Member Organisations interprets the term team to mean:  a predominantly interdisciplinary team approach and for children aged 0-6 services a trans/interdisciplinary team model approach.  We propose that Interdisciplinary teams share common goals and are committed to communicating with each other and with families with whom they work. They have planned interaction and formal arrangements for communication, for assessments, planning, and intervention. There is also a high level of parental involvement.  Trans-disciplinary teams share common goals and plan together using a systematic process for sharing roles and crossing disciplinary boundaries to maximise communication, interaction and co-operation among members. Decisions are made by consensus and family participation is crucial.  (Rosin et al 1996, O’Connor et al, 2004)
The National Federation of Voluntary Bodies propose that the team members typically include parents, school principals, teachers, paediatricians, social workers, psychologists, nurses, physiotherapist, occupational therapists, speech and language therapists, home teachers, SNA’s, local preschool supports and family support workers. We suggest that the construction of the team is determined by the needs of the child/pupil and family.  

Within the Act the membership of the team is too narrow and ill defined. It does not reflect the reality of the range of people currently involved in the child/pupils education. Of particular concern is the lack of clarification on the status of non-direct Department of Education & Science funded services on decisions within the school programme.  For example if a speech and language therapist recommends a particular exercise to be adopted within the school programme, what status does this recommendation have?  The different status of decision-makers is a key concern within the present system and is not resolved in the proposed Act.   We propose that the National Council address this matter in mandatory IEP system. 
The National Federation of Voluntary Bodies is also concerned with the absence of a discussion about how the team works together.  Compared to the Americans with Disabilities Act (1990) which sets out the premise of strong team working and consensus decision-making, paying attention to parents’ concerns, priorities and resources (CPR’s).  We propose that attention is paid to such processes in respect of team functioning in relation to the guidelines governing assessments and IEP’s which are currently being developed. 

We believe that there are major issues in relation to access to inter-disciplinary services on a regular, timetabled basis that provides an adequate, ongoing service.  Significant increases in interdisciplinary support are required.  All such support is currently funded from Department of Health & Children / Health Services Executive funding.  However, current staffing levels are inadequate across the board, but are absent or very limited in some areas of service, especially to mainstream school support teams. We propose that funding needs to be made available from Department of Education & Science for full interdisciplinary team provision. 
To achieve adequate levels of staffing will involve and increase in the training places to provide the required numbers of qualified staff, for example, behavioural support specialists, psychology, social work, nursing, physiotherapy, occupational therapy and speech and language therapy. 

We recommend wider consideration is given to team membership and attention is also given to and interdisciplinary model of teaming and to team processes.

We recommend significant increases in interdisciplinary support are required.  We propose that funding needs to be made available from Department of Education & Science for full interdisciplinary team provision or a mechanism, is provided for such provision through the Department of Health and Children. 
We recommend the increase in the training places to provide the required numbers of qualified staff.
We recommend the development of an agreed caseload case mix as a priority.  

Section 2 – Inclusive Education  

The National Federation wholeheartedly endorses the priority given to promoting access to inclusive education for children with intellectual disability.  Member Organisations have been supporting mainstream school provision without adequate funding. For some agencies this support dates back to the late 1980’s.

To achieve meaning inclusive provision will not rely on the provision of such teams alone. Member Organisations highlight the following requirements: 

· Appropriate and accessible school buildings.
· Ensure mandatory involvement of the family and additional advocates when necessary.
· Ensure a planning meeting representative of all of the stakeholders.
· An accountable and recorded decision-making process to ensure that all of the decisions are made for the right reasons.

· Ensure the child environments are mainstream and remain child focused.
· Review current practices and arrangements with schools. 

· Address the issues of large class sizes to mainstream schools.

· Children should be supported to access mainstream school in their community, where possible.
· Investment in supporting children appropriately at second level is critical.
· Teachers require training in developing autistic spectrum disorder specific support programmes.
· Teachers require training in behavioural approaches to understanding and managing children’s behaviour. 
In the process of transition to meaningful inclusion consideration must be given to the pace of development and the establishment of milestones for the further development of inclusive education.
We recommend the availability of resources to meet the above requirements to strengthen the provision of mainstream education provision.

We recommend that the provision of a range of models of inclusive education must be considered, creating new opportunities. The potential to consider the reconfiguration of the resources of special schools to support mainstream schools and by perusing dual enrolment models exists.  New structures are required which will enable the sharing of expertise between mainstream and special education to ensure the best use of knowledge and resources to appropriately meet the needs of pupils.

Section 3 – Preparation of Education Plan by School 
Time frames

Given the current level of provision of appropriate team members and psychology services, in particular, we do not know how the one month time scale is operable without substantial immediate development of services.  

We recommend that serious consideration is given to how the current level of provision of appropriate team members and psychology services can meet the one month time scale for assessment. We recommend serious investment in substantial immediate development of services.  

It must be recognised that improved planning processes will take additional time. The Individual Education Plan (IEP) will demand time of all required team members.  Recognition of additional needs allowing for release time for training, provision of time for drafting and implementing IEP’s and the need for an appropriate environment to hold such meetings need to factored in.   

We recommend that given that improved planning processes will take additional time, recognition of additional needs are factored into staff allocations.   

Child Involvement in the Individual Education Plan (IEP)
We propose that stronger references to the involvement of the child in the IEP should be developed in the guidelines for assessment and IEP’s. This is a cornerstone of good practice and inherent in the person centred process, Goal No. 1 of The National Children’s Strategy: Our Children – Their Lives (2000) states that: 

“children will have a voice in all matters which affect them and their views will be 
given due weight in accordance with their age and maturity”.  
This is in line with Article 12 of the UN Convention on the Rights of the Child (1989) which outlines that:
“parties shall assure to the child who is capable of forming his or her own 
views the right to express those views freely in all matters affecting the child, the 
views of the child being given due weight in accordance with the age and maturity of the child”. 
We recommend that stronger references on the involvement of the child in the Individual Education Plan should be developed in the guidelines for assessment and IEP’s. 

Parental Involvement 

We recommend in the implementation of the Act that practice develops to be inclusive and valuing of parent involvement, to ensure that parents are identified as essential members of the team.  
Section 4 – Assessment of Child by or on behalf of Health Boards or Council, 
Section 5 – Mode of Assessment, 
Section 8 – Preparation of Education Plan at Direction of Council, and 
Section 9 – Content of Education Plan
We welcome the formalisation of assessment and mandatory Individual Education Plan (IEP) process. 
For most organisations IEP’s have been part of current practice for some time, and although they have not had the legal status now conferred by the Act, they have determined the supports and services available to children/pupils. A wealth of knowledge of the IEP system already exists within the Member Organisations of the National Federation of Voluntary Bodies. The foundational principles of the IEP are on holistic and whole life focused approaches which are strengths and needs driven and framed in a person centred planning context. Details of Member Organisations involvement is set out in Appendix 4.
The National Federation of Voluntary Bodies perceive the assessment, and preparation of the IEP as part of an integrated approach based on person centred planning principles, which merges the assessment requirements of the EPSEN Act and Disability Acts for people with intellectual disability. These person centred planning principles are listed in Appendix 3 and are extracts from the NDA (2002) Guidelines on Person Centred Planning. The NDA also developed a document on IEPs called International Experience in the Provision of Individual Education Plans for Children with Disabilities (2005) and cite best practice examples in this area.  Broadly the NDA recommendations on IEP process are similar to those listed below by National Federation of Voluntary Bodies Member Organisations. However, one fundamental difference is in the content of the plan. Member Organisations consider the IEP to be holistic, and whole life focused in keeping with the above listed principles, rather than education focused only.

It is important that planning for individuals with disabilities is not fragmented or conflicting. The importance of a comprehensive Person Centred Plan (PCP) for each individual child or adult has long been accepted (NDA, 2002) and is the process which ensures an agreed, coherent focus for support. The PCP covers all aspects of the individual’s life and unites the efforts of professionals and family, to support the person to work towards the desired goals – including learning goals, social integration goals, healthy living, personal safety, friendships and so on.

Clearly, Individual Educational Plans (IEPs) are an integral part and a vital aspect of the child’s overall PCP. The formal educational setting is where structural learning supports are delivered. It is also the setting where the student receives planned health interventions, develops friendships, learns vital social skills, receives training in independence skills, etc.  Much of the work of the school is continued at home, including practical learning opportunities relating to the school curriculum, health and hygiene, personal safety, skills for living and developing and nurturing relationships.

Not to integrate the IEP into the child’s PCP risks a fragmented approach, where the involvement of the various professionals – teachers, SNAs, therapists, health professionals, social care workers and family – are not coordinated, and where the opportunity to ensure a consistent and coherent approach is missed. Learning goals and developmental goals are a natural part of a child’s life, but must be linked to their out-of-school lives to make sense to the child and his / her family. The PCP provides this overall framework, ensuring that all adults involved in the child’s life are working together towards agreed, common goals. These processes are not at odds with each other, but are mutually complementary, and must be integrated to achieve maximum impact.

There is a need for clarification of roles and responsibilities, in the relationship between statutory providers (e.g., Department of Education & Science and Department of Health & Children) and voluntary organisations in mainstream schools.  For example what are the responsibilities of the organisation when recommendations are made in the IEP and the resources are not available? What happens at the review when the goals have not been attained due to lack of resources? It is as yet unclear as to the impact of both acts particularly the resources of organisations. Who will carry the responsibility to carry out needs assessments? It remains unclear as to how the Department of Education & Science and the HSE will provide the necessary resources to meet that accessed need.

Given National Federation of Voluntary Bodies Member Organisations detailed knowledge and experience in the development of IEP’s we are surprised and disappointed that we were not consulted on the current development of the IEP process which has been initiated by the National Council.  We consider that the marriage of the interface of the assessment elements of the EPSEN Act 2004 and the Disability Act 2005 means that such engagement with us is imperative.
We strongly recommend the development of a person centered, holistic, whole life strengths and needs driven joint integrated assessment and IEP process to meet the requirements of the EPSEN Act and Disability Acts for people with intellectual disability, as illustrated in Appendix 6. 

We recommend that that National Council, Department of Education & Science and Department of Health and Children provide clarification of roles and responsibilities of this new process.
We recommend that the interface of the assessment elements of the EPSEN Act 2004 and the Disability Act 2005 means that such engagement with National Federation of Voluntary Bodies is imperative.

Section 6 – Appeals in Relation to Assessments, 
Section 12 – Appeals in relation to Education Plans, 
Section 36 – Special Education Appeals Board,  
Section 37 – Report of Appeals Board, and 
Section 38 – Provision for Mediation in Certain Cases
National Federation of Voluntary Bodies Member Organisations views on appeals in relation to assessments and IEP’s as provided in the sections above are as follows:

· We propose that initially concerns should be dealt with at service level – if the assessment, preparation and conduction of the IEP is completed appropriately, pupils, parents and staff should be in agreement before signing the document. 
· When concerns persist it is important that there is an appeals process and that this process be easily understood by parents and guardians, to enable them to challenge and ask questions of service providers & schools, and relevant departments.
· Clarity is required on whose responsibility it is where resources are not available.  
· We are concerned that in some cases it is up to the Board of Management of a school to prove that it does not have adequate resources to meet the needs of a particular child as part of the appeal process.
· It is critically important that parents don’t feel that their child will be penalised if they are unhappy with the IEP, as many are worried that their complaints will have an adverse effect on their child’s education. 
· Availability of advocates for families to support them in this process is required.
· The ability to demonstrate an evidence-based decision making process will be essential.
There is some concern that mediation bodies could make the appeals process of reasoning difficulties lengthy.  The transparency of the reports of the appeals board will be of utmost importance.  Information on the membership and operation of the appeals board and medication services must be open and transparent to build trust in the system and process. Clear operational guidelines which are accessible to parents, with a timeframe for decisions, with adequate resources and the ability to redress problems, are required.

With regard to the establishment of the Appeals Board, the following points require clarification:

· How will the members of this Appeals Board be appointed?

· How will they reach decisions?

· Should mediation be included as a separate process?

We endorse the need for qualified mediators. The National Federation of Voluntary Bodies proposes that the appeals process should be open to a wider range of interested parties.

We recommend that clear operational guidelines which are accessible to parents and guardians, with a timeframe for decisions, with adequate resources and the ability to redress problems are required.

Section 7 - Provision of Services 

National Federation of Voluntary Bodies Member Organisations are most concerned about the possible interpretation of this section of the Act in practice. 

A burning question is:  
· What happens if an Individual Education Plan determines a Member Organisation’s obligation to provide a service that they are not resourced to do so?
To date SENO’s role has involved sanction of Department of Education & Science resources, what is their authority to sanction, for example, interdisciplinary supports?
We recommend urgent engagement with the National Federation of Voluntary Bodies to clarify the above issues.
Section 11 – Review of Education Plan

The National Federation of Voluntary Bodies welcomes the review of IEP’s. However, the frequency of such plans must be determined by the needs of the child.  Given that the needs of the child are changing, the assessment needs are ongoing requiring the minimum provision of a review on an annual basis.  We suggest that the old plan is reviewed and a new plan developed by the appropriate team members.

We are concerned at the lack of comment to the implementation of the plans.  We are seeking a commitment to the development of a comprehensive monitoring system to ensure identified actions take place.
Pupils Individual Education Plans (IEPs) are currently reviewed with varying frequency by Member Organisations as listed below:

	Period
	No. of Organisations (n=10) 

	Six monthly – full review
	3

	Six monthly – partial review
	4

	Yearly – ongoing review
	6

	Yearly – develop a new IEP each year
	5

	As the need arises
	4

	Other (please specify)


	4


Table 3.2:  Frequency of IEP Reviews
Currently the following methods are employed to review pupils IEPs:
· Ongoing assessment in the classroom by teachers (observation).
· Meetings (assessment of current status of plans, calling together of the team and family, assessment of child’s development relative to the plan and amend accordingly): interdisciplinary team, teachers & parents every six months, teacher/special needs assistants fortnightly, teachers/interdisciplinary teams monthly, teacher/parent yearly and as required.

· Communication dairies and written recordings of progress.
We recommend ongoing reviews with the minimum provision of a review on an annual basis.  

We recommend the availability of resources to implement the plan and a comprehensive monitoring system to ensure actions take place.
Section 13 – Duty of Minister and Minister for Health and Children to make Resources available, and 
Section 39 – Duty of Health Boards
A central question for Member Organisations is:  How will the heretofore “Health” funded resources be determined in this new process?
The National Federation of Voluntary Bodies is seeking clarity on the provision of and enforcement of funding.  

We recommend urgent discussion and clarification on how the heretofore “Health” funded resources will be determined in this new process, and clarity on the provision of and enforcement of funding.  
Section 14 – Duty of Schools

The Boards of Management structure needs to be reviewed in light of the Act and this is in keeping with the recommendations of the National Federation of Voluntary Bodies conference “Making Appropriate Education a Realty for Pupils with Severe and Profound Intellectual Disability”.  The structures of the Boards are inappropriate to the good governance of Special National School as they exclude many key stakeholders. Key issues not adequately addressed for the Board of Management are the definition of team, reporting relationships for non-Department of Education and Science personnel, the authority of all members of the team, to whom they report and to admission policies.

In section 14(d) the Boards of Management are required to ensure that staff are “aware” of the needs of the child, however, it is essential that staff can “engage with and meet the needs of the child.”
We recommend that the Boards of Management structure are reviewed and this review addresses the many key stakeholders currently excluded in the existing structure.

Section 15 – Planning for Future Education Needs

We require clarification on what are the “appropriate measures” referred to in addressing a deficit of meeting the goals of a student’s education.  Currently where a student is over 18, they can continue in school by agreement.  This placement is not appropriately funded.  The Act must ensure the provision of appropriate supports.  

Section 16 – Implementation of Relevant Education Policy by Health Boards
In the absence of a complete transfer of support services to the Department of Education and Science, we welcome this section of the EPSEN Act 2004. However, the National Federation of Voluntary Bodies seeks urgent detailed discussion to develop knowledge of how this will work in practice. 
Section 17 – Liaison Officers

Within the current structures we endorse the need for this key role, whose functions need to be real and meaningful.  We suggest the title reflects an interactive role.  To ensure the smooth working of this role, we envisage the need for clear and agreed operational criteria to ensure the necessary co-ordination occurs.

We also identify the need for an effective co-ordinating mechanism between the Department of Health & Children, the Department of Education & Science and the HSE.  

We recommend that if an operable solution is not developed then we suggest that the provision of support services and early intervention services transfer solely to the Department of Education & Science.

In relation to the provision of support services, Member Organisations suggest:

· Good conjoint working and partnership and integration of Department of Health & Children, Health Service Executive (HSE) and Department of Education & Science (& various other Departments) and directives on working collaboratively.
· More co-operation between Department of Health & Children, HSE and Department of Education & Science There needs to be formalised structure agreed. This includes a coordinated and consistent approach between the NCSE and the HSE. Some new approaches may need to be worked on such as employing non-teaching professionals in schools  as full-time staff members and not part time members e.g., speech and language therapist, nurses etc.

· There has to be agreement that who ever funds interdisciplinary team supports to special schools/early services, people appointed are specific to those areas and not trying to also provide services to the wider health/disability service.

We recommend an effective co-ordinating mechanism between Department of Health & Children, the Department of Education & Science and the Health Service Executive.

Section 19 – National Council for Special Education 
National Council for Special Education (NCSE) could support National Federation Member Organisations in the future through:

Consultation

· By providing ongoing consultation and backup 
· By having an appropriate proportion of Member Organisations representatives on it.
Co-ordination 

· We need NCSE to ensure the co-ordination and collaboration of all services to meet needs of each child 
· We need a forum for integration between Dept. of Education Science & Department of Health and Children and the HSE. 
Information

· By giving clear information, guidelines etc.
· Updating by quarterly newsletters from the National Council
· Online support services from the National Council
· Support Special Schools by advising the relevant personnel
Training

· By helping to identify the needs and identify training
· By providing adequate training. 
Resources

· By providing realistic financial resources available to enable services to provide required level of input.
· Lobby for resources and ensure child with identified needs will be given whatever necessary resources.
Listening and Acting on information received

· By listening to parents and carers.
· By listening to concerns of all staff in education provision.
· By being proactive in developing services. 
Understanding the need for an holistic approach
· Recognise the need for wider view of the needs of people with intellectual disability and the need to integrate whole life needs. Support the ongoing call for additional resources to enable pupils access the educational system and to be maintained within the system irrespective of the level of disability. These educational needs can be delivered in a variety of ways including mainstreaming, special classes in mainstream schools and special schools. 

Actively supporting inclusion 

· Support pupils to avoid losing their peer group and becoming isolated with the inclusive model of education which can result in loneliness, depression etc.  
Valuing voluntary service input

· Supporting the development of clearer role in relation to schools for Patron Bodies, particularly where those bodies who are responsible for the overall package of services to the children with disabilities and their families.
· Recognise the support of the voluntary organisation to the education system.
We recommend that the National Council for Special Education could support National Federation Member Organisations in the future through a range of actions, in particular through consultation and co-ordination. 

Section 20 – Functions of Council
The National Federation of Voluntary Bodies welcomes the establishment of the National Council for Special Education and we welcome this consultation process.  A number of specific questions arise:
· What is the proposed relationship between the National Disability Authority and the National Council for Special Education other than membership of the Council?

· How, in practice, will the Council co-ordinate decisions involving all the partners in education including Boards of Management?  

· Who has the ultimate responsibility for the child needs being met?
We recommend the need for improved consultation and collaboration nationally and regionally and in particular a comprehensive response, especially for people with significant disability.

Section 21 – Membership of Council, and 
Section 22 – Membership of Consultative Forum

We recommend the membership of these Committees needs to include Boards of Management, membership of patron voluntary agencies and National Federation representation. We are also advocating for the inclusion of people with disability & parents on the representation.

Section 25 – Employees 
We seek clarification on the range of people who will be employed by the Council.  Will it include psychologists, speech and language therapists and other interdisciplinary support staff?

We recommend clarification on the range of people who will be employed by the Council.  

Section 26 – Special Educational Needs Organisers 
Despite being unsure of the anticipated impact of the SENO role, Member Organisations are broadly welcoming of the role. Since the ratification of the EPSEN Act 2004 and the appointment of Special Educational Needs Organiser’s (SENOs) the changes in practice that Member Organisations occurred:
· Some schools have met the SENOs in their area and consult on a regular basis, while others have had little contact.
· Members note that some negotiation of resources to children in mainstream has changed from inspectorate to the SENO which includes transport for pupils allocation of staffing and equipment re: extra Special Needs Assistants & assistive technology.
· SENO eased transition from pre-school into primary, for example, individual cases have been dealt with somewhat greater ease.
· The SENO role is still being defined by the Department of Education and Science (DES) and the National Council for Special Education. There are still anomalies in the system, especially between responsibilities of the inspectorate and the SENO-who does what? SENOs can sanction staffing (teachers and special needs assistants only) for schools under the DES. However, in other instances, they can only make recommendations and the risk of the trail of paper work continues.

National Federation of Voluntary Bodies Member Organisations view of the key benefits and challenges in relation to SENO Roles as:
Benefits

· Potential of collaboration and co-ordination of diverse departments and voluntary organisations, overview of services designated people to act on behalf of children with special needs and whose responsibility it is to procure adequate resources.

· Contact person for parents/families and for professionals in the area, source of knowledge in special education.
· Decisions being made at local level & know what is available in the local area to identify ongoing needs and changes.
· Requirements for pupils with physical needs & staff requirements addressed more efficiently.
· Co-ordination role & IEP focus/driven & additional voice advocating for the child.
· SENO could work out as coordinator of resources for students but at the moment seems to be only working with above mentioned resource allocations, of teaching resource and transport what about allocation of interdisciplinary supports. Will they have authority to sanction these?

Challenges

· SENO to be responsible for reasonable number of children.

· To set up a good communication system with the stakeholders & to meet on a regular basis. 
· To become familiar with special school system – staffing etc

· Have more clarification on their exact role and the authority for the allocation of resources.
· Consistent interpretation of SENO role in schools, Health Service Executive and intellectual disability services.
· Needs of students in special schools/preschools are complex and more challenging that those in mainstream education. There is a need to look at overall needs of pupils and work towards getting the necessary resources for them. 
· Forms suitable for pupils wishing to attend all school options including special schools. 
We recommend consultation with National Federation of Voluntary Bodies Member Organisations in relation to the development of the SENO role.
Section 27 – Curriculum 
In a significant proportion of organisations all areas of the revised Primary Curriculum and Draft Guidelines for Children with General Learning Disabilities up to the age of 16 have been implemented.  Curricular plans have been drawn up in all subjects where in-service has been provided.  It has been adapted, where necessary, to meet the individual needs of the child.  Member Organisations use the Post Primary Curriculum at the 16-18 year level e.g. Junior Cert School programme, FETAC Level 3 and Junior Cert Foundation Level English and Maths and CSPE Common Level.

The beneficial elements of the curriculum are:

· The structure of the curriculum guidelines is helpful.
· Can be referenced and adapted for individual needs and abilities.
· Facilitates and gives ideas for working 1.1 with a child or in groups.
· Ongoing consultative process is helpful.
· Change is enabling and incremental.
· It is working very well and can be adopted for every child’s needs.
· Teaching staff attending in-service training on a continuous basis and update the school plan in relation to curriculum assessment.
Member Organisations suggest that in relation to the curriculum, in-service needs to be more tailored to special schools.

3.3.  Implications for Implementation of the EPSEN Act 2004
3.3.1.  Introduction

This section discusses issues implicated in the implementation of the Act which have not yet been addressed elsewhere in the report and includes specific issues for different stakeholder groups.

3.3.2.  Transition Points
Supports are required at all transition points, entry into intellectual disability services, preschool, primary, secondary, and transfer to adult learning / employment environments.
3.3.3.  Ensuring equality for All Children

Currently not all children receive the support they require to access services. It is crucial that there is equity in service provision.

3.3.4.  Building Design

Buildings and environments need to be fully accessible for children and their parents and families. 
3.3.5.  Additional Issues Pertaining to Specific Stakeholder Groups
Provision for Parents & Families

· Ensuring that parents and families are given proper information re options and choices.
· Would like to see parents and families consulted more in relation to educational programmes for their children and given the information that they require to make informed choices in relation to placements.
· Home school liaison teachers crucial to support parent’s involvement with school to ensure all needs of pupils are met.
· Provisions of adequate supports to enable children participate to the best of their abilities within the wider community.
· Communication between families and schools, involvement of families as appropriate in a PCP process in accordance with development of child to young adult, family’s goals as priorities as well as purely educational goals, support for parents to have and make choice in education, development of 3rd level options. 
Pupils with Intellectual Disability
· Adequate availability of interdisciplinary teams to be readily available to include all children within mainstream, special school/preschool and within their wider environment. 
Pupils with Intellectual Disability & Autistic Spectrum Disorder
· Significant ongoing training in understanding autistic spectrum disorder and intervention strategies as research continues, to address communication needs, challenging behaviours and support for families.
· Need to appreciate the complexity of this dual diagnosis.
· Suitable curriculum and need to be able to support children in the mainstream system while maintaining some of the supports of the special system. 
· Increased staffing, better coordination of services, flexibility in the way services are delivered. This has implications for existing staffing levels. Children within the autistic spectrum disorder may not cope well in mainstream settings and structures.
· An appropriate specialised service required, to be available, in particular in post primary schools settings. 
Pupils with Autistic Spectrum Disorder
· Currently there is difficulty in accessing assessment and diagnosis, early intervention services and adequate training for educators and need educational setting specific to their needs.
· Team members and skills required to meet the needs of children.
· Training for staff on autistic spectrum disorder issues (teachers/assistants/clinical) and support to parents and agreed approaches to use.
· Training on the IEP process, teamwork and learning about the role of staff.
· We recommend the need to explore the provision of services to people within the autistic spectrum disorder.
Teachers

· Training to be more comprehensive (& in a holistic approach), with specific training for certain disabilities and ongoing support to address the diverse needs of children with intellectual disability. 

· Support the delivery of a comprehensive educational programme to all children with intellectual disability (in an inclusive environment). This is particularly relevant where children needs specialised approaches such as TEEACH, ABA, PECS, challenging behaviour and maintaining a healthy and safe learning environment for all in the school/pre-school environment in order to deliver a more focused curriculum.  

· Substitute cover to release teachers for training in areas such as PFCS, LAMH etc is important to assist schools and teachers.

· Increase the time for teachers to do administration – need support teachers to do administration – better teacher/pupil ratio plus home liaison teacher and teacher counsellors required. 
· Qualifications of special schools teachers to be standardised.
· Training in Individual Education Plans.  

Other Personnel

Similarly, many of the points made above (re: teachers) on training were repeated in this section.   Other points raised included the following: 
· Training opportunities for special needs assistants (SNAs) and 3rd level course required for SNAs.
· Provision for training of staff – teachers, SNAs and escorts in areas relation to challenging behaviour, back care & manual handling, child protection.  It is important that this training is whole school training – specific training days need to be part of special school needs.

· There is insufficient training from the Department of Education & Science for Teachers and SNA’s re: supporting children with an intellectual disability in a positive, pro-active, person centred way. 

· The new allocation of resource/learning support teachers are based on high incidence and areas not supporting children with a mild degree of general intellectual disability and additional needs (Speech & Language Therapy, Occupational Therapy and Psychology) e.g. children with Down syndrome who are assessed in the mild range are allocated learning support.  Speech & Language Therapy programmes can rarely be implemented in generic groups. 

Chapter 4:   Resource Commitment
4.1. Introduction

As previously stated the Disability Legislation has the potential to make the true inclusion of People with Intellectual Disability in mainstream society a reality.  However, this will not materialise without the commitment by Government of the necessary resources to provide appropriate facilities and services (interdisciplinary teams, equipment, buildings, transports and assisted supports).  We are in no doubt that there is a direct link between the level of resource allocation and the extent to which true inclusion can be achieved.

A critical question for Member Organisations is the question as to who will fund services previously funded by Department of Health & Children/Health Service Executive and how will the sanction for such posts be approved. 

We recommend the commitment by Government of the necessary resources to provide appropriate facilities and services (interdisciplinary teams, equipment, buildings, transports and assisted supports etc.)  to ensure that true inclusion can be achieved.

We recommend that resources funding address the areas listed below: 

4.2. General areas of Funding

We propose that there are general areas of funding which address the needs of a wide range of stakeholders, which include:
· Information on Provision on the EPSEN Act 2004, Disability Act 2005 and the interface between the two,
· General disability information service,
· Provision for cultural and language diversity,
· Staff training across a broad range of issues,
· Capital investment in accessible schools and services,
· Parent support,
· Family support,
· Equipment, and
· Transport.
4.3.  Specific Education Service Areas for Funding
Specific Education service areas which require funding are listed below:
4.3.1.  Early Services 

There are currently 1110 children in receipt of early services, with the referral rate growing and established waitlists for services in excess of 519 (n=15) children. 
We recommend the provision of adequate full early service trans/interdisciplinary team provision which includes the following team members in addition to the child and their family and principal and teachers. A significant level of early service provision exists; however, there are substantial shortfalls in early service. 
As detailed below the cost of each core team is approximately between €750,000 and €1,000,000 when more senior and experienced team members and medical input is required. Obviously the team composition and additional members of each discipline required will be determined by the identified needs of children. The grades listed are at the top of the basic grade posts, to allow that some teams will have members at senior grades and others will be at lower points on basic grade scales. The resources required is the provision of full teams to support pupils, and a range of additional services listed below. 

	Discipline
	Yearly Salary (approx.)

	Family Support Worker
	€32,263.34

	Home Teacher   
	€47,044.86

	Occupational Therapist
	€47,091.82

	Psychologist

	€80,229.98

	Physiotherapist   
	€47,091.82

	Nurse (RNID)

	€41,136.33

	Social Worker

	€53,643.25

	Speech and Language Therapist
	€47,091.85

	Social Care Worker

	€41,619.11

	Sub-Total
	€437,212.36

	+ 50% to include PRSI, Pension, Travel, Admin. Support, Training & Management 
	€218,606.66



	Total
	€655,819.13

	Paediatrician @ €170,875.5 (include half time sessional cost of paediatrician)
	€85,437

	Overall Total
	€ 741,256.13


Table 4.3:  Estimated Costs of Early Service Trans/Interdisciplinary Team

We recommend the required preschool supports are:

· Increased state involvement in preschool provision,

· Increased early services interdisciplinary team support to the preschools,

· Range of support to preschool teachers, 

· Preschool support workers provided for mainstream preschools when required and

· Financial support to access private preschools.
4.3.2.  Mainstream School
There are currently in excess of 1,363 pupils with intellectual disability attending mainstream schools that are known to Member Organisations. Twelve out of a possible thirty three services providers support to pupils in mainstream school, and for some organisations this is a limited consultancy service only. 
All of the Member Organisations who provide support to mainstream school reported that they were inadequately resourced. National Federation of Voluntary Bodies strongly recommends as a priority the provision of interdisciplinary supports to mainstream schools. As detailed above, the interdisciplinary team cost is approximately between €750,000 and €1,000,000.  

Other significant developments to improve the capacity of pupils to experience a successful education in mainstream school include:

· Reduction in Mainstream school class size, 
· Additional school resources,

· Additional resource teacher, learning support teacher and special needs assistants posts,

· Staff training to cover a wide range of areas including, inclusive education principles and practice, behaviour management, etc, 
· Additional roles for example teachers /instructors, 
· Family support,

· Link workers for support in out of school activities and supports for friendships,
· Assessment, intervention and information materials,
· Dedicated administrative support, and
· In school programmes on bullying.
4.3.3.  Special Schools

There are 2,262 pupils in forty eight Member Organisations Special Schools. The priority areas for resourcing are:
· Interdisciplinary team members,

· Reduction in special school class size,

· Behaviour management supports, 
· Additional school resources, and

· Staff training – recognising all staff and not Department of Education & Science staff only.
4.3.4.  CEDCs
There are 225 pupils in twenty one Member Organisations CEDCs. The priority areas for resourcing are:

· Interdisciplinary team members

· Reduction in CEDC school class size 

· Cost of additional school resources

· Cost of improved staff training
· Behaviour management supports
· Transfer of funding and allocation of new resources in the transfer of some Centres to Department of Education & Science 
Steps to determination of Team Resources 
We suggest that the process of determination of the cost of resources required is to develop and agree with all relevant parties a notional caseload allocation by team, and to apply this to the number of children who require the service taking account of the particular needs of the children and their families.
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Appendix 1
National Federation of Voluntary Bodies

Member Organisations

· Ard Aoibhinn Centre, Belvedere Road, Wexford

· Association of Parents & Friends, Carrickmacross County Ltd., Corcrin, Carrickmacross, Co. Monaghan

· Beam Services, Chestnut Court, Royal Oak Road, Bagenalstown, Co. Carlow

· Brothers of Charity Services, Banner House, Clare Road, Ennis, Co. Clare

· Brothers of Charity Services, Bawnmore, Limerick

· Brothers of Charity Services, Belmont Park, Waterford

· Brothers of Charity Services, Lanesbro Street, Roscommon

· Brothers of Charity Services, Lota, Glanmire, Co. Cork 

· Brothers of Charity Services, Woodlands, Renmore, Galway

· Camphill Communities of Ireland, Ballytobin, Callan, Co. Kilkenny

· Cheeverstown House, Templeogue, Dublin 6W

· Children’s Sunshine Home, Leopardstown Road, Foxrock, Dublin 18

· Clones Branch, Cairde Activation Centre, Canal Stores, Clones, Co. Monaghan

· CoAction West Cork, Slip, Bantry, County Cork

· COPE Foundation, Bonnington, Montenotte, Cork

· County Wexford Community Workshop, Beelefield, Enniscorthy, Co. Wexford

· County Wexford Community Workshop, Marshmeadows, New Ross, Co. Wexford

· DARA Residential Services, 89 Dara Court, Celbridge, County Kildare

· Daughters of Charity Service, St. Vincent’s Centre, Navan Road, Dublin 7

· Delta Centre, Strawhall, Carlow

· Drumlin House, Cootehill, County Cavan

· Galway Association, Blackrock House, Salthill, Galway

· Holy Angels Day Care Centre, Strawhall Industrial Estate, Carlow

· KARE, Lower Eyre Street, Newbridge, County Kildare

· KASMHA, College Gardens, Callan Road, Kilkenny 

· Kerry Parents & Friends Association, Old Monastery, Port Road, Killarney, Co. Kerry

· L’Arche Ireland Secretariat, Cluain Aoibhinn, Fairgreen Lane, Callan, Co. Kilkenny.

· Meath Association, St. Olivers, Commons Road, Navan, Co. Meath

· MIDWAY Services, Beechmount Industrial Estate, Navan, Co. Meath

· Moorehaven Centre, O’Brien Street, Tipperary

· North West Parents & Friends Association, Holy Family Day Centre, Ballytivnan, Sligo

· Order of Malta Enterprises, Industrial Estate, Donore Road, Drogheda

· Peacehaven, 138 Hillside, Greystones, Co. Wicklow

· Peamount Hospital, Newcastle, County Dublin

· Prosper Fingal, Vocational Training Centre, Piercetown, Skerries, Co. Dublin

· Rehabcare, Roslyn Park, Beach Road, Sandymount, Dublin 4

· Sisters of Charity of Jesus & Mary, Moore Abbey, Monasterevin, Co. Kildare

· Sisters of La Sagesse, Cregg House, Sligo

· Sisters of the Bon Sauveur, Carriglea, Dungarvan, Co. Waterford

· SOS Kilkenny Ltd., Seville Lodge, Callan Road, Kilkenny

· St. Aidan’s Service, Millands, Gorey, Co. Wexford

· St. Anne’s Service, Sean Ross Abbey, Roscrea, Co. Tipperary

· St. Catherine’s Association, Newcastle, Co. Wicklow

· St. Christopher’s Service, Leamore Park, Battery Road, Longford

· St. Cronan’s Workshop Association, Grange, Roscrea, Co. Tipperary

· St. Hilda’s Services, Grace Park Road, Athlone, Co. Westmeath

· St. John of God Hospitaller Services, Provincial Administration, Stillorgan, Co. Dublin

· St. Joseph’s Foundation, Charleville, Co. Cork

· St. Margaret’s Centre, Moorehampton Road, Donnybrook, Dublin 4

· St. Mary of the Angels, Beaufort, Co. Kerry

· St. Mary’s Hospital and Residential School, Baldoyle, Dublin 13

· St. Michael’s House, Ballymun Road, Ballymun, Dublin 9

· St. Patrick’s Centre (Kilkenny), Kells Road, Kilkenny

· St. Vincent’s Centre, St. Mary’s Road, Cork

· Stewarts Hospital Services Ltd., Palmerstown, Dublin 20

· Sunbeam House Services, Cedar Estate, Killarney Road, Bray, Co. Wicklow

· Tipperary Association, Coolkip, Horse & Jockey, Thurles, Co. Tipperary

· Walkinstown Association, 1 Longmile Road, Dublin 12

· Waterford Association, Spring Garden Workshop, Cherrymount, Waterford

· Western Care Association, Pool Road, Castlebar, Co. Mayo

· Windmill Therapeutic Training Unit, Larkins Lane, South Main Street, Wexford
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Mr. Denis Cronin, Daughters of Charity Service

Ms. Roisin Deery, MIDWAY Services, Meath

Mr. Noel Dillon, St. Michael’s House

Ms. Phil Gray, St. John of God Hospitaller Services 

Ms. Catherine Jackman, Cheeverstown House
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Appendix 3

Excerpts from NDA and National Federation of Voluntary Bodies Documents on Person Centred Planning Principles

Originating with Wolfsenberger, person centred planning has its roots in the normalisation and independent living movements. It is grounded in a social model of disability and a strengths-based approach. Person centred planning was developed because people with disabilities often find it difficult to get the kinds of basic services, opportunities and experiences most people take for granted – and even when they do, they frequently find they are required to somehow fit into someone else’s idea of what that service, opportunity or experience should be like and how they should act, think or feel in relation to it (see Howell et al, 2004 and Routledge and Gitsham, 2004; see also John O’Brien, 2004). 

Person centred planning seeks to:

· Craft a vision for a person’s life as part of their local community and/or the broader mainstream of life and 

· Describe the actions needed to move it in that direction. 

It accomplishes this through:

1. Discovering and responding effectively to the various aspirations, capacities and concerns of individuals with disabilities; 

2. Understanding and addressing the core issues for individuals – exploring where the person is now, how they would like their life to change and what bringing about that change might entail; 

3. Identifying and exploring choices available to the individual; 

4. Mobilising and involving individuals’ entire social network as well as resources from the system of statutory services in responding to what is expressed and helping to bring about whatever changes are desired; 

5. Making arrangements to follow up on plans on a regular basis in order to go through them, review progress on putting them into action and update them; 

6. Discovering a way to record, on an on-going basis:……................

Person centred plans may be developed either within services or entirely independently of them. In either case, it is the person or family who is to be the focus of the person centred plan that should decide whether to develop one in the first place – and how … and whether to pursue it once it is developed……..

In practice, the development and implementation of plans usually requires the co-operation of quite a range of individuals, services and the broader community network, if they are to be really effective.

The six key principles underpinning person centred planning are:

1. Person centred planning is planning from an individual’s perspective on his or her life: The individual around whom planning is conducted and his or her wishes are taken as the single most important point of reference for the entire planning venture (after Mansell & Beadle-Brown, 2004). 

2. Person centred planning entails a creative approach to planning which asks ‘what might this mean?’ and ‘what is possible?’ rather than assuming common understandings and limiting itself to what is available: Person centred planning aims to ‘unpack’ and understand what people desire and connect what is discovered with practical ways of making things happen for them (despite apparent difficulties) - exploring what is possible for them rather than simply what is available to them (Frizzell, 2000). 
3. Person centred planning takes into consideration all the resources available to the person – it does not limit itself to what is available within specialist services: A person centred approach to planning seeks to identify the full range of resources available to the individual. It actively explores the individual’s own resources and what is or might be made available in the broader community, including all non-specialised services (the draft National Standards for Disability Services – FAQs, April, 2003; the draft National Standards for Disability Services, September, 2004). It is very much focused on cultivating a shared commitment to action which has a bias towards inclusion, supporting the individual “in moving from dependence to independence and ultimately to interdependence within his or her own community”. (The Joint Working Group of the Disability Federation of Ireland, National Federation of Voluntary Bodies, Not for Profit Business Organisations – for the Department of Health and Children and the National Disability Drafting Group). 

4. Person centred planning requires serious and genuine commitment and co-operation of all participants in the process: It may take some quite considerable time and effort to develop plans that are meaningful for the focus person let alone begin to realise these plans. Both the quality of plans developed and their final effects on the life of the focus person depend hugely on all participants (family, friends, service providers, etc.) realising this from the outset and being prepared and committed to see the planning process through to fruition. 

5. Person centred planning is an art – not a science: It is best viewed as an organic, evolving process which emphasises: 

· Taking time to really get to know people and build relationships and rapport over time; 

· Encouraging open and flexible attitudes in all participants in the planning process; 

· Listening carefully, acknowledging and exploring various and, in particular, opposing perspectives; 

· Responding creatively, practically and reasonably to what is heard. 

6. The development of a plan is not the objective of person centred planning: making real, positive differences to someone’s life is. 

Appendix 4
National Federation Member Organisations 
Current Individual Education Plan Process
Outlines of typical existing Individual Education Plan processes are as follows:

· Principal has organisation role (e.g., venue, date, time, communication), meeting held for an hour approx, strengths, needs format used, priority goals set out under each curriculum area, teachers transfer information to terms plans, collaboration with all clinic staff.

· Pupils are reviewed by the school psychologist approximately every 2 to 3 years. The team, to include parents and teachers attend the review and recommendations are agreed and sent out to parents.
· Teachers had classroom plans and teachers had individual work plans for pupils.
· All of the interdisciplinary team have been involved only at the request of the various class teachers and principles of the schools that we are involved in – this varies from school to school.
We are also aware that in other instances teachers (and staff working with the child) gather information & meet parents and the interdisciplinary team to identify the child’s individual strengths.  Goals are set and a review date agreed.  In addition, bi-annual meetings are held between teachers & parents and six of the nine Member Organisations that have IEPs indicated yearly ongoing reviews.

National Federation of Voluntary Bodies Member Organisations considers consulting with the child and family as fundamental to the development of an Individual Education Plan.  
Pupil’s role in the development of their Individual Education Plan (IEP)
Pupil’s likes and dislikes are taken into account in developing plans and senior pupils are included in the consultation process. Pupils with moderate intellectual disability (if appropriate) are asked their opinions (where they wish to) about the priority learning targets (as set out by parents and teachers in some cases).  With regards to children with severe or profound intellectual disabilities, “teachers/SNA’s advocates on their behalf through their knowledge of working with the pupil as do parents”, there is consultation with the family and parents advocate on behalf of the child.   

Family’s role in the development of an Individual Education Plan (IEP) 

Parents are encouraged to have full involvement, in as far as possible, in the development of the Individual Education Plan. To add to the list of strengths and needs of the child, give information on the child’s interests, relevant information on home circumstances and contribute to the goals that are set for the child (both at school & home), and to state their concerns/wishes and change in circumstances. 

We suggest that IEPs for children with special needs can only be properly developed with the involvement of all e.g. teachers and health care professionals and this must be done for every school with suitable funding and staffing made available. In addition, to the child and family, the following table illustrates the range of disciplines currently involved in the development of the IEP:

	Discipline
	No. of Organisations (n=11)

	Learning Support Teacher
	3

	Nurses 
	8

	Occupational Therapists
	7

	Physiotherapists
	7

	Psychiatrists 
	1

	Psychiatrists (child)
	2

	Psychologists
	10

	Social Workers 
	7

	Speech & Language Therapists
	10

	Resource Teacher
	2

	Teacher
	9

	Special Needs Assistant
	8

	Other (Behavioural Therapists, Principals, Music Therapists, Subject Teachers etc.)
	6


In the main, the goals set at Individual Education Plan process adopt a whole life approach. However, one respondent did state “family related goals may not be set at the IEP but would be initiated there and follow up meetings and plans can take place with appropriate staff”. 
The following types of issues are addressed:

· Child’s strengths & needs (& what motivates the child) – child “whole life situation”,
· Curriculum - individual targets/priority goals (who is responsible for each target) - stage the child is at now & next development goal – what areas of curriculum can be used to address the needs,
· Education issues, social skills, communication, cognitive development, social, relationships, personal, health, family, psychological & behavioural needs, physical activity,  and environment issues,
· Educational resources & support needs - equipment needs & personnel,
· Specialised programmes and home school (teaching strategies), 

· Personnel involved in supporting the child (level of involvement),
· Relationship, social and recreational needs, and
· Family needs & level of involvement.
Member Organisations reflecting on their experience of developing Individual Education Plans outline the following comments on the preparation, monitoring and review of IEP’s:

Preparation

· Hugely important, 
· Parents should have guidelines to think about before the meeting,
· Collaboration time is needed for staff, before the IEP meeting, as currently there is no time allocated to facilitate IEP process without taking from pupil contact time,
· Pre/schools would need co-ordinator of IEPs to successfully manage same, clinical supports not readily available due to limited resources in schools and preschools,
· More family involvement is required & of other supports that are important to child/family, and
· Essential that each school devises its own template and that, guidelines on the development of a template would be helpful.  
Monitoring

· Monitoring needs to be formalised,   

· IEP has to be real and be a working document, pupils need to be challenged with new activities, need high expectations and change goals if necessary,
· In some cases more input in needed from parents, frequent and co-ordinated family involvement,
· Teachers need a standardised best practice method of monitoring progress,
· Observation sheets are completed, monthly monitoring through reports analysing IEP’s,
· Key person needed to liaise with all professional involved and ensure targets continue to be realistic,
· Teachers and key personnel must liaise and take responsibility for the monitoring (teachers have a crucial role, particularly regarding methodologies and differentiation),
· Principals support the staff and school policy set out IEP’s are monitored, and
· Resources should be readily available.
Reviewing 

· Review need to be formalised, written, objective and inclusive of all staff and parents views but based on assessment procedures. 

· Regular review – more day to day feedback on progress/challenges.

· Ideally review on a term basis and one major annual review, one respondent expressed difficulty with reviewing 65 IEP on a yearly basis, impossible to get the whole team together.

· Setting of short term achievable goals is very important so that at review time, everyone can see progress. Parties should accept that process may be measured in many different ways. 

· IEP team (including parents) meet to review progress and set goals – coordinated approach needed to ensure this occurs frequently and regularly. 

Additionally Member Organisations report that IEP’s are:

· Very worthwhile process,
· IEP meeting need to be skilfully chaired,
· When goals are set out persons need to be named to take responsibility,
· There should be a standardised format for IEP’s, parents school be actively involved as should other relevant organisations and it is vitally important it does not become a paper exercise,
· It is important that no more than 3-4 goals are set for each year, 
· IEP meetings should be restricted to key personnel working with the child and the parents – other staff can be consulted or brought in at a later time, and
· Education and training needed to operate successful IEP’s.
 Appendix 5
Recommendations from the National Federation of
Voluntary Bodies Conference Entitled:
“Making Appropriate Education a Reality for Pupils with 
Severe and Profound Intellectual Disability”

Detailed below are the 36 recommendations from the conference.  They are reordered to highlight the consistency of themes which emerged from the six parallel sessions.

Needs of Child Drives Process – Individual Plan
1) All decisions in relation to the child’s education be needs driven and not resource driven.
2) That a mandatory IEP process be put in place as the driving force for an appropriate education for the child.

3) All aspects of service provision should be resourced and made available based on a comprehensive assessment of need which informs a child centered plan, of which an IEP is one fundamental part, along with other child and family supports, including respite care, recreational and other out of school services.

4) The assessment of need of the child should drive the decision making process i.e. it should be child centered holistic new model of provision.
5) Education should take place in the environment most suited to meeting the needs of the child.  Service development is dependent on child and family centered approach.  Need to review current models of service provision - to create new vision of service.  Research of current and proposed models should be evidence based.

Parent Participation
6) Parental participation needs to be encouraged with a view to providing a service of family centered education.

Child and Family Structures
7) In moving forward to create new, more responsive child and family centered services, we need to ensure that the issues pertinent to all of the stakeholders are thoroughly explored and that in this process we are not constricted by the boundaries of existing structures, and that we are open to innovative and creative ways of meeting identified needs.

8) Formal structures need to be put in place at regional level to co-ordinate the various inputs from the Health and Education sectors to ensure that a holistic service is provided to the child and family.  This will involve close links between the National Special Education Council, Special Educational Needs Organisers and existing committees such as the Consultative & Development Committees.

Structures
9) That a formal structure be established immediately between the Department of Health and the Department of Education guided by the new Education Disabilities Bill to ensure effective collaboration at national, regional and local level.

10) Structural issues such as accountability, responsibility, conditions of employment and Board of Management composition need to be addressed.

11) There is a need for a structured interdepartmental consultative group to address the interdepartmental issues in the education of children with severe and profound intellectual disabilities.  It is proposed that this group would make itself available to meet with all the relevant stakeholders.

12) Need to define the role of the Inspectorate.  Need close monitoring of the delivery of training and evaluation.

13) Leader/Co-Ordinator/Key Worker: Taught and trained.

Boards of Management

14) Constitution of Board of Management should be reviewed to gain democratic representation of all staff working with the child.

15) Investment and support by the Department of Education & Science in Boards of Management.

16) That the role and responsibility of patrons and Boards of Management be clearly defined.

Consultation Mechanisms

17) The Special Needs Education Forum proposed by the Education (Disabilities) Bill must be formally linked to the stakeholders and be used to inform the direction of policy of the Department of Education & Science.

18) A roundtable forum of all stakeholders, including Departments of Finance, Education & Science and Health & Children should be established, the objectives of which would be:

a. Put the needs of the child centre stage;

b. Get best quality outcome for the child;

c. Promote good communication in collaborative fashion;

19) Multidisciplinary Task Group should have been involved in drafting the new curriculum.

20) That a comprehensive thorough consultation process be established in relation to the new Special Education Bill.

21) Any forum established must be time limited.

Working Collaboratively
22) The type of collaborative teamwork required for the provision of the educational needs of children and adolescents with severe and profound intellectual disabilities cannot happen unless properly resourced.  Issues of equity need to be addressed.  The HR issue is of priority.

23) All staff working collaboratively 

a. Developing a common approach

b. Being less defensive

c. Focus on the child

d. Involve families

24) Collaboration between Education & Health and voluntary bodies and unions at senior level to resolve structural and Human Resource issues.

25) An appropriate curriculum without collaboration and the proper resources to implement it will be of no use. Joint training for all is required.
26) Provision of postgraduate multidisciplinary training.  This training should address issues of partnership, collaboration and teamwork.  

27) Joint in-service training for all full time staff.

a. Minimise school closures for families

b. Need for structured on-going programme (not unrelated inputs)

c. Alternative: Ongoing short in-service team training on site

d. Bring in expertise to work alongside staff.

28) Training to work together
29) All staff and parents need adequate training in the new curriculum.

30) That funding be made available to ensure that all personnel, including parents receive appropriate training to meet the needs of the child.

Respond and Promote
31) Review role of Special Needs Assistants

a. Link level of qualification to salary

b. Shared training with transdisciplinary team

32) Respond to general deficit of skills

a. Focus on core skills e.g. working with IEPs, systematic instruction skills etc

b. Sharing specific expertise locally e.g. Speech & Language

c. Ensure greater exposure to children with severe & profound intellectual disability for all professional training.

d. Require basic range of competencies from all staff working in this area

33) Federation to promote exchange of good practices

a. Need for evidenced based research

b. Shared among all agencies

Length of School Year
34) Length of School Year: the school year should continue throughout the full calendar year, with only four separate weeks of breaks in total.  Teachers and other multidisciplinary staff should be permanently employed in order to provide an almost continuous service to children who are assessed as needing this level of service.  Support structures need to be resourced and put in place within schools to support Principals in managing the diversity of responses which are required.

35) Interim arrangements need to be put in place immediately to provide summer projects for children during the months of July & August until the new full year round service can be implemented.  If sufficient teaching staff are not available to provide educational programmes, the funding should be used to provide alternative suitable social and recreational options.

Transport
36) Transport: there should be a centrally organised and well-resourced transport system which is the responsibility of one department.  This transport system needs to take account of minimum quality of service and health & safety issues, including length of time on bus, length of journey, numbers on buses, wheelchair accessibility and provision of safety harnesses.

Appendix 6
National Federation of Voluntary Bodies Integrated 
Assessment Interventions Model
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The above diagram illustrates the integration of the assessment requirement of the EPSEN Act 2004 & Disability Act 2005 with the IEP process of the EPSEN Act and the statement of needs of the Disability Act – within a person centred framework, which is founded on the principles of being holistic, whole life, needs led and strengths based. [image: image3.png]




























































































































































� For reasons of compatible date, the figures from two Member Organisations are omitted.


� For reasons of compatibility of data, the figures from two Member Organisations are omitted.


� For reasons of compatible data, figures from two Member Organisations are omitted. 
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