22nd December, 2003

Mr. Brendan Ingoldsby,

Principal Officer,

Department of Health & Children,

Hawkins House,

Dublin 2.

RE:
Sustaining Progress – Strategic Review of Disability Services

Dear Brendan,

I refer to your letter of 15th November, 2003, in above connection.  At the outset I would like, on behalf of the National Federation of Voluntary Bodies, to welcome the proposed review which is both timely and much needed.  As a National Federation we will be happy to make a contribution to the overall review, however, at this introductory point we will confine our comments to Intellectual Disability Services only for the present.

In our view, the need for a review of the Intellectual Disability Sector arises from the fact that the last major policy statement dates back to Needs & Abilities (1990).  Since 1990, there has been a range of demographic, societal, legislative and structural changes, which have effectively re-defined the general context.  The following are some examples:

1. Stakeholder Viewpoints:

There are now different and quite distinctive stakeholder viewpoints e.g. service providers, service users, families, funders and government, all having different requirements.  Families are more discerning, service users demand more choice and government / funders require greater accountability.

2. Rights:
People with disabilities are increasingly seeking to vindicate their rights by taking High Court and Supreme Court cases and are increasingly seeking the support of international conventions. In 2002, people with disabilities and their representative organisations rejected the proposed Disabilities Bill on the basis that it did not sufficiently protect and promote their rights.  Publication of a revised Disabilities Bill is imminent.

3. Legislative:

Examples include Employment & Equality Act 1998; Education Act 1998; Equal Status Act 2000, Sinnott & O’Donoghue Judgements, Disabilities Bill, Health (Amendment) Acts etc.

4. Quality:

There has been a distinct move to a Person Centred Approach to service provision as enshrined in the Health Strategy “Quality & Fairness”.  Service users and their families are increasingly demanding that their service requirements be met on an individualised basis.  National Standards in Disability Services are currently being developed and performance indicators are enshrined in service agreements.  

5. Structures:

· The publication of two important reports, namely the Prospectus and Brennan reports have been published which include recommendations for change, improvement and structural reform within health and social care services in Ireland.  

· Since the publication of Enhancing the Partnership funding of all service providers is by service agreement with the Health Board and Eastern Regional Health Authority.  

· Services are increasingly dealing with a number of government departments such as Education; Health & Children; Justice, Equality & Law Reform; Enterprise, Trade & Employment etc.

6. Societal:

· Major changes in the characteristics of the nuclear family.

· Significant changes in religious orders and implications for them as service providers.

· Increased difficulty in getting long term commitment of volunteers in voluntary organisations.

7. Demographics:

· There are increasing numbers of people with complex needs.  

· People with disabilities are living longer in line with the general population.

· As medical technology develops there are increased survival rates of people with severe and profound disabilities.

8. Political:

· There is a far greater engagement by the political system with service provision and a greater awareness by the political system of the issues of people with disabilities.

The list is by no means exhaustive, but it is clear that the scope and scale of contextual change justifies a full review.

Approach:

The aim of the review should be to develop a new service vision going forward.  The approach initially should be to undertake a critique of “Needs & Abilities” which would identify the shortcomings in relation to the needs of today’s Intellectual Disability Services.  In this regard, I outline hereunder my initial analysis which it is hoped will generate some discussion around the identification of the key issues.  The approach I have adopted is to consider the recommendations contained in each Chapter of “Needs & Abilities” and examine the progress made in relation to each, together with a critical examination of the important issues which “Needs & Abilities” has failed to address at all.

Chapter 3 – Terminology:

The term “mental handicap” is no longer used by statutory and voluntary service provider organisations, with the National Federation legally changing it’s corporate name to accommodate the term “intellectual disability”.  However, some parent organisations still use the term "mental handicap”.  Service providers use the term “people with intellectual disability” rather than “intellectual disabled persons” which is used throughout “Needs & Abilities”.

Chapter 4 – Persons with General Learning Difficulties:

In general, this Chapter was weak in terms of recommending statutory entitlement by people with intellectual disability to an assessment of their educational needs.  There has been some progress on this issue with the establishment of the National Educational Psychological Service (NEPS) and with the recent publication of the Education Disabilities Bill, which does, inter alia, provide for a statutory entitlement to an assessment of need.  However, the Bill presumes a high degree of co-ordination between the Departments of Health & Children and Education & Science and the record in this regard has been most unsatisfactory to-date.

The Chapter also recommended that a higher level of multi-disciplinary support be available to pupils with general learning difficulties leaving local educational services and in assisting the school leaver to obtain further education & training and appropriate employment.  This has not happened to any appreciable extent.  The record of access to third level education by pupils with mild intellectual disability has been particularly poor.

Chapter 5 – Prevention:

The report recommended that the Health Promotion Unit of the Department of Health & Children be assigned the task of periodically informing the Minister for Health & Children in relation to preventive measures recommended.  It is not clear what, if any, progress has been made in relation to this recommendation.

U.C.D. do provide a genetic counselling service, but this is under-resourced and there are huge waiting lists for services.

Chapter 6 – Identification and Early Services:

Chapter 6 recommended that “relevant skills should be emphasised in training programmes for professionals who are likely to have to inform parents that their child has, or is likely to have, a disability”.  There is much anecdotal evidence that the imparting of such information by health professionals to parents/families has in many cases been done in a less than professional way, thereby adding to the trauma and stress already being suffered by families at this difficult time.  It is clear that there is a need for the development of a set of best practice policy guidelines in relation to this matter.  

The Chapter also recommended that “arrangements for substitute families for temporary or long term care must be facilitated where the child’s home is not able to meet his or her needs adequately”.  This is an important recommendation, which requires proper planning and significant resources in identifying and preparing suitable host families.  Many voluntary organisations are very proactive in putting in place such arrangements, but are hampered by the lack of resources to support these initiatives.

Chapter 7 – Children of School Age:

“Needs & Abilities” calls for “close liaison between frontline and multi-disciplinary support personnel of the pre-school programmes and their counterparts in the school programme”.  The experience of the National Federation members, as evidenced by our Conference “Making Appropriate Education a Reality for Pupils with Severe & Profound Intellectual Disability through Partnership” in March 2002, is that little progress has been made on this issue and serious difficulties will remain with regard to co-ordination of the roles of parents, professional staff (in particular RMHNs) and teachers in the education of children with disabilities.  There are particular difficulties with regard to the education of children with severe and profound intellectual disabilities.  It is hoped that the Education Disabilities Bill will bring better clarification to the respective roles of all involved.

Chapter 8 – Day Care & Employment for Adults:

Satisfactory progress has been made with regard to the implementation of the recommendations contained in Chapter 8.  However, the National Federation is concerned with FAS’ recent interpretation of Supported Employment.  We have raised our concerns with them and discussions in relation to this matter are ongoing.

Chapter 9 – Living Arrangements for Adults:

Chapter 9 recommends that “large numbers of highly dependent intellectually disabled persons should not be placed in one location.  New residential provision should be in small clusters of 3 or 4 houses at a number of locations”.

While much progress has been made in relation to this recommendation, there are still unacceptably high numbers of people with intellectual disabilities living in congregated settings and the Voluntary Sector needs to be proactive in making progress on this issue.

Chapter 10 – Elderly Persons:

People with intellectual disability are living longer in line with the rest of the population.  However, many are prone to early onset of diseases, normally associated with older people such as alzheimers, etc.  “Needs & Abilities” failed to acknowledge this fact and the development of appropriate services to meet the needs of older people with intellectual disability has consequently, been done on a patchwork basis, often with voluntary agencies taking initiatives to provide services from their own resources.  There needs to be an acknowledgement by the Department of Health & Children of the fact that people with intellectual disability are living longer and as they do their needs change and the services to meet these changing needs require proper resources.

Chapter 11 – Some Additional Areas of Need:

“Needs & Abilities” recommended that a detailed assessment of the condition and total circumstances of people with an intellectual disability who are resident in psychiatric hospitals be carried out.  Again, while there has been some progress on this issue, particularly in recent years with the planned movement of people from psychiatric hospitals into community settings, there is still a significant population of people with intellectual disability inappropriately placed in psychiatric hospitals.

In addition, access to mainstream psychiatric services is, in the majority of cases, denied to people with intellectual disability in need of such services while services for people presenting with disturbed behaviour remain under-developed.

Chapter 12 – Intellectually Disabled Population:

A major development arising out of “Needs & Abilities” was the development of a National Intellectual Disability Database.  This has been accepted by Government as the major planning tool in the development of services and in the allocation of resources over the past number of years.  As such, there is a need to ensure the accuracy of the database and in this regard, ongoing audit of the database at regional level is essential  There is also scope to enhance the database to include the financial, human and other resources to meet the identified needs of people on the database.

Chapter 13 – Personnel:

“Needs & Abilities”, which was published in 1990, identified a serious shortage in the availability of Physiotherapists and Speech & Language Therapists then.  While the Government in the past few years has taken some initiatives to increase the supply of these professionals, the shortage of these people continues to be an impediment in developing comprehensive services for people with intellectual disability.

The terms of the resolution of the carers dispute leads to a professionalisation of the services and all care staff will require an appropriate qualification to work in intellectual disability services.

Chapter 14 – Organisation & Co-ordination of Services:

The Health Board Co-Ordinating Committees were replaced by the Consultative & Development Committees following publication of “Enhancing the Partnership” (1996).  It is acknowledged that this committee structure is working reasonably well, albeit with a lack of clarity in some Health Board areas around the differences between the two.  In any event, of greater concern now is the recently published Health Services Reform Programme, which proposes abolition of the Health Boards and the Eastern Regional Health Authority with obvious consequences for “Enhancing the Partnership” and the current committee structure.  The National Federation is actively seeking clarification from the Department of Health & Children on the status of “Enhancing the Partnership” in the new structures.

Chapter 15 -  Financial Implication of Unmet Need:

A major flaw of “Needs & Abilities” was its gross under-estimation of the level of unmet need with its recommendation of a four year rolling programme commencing in 1990 to establish 150 new residential and 250 day places per annum.

However, this was offset to a great extent by its recommendation to establish a National Intellectual Disability Database, which has been central to identifying the full extent of unmet and changing needs, and in identifying the resources required to meet these needs.

OTHER SHORTCOMINGS OF “NEEDS & ABILITIES”:

What is contained in the foregoing is a critique of what is contained in the “Needs & Abilities” document.  Of equal importance are the significant issues which the document did not address and which require to be addressed in the context of developing high quality, person centred services in the 21st Century.

Specifically, the document is very patriarchal and makes no provision for service user participation, either in terms of services development or developing advocacy capacity generally, and there is no mention of a statutory entitlement to an assessment of need.  It fails to make any comment on the integration of education needs and service provision nor is there any consideration of the availability of leisure facilities, etc.  There is a complete absence of a consideration of the rights and needs of carers.

CONCLUSION:

In conclusion therefore, while “Needs & Abilities” was a ground breaking document at the time of its publication in 1990, it contains many shortcomings in relation to the needs of today’s intellectual disability services.  This analysis seeks to generate some discussion around the identification of the key issues, which need to be addressed, in the context of a new review of the Intellectual Disability Sector.

We very much welcome this review and are committed to engaging with your Department in a constructive and proactive way with it.

Yours sincerely,

Brian O’Donnell,

Chief Executive
