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Western Health Board
Bord Slainte an larthair

STRATEGIC PLAN
INTELLECTUAL DISABILITY

&
AUTISM SERVICES

2004 - 2008

VOLUNTARY AND
STATUTORY SERVICES




MISSION STATEMENT
SERVICES FOR PEOPLE WITH INTELLECTUAL DISABILITY AND/OR AUTISM

To develop a comprehensive continuum of services in partnership with service providers
and service users; to adopt a person-centred approach to service provision; and to enable
people with intellectual disabilities and autism in the Western Health Board region to live
their lives to their fullest potential in an environment of their choosing, within available
resources. The Western Health Board in conjunction with service providers will proactively
seek adequate resources to fund evidence-based interventions to meet identified need and
ensure that these resources are used to best effect.



FOREWORD

It gives me a good deal of pleasure to welcome the publication of this Strategic Plan for
Intellectual Disability and Autism Services 2004 — 2008.

Preparing a strategic plan is essential to ensuring that services respond effectively to the
needs of people with disability. Many groups and individuals worked hard to develop this plan.
It was produced in a spirit of true partnership between the Western Health Board, voluntary
service providers, and service users. The views of service users and their families were taken
into account in identifying service priorities.

Voluntary bodies play a significant role in the delivery of services for people with intellectual
disability and autism. | am particularly grateful to the voluntary bodies for their input into this
plan. | thank our own dedicated staff also for their hard work and commitment.

Strategic plans are about prioritising. When there are so many needs, the task of identifying
priorities is a difficult one. With the downturn in the economy, and its implications for the
funding of health services, we face into a difficult period. The massive reorganisation of health
service provision now underway nationally will mean that this plan will have to be constantly
monitored, reviewed and updated as events unfold and new structures are set in place.

We will need to use scarce resources effectively in order to implement this plan, and improve
the delivery of services to people with disability in our region. We must see this period of
uncertainty as an opportunity to develop an excellent service, responsive to the needs of our
clients.

I am confident that with the active involvement of all our service users and partners we can
provide an excellent service, and help people with disability to live their lives to their full
potential.

Slgned: I}l_ . EL'-'I-M Q"’t"‘"ﬁ.:
Dr. Shealah Ryan
Chiaf Exacutive Officer




SUMMARY OF RECOMMENDATIONS

The following sets out the principles that apply to all groups and the recommendations from
each section of the plan.

Commitment to Principles of a Person Centred Approach

1.

Services and the organisational framework that support the delivery of the services should be
based on a person-centred approach.

Services should support the development of an inclusive society and should foster the values
of dignity and respect, offering choices, sharing ordinary places, developing relationships and
enabling contributions to society.

Principles Underlying Service Provision for All Groups

The following principles were repeatedly emphasised by all groups consulted while preparing
this Strategic Plan. They represent the combined wish of all agencies, service providers and
individuals consulted. They are based on current concepts of best practice.

10.

11.

12.

13.

Equal opportunity to access services, based on assessed needs.

Opportunity for families and individuals to choose from a range of service options
designed to meet different levels of need.

Individualised, flexible service, including access to a range of respite services.
Elimination of waiting lists.
Services provided locally, within the person’s own community as far as possible.

Co-ordination of service provision between the various agencies delivering service
and between state agencies and the voluntary sector.

Multi-disciplinary team-based assessments provided for each person.

Families and clients kept fully informed about assessment outcomes and service
options available.

Individuals and families consulted about what service is most appropriate for each
individual.

Person-centred care plan developed for each individual.

A key worker allocated to each child or adult, by the agency that is the main service
provider for that person.

Ongoing evaluation of services, including asking people for feedback on their level of
satisfaction with the service provided.

Ongoing training and development for families, staff and volunteers.



Recommendations for Different Age Groups

Overarching recommendation - for each specific recommendation it will be necessary to
set priorities, seek necessary funding for implementation where this is required, and develop
ongoing review systems to monitor effectiveness.

Early Childhood Services

Assessment and Intervention

The developmental needs in each county should be identified in respect of the disciplines
required to deliver timely and appropriate initial assessment and intervention, including
model of service and caseload mix.

An agreed maximum waiting time for initial assessment and intervention should be
implemented across the region.

Statementing
A protocol for formulating a statement of children’s needs should be agreed.

Information for families

The information families require should be identified.

An information pack should be produced for families.

A regional web site displaying the required information should be developed.

Level of support for families
Families’ support needs should be identified in each county.
Immediate needs in relation to family support should be prioritised.

Key worker
The key worker system should be adopted across the region.
The effectiveness of the key worker system should be monitored on an ongoing basis.

Support to local pre-schools

The level of support that each pre-school requires should be identified.

An ongoing partnership relationship with the Department of Education and Science should be
established, in provision of services to pre-schoolers.

Support around points of transition
The needs of children around points of transition need to be identified and quantified.

Training

Training needs of staff and families need to be identified.

Each agency should prepare a training plan, to co-operate on training and co-ordinate
training over the next five years.

Evidence-based research
Contact should be made with NUIG University and other third level colleges in the region to
become involved in research and evaluation of early childhood services/projects.



Services for School Age Children

Clarification of Roles and Responsibilities
Clarification should be sought at national level of the respective roles of the Department of
Health and Children and the Department of Education and Science with regard to this group.

Nationally agreed co-ordinating structures and mechanisms should be implemented.

The services of the Health Board and health-funded service providers should be reviewed in
the light of clarification at national level of the remits of the various government departments
responsible for this group.

County Forum
A County Forum should be established to focus on the requirements of this age group, and
to promote the further development and co-ordination of services.

Level of Support Services

Each child should have access to the full range of support services, including Child
Psychiatry, Occupational Therapy, Paediatrics, Physiotherapy, Psychology, Social Work,
Speech and Language Therapy, Visiting Resource Teacher, community nursing, in-home
supports, etc.

The requirements for such support services in each county should be identified and
quantified.

Reviews

Each child should have regular reviews.

Review protocols and procedures should be standardised.

All stakeholders should have clear information about the frequency and methodology of
reviews.

Information

A focus group to include parents should be set up to define what information parents need.
An information pack should be provided for families.

A regional web site should be prepared, to provide information.

Individuals working with families should be trained in effective communication.

Educational provision in mainstream schools

The requirement for placements should be identified.

The Department of Health and Children should be advised of the requirements for additional
special classes and resource teachers.

Escorts
The County Forum should seek agreement at national level about who is responsible for
hiring and paying escorts.

Foster/shared care placements
Here too, the roles and responsibilities of the different government departments and service
agencies need to be clarified.

Supports in summer months

The individual agencies, service providers and government departments need to discuss this
issue at a national level.
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Respite services
Requirements for respite service need to be quantified on a county basis.

Support for children with mild learning disability and emotional and behavioural difficulties.
Again, there is a lack of clarity as to what agency is responsible for this group. The County
Forum should discuss this, develop an agreed service model and recommend co-ordination
mechanisms.

Supports to access community facilities

Additional resources should be sought:

- to employ outreach workers who will help children to access local facilities.

- to provide disability awareness training for local young people and community groups.

Training

Training needs across the region should be established.

A comprehensive training plan should be developed.

Families, staff and volunteers should receive appropriate training.

Services for Adults

Clarification of roles and responsibilities

Roles and responsibilities of different state agencies and service providers should be clarified
regarding services for young adults. All agencies and service providers involved should
meet to discuss and agree responsibilities.

Transition planning

Service providers should agree systems and protocols for service planning, referral and
transfer. Better interagency communication and co-ordination is needed at times of transition
between services.

Individualised services
Staff should receive training on enabling personal outcomes.

Day services for adults
The shortfall in the number of day placements in each county should be quantified.

Sheltered workshops
The national report on sheltered workshops should be reviewed, and its recommendations
implemented.

Service providers should aim to facilitate individual requirements.
Job coaches

Present operation should be reviewed and further development based on review outcomes
recommended.

Part-time places
Service providers should develop more flexible systems to support part-time placements.

Opportunities for lifelong learning
Service providers should establish the need for this service, set priorities, and negotiate with
FAS, the VEC and other educational establishments to extend offerings.
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Residential services
Service providers should establish the shortfall across the region, identify priorities, and
adopt a uniform and equitable approach to allocating places.

Residential facilities

Service providers should implement national standards relating to residential services,
identify services not adhering to the standards, and formulate a regional plan to address
inadequacies.

Respite care
Service providers should quantify the shortfall of respite places by county and formulate a
regional plan to address shortfalls.

People residing in psychiatric hospitals
Service providers should plan to re-house these people over a five-year period.

Support for people with mild intellectual disability

More support is needed for this group. The Director, Disability Services should set up a
County Forum of stakeholders to improve service provision, co-ordination and
communication between service providers.

Rights and entitlements
Stakeholders should develop an agreed Charter of Rights for people with disability.

Advocacy
Training on advocacy should be provided for families and staff.
Disability Managers should promote citizen advocacy services in association with Combhairle.

Support for personal difficulties

Service providers should assess the need for this type of support, and formulate a plan to
deliver the required service. Each person should have a key worker, and access to
counselling as required.

Leisure and community involvement

Service providers and WHB should run disability awareness programmes to raise community
awareness of disability.

Outreach workers should be provided to improve inclusion of people with disability.

Health promotion

WHB and Service providers should formulate a policy on health promotion for adults with
intellectual disability.

Services for Older People

Clarification about service provision and responsibility
The agency responsible for service provision should be clarified across the region.

Families should get clear information about what services are available, and which agency or
service provider is responsible for providing it.
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Meeting changing needs
All agencies and service providers should recognise and plan for the increased numbers of older
people requiring services.

Increased staffing should be provided to cater for the rising numbers of older people needing
services.

Service providers should quantify the current and projected shortfall in staffing across the region.

New services and supports

The many people currently receiving no or very limited support should receive the support they
need. To facilitate this, those individuals requiring support should be identified and their needs
over the next five years assessed and catalogued. The number of additional day and residential
places needed to meet their needs should be quantified.

Crisis residential places
The number of crisis places likely to be required each year should be estimated, based on the
pattern over the last five years.

Respite care
The current shortfall in respite care places should be quantified, and cost identified to address
the shortfall.

Specialised services for older people

Specialised services for those with Alzheimer’s disease should be developed.

The numbers of people needing specialised services should be quantified.

Resources should be sought to provide the range of services needed i.e. Alzheimer’s Service,
Specialist Nursing and palliative care.

Planning for specialised services
Research should be carried out to establish how many people are likely to have early onset
Alzheimer’s in the region, with a view to forward planning to meet their needs.

Family contact
Those who have little or no family contact should be identified, and efforts made to address their
social needs.

Access to generic funding
Older people with intellectual disability should have access to generic funding allocated for older
persons.

Intellectual disability database

The reasons should be sought to explain why some families have not consented to have the
names of older people with intellectual disability living at home being included on the database.
Details for these individuals should be maintained on a manual register, in order to ensure that
they continue to have access to the services when they require them.

Training

Training plans for staff should be developed.

Appropriate specialised training for staff and families should be sourced and implemented.
Staff should also receive training in generic services.



Health promotion
Older people with intellectual disability living in the community, and requiring health
screening/health promotion service should be identified, and should receive this service.

RECOMMENDATIONS FOR DIFFERENT SPECIALISMS
Services for People with Challenging Behaviour

Regional co-ordination
A regional challenging behaviour team should be set up, composed of the four Challenging
Behaviour specialists.

Agree definitions
The team should agree protocols to measure and define challenging behaviour.

Comprehensive assessment and multi-element intervention plan
The team should agree protocols for carrying out individual assessments and developing an
individual intervention plan.

Treatment facilities
The team should develop an agreed model for new and existing treatment facilities, propose a
location for new facilities, and develop protocols governing the running of treatment facilities.

Flexi-budgeting
Members of finance departments should consider a flexi-budgeting system to ensure that best
use is made of limited resources.

Development of challenging behaviour support teams
Resources needed to develop these teams should be quantified, and these resources sought.

Appropriate day services
The numbers needing day services should be quantified, and the type of service identified.

Adequate respite care
Additional resources needed to provide crisis respite care should be sought.

Designated units in intellectual disability services
The Challenging Behaviour team should discuss ways to implement the proposals of the Mental
Health Bill regarding provision of designated units.

Appropriate services for individuals with a mild intellectual disability and challenging
behaviour

A focus group should be set up to agree a model of service for this group, and additional
resources should be sought to implement their recommendations.

Research

The Development Committee should agree priorities for research into models of service,
individual case studies and intervention methods. Links with NUI Galway should be established
to encourage research in this area.

Training
Training needs relating to dealing with challenging behaviour should be identified and training
provided for staff and families.



Services for Individuals who have an Intellectual Disability and Mental Health Needs

Access to generic psychiatric services
Discussions should be held between the Intellectual Disability Teams and the Child and
Adolescent Psychiatric Teams to identify individuals who would benefit from treatment and
support from generic psychiatric services.

Raising awareness of the needs of those with intellectual disability plus mental health
needs

Regional seminars should be held to raise awareness about the needs of this group.
Ongoing training should be provided for people involved in service provision.

Specialist mental health teams for people with intellectual disabilities
Staffing required to provide multidisciplinary teams for this group should be identified.

People with intellectual disability who come in contact with the law

A regional working group of all departments involved in this area should be convened to
discuss models of service provision for this group. The working group should agree roles and
responsibilities of the various agencies in service provision. Mechanisms for inter-agency
co-operation should be agreed.

Designated secure placements
The need for such placements should be researched, and resources sought to establish a
number of secure placements if required, as specified in the Mental Health Bill.

Crisis and respite placements

The numbers requiring these types of placements should be quantified in each county, and
resources sought to meet their needs. Discussions should take place between the various
agencies to agree which agency should provide these services.

Staff training
A survey of staff training requirements in this area should be carried out, to develop a staff
training plan. Ongoing staff training should be provided.

Services for Individuals who have an Intellectual Disability and Autism

Responsibility for service delivery
The agencies responsible for service delivery to this group should be clearly identified.

A forum of all relevant service providers and stakeholders should agree on service delivery
protocols and funding for all individuals with Autism including Asperger's syndrome and
those with associated learning disability.

The Forum should oversee the implementation of the recommendations of the report of the
National Task Force on Autism.

County-based assessment and diagnostic teams

These county-based teams should be established, with clear roles and agreed diagnostic
protocols.
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Screening of young children
There should be an agreed screening procedure developed and implemented, for use by
G.P.’s, Public Health Nurses and other key frontline staff.

County-based intervention and support teams
Discussions should take place as to how best to provide this service, and how to resource it.

Co-ordinated regional policy on models of service

A Regional Co-ordinator of Autism Services should be appointed.

A regional plan for autism services should be developed, in consultation with all
stakeholders.

Support for families
Adequate support for families should be provided. Resources should be sourced to provide
the supports families need.

Resources for early intervention and for other support systems
The precise unmet needs for early intervention and support should be established, and
funding sought to provide the level of support and intervention required.

Prioritisation of new developments
Priorities should be set for developments of the service across the region.
Current funding should be reviewed to ensure that key priorities are being met.

Implementation of the report of the Department of Education and Science on Autism
The recommendations of the report should be implemented at local level.

Evaluation of services

The possible role of the NUI Galway and third level institutions in the region should be
explored, in relation to research and evaluation of the different models of services for people
who have autism.

Training for staff and parents

The Regional Autism Training Group should be to develop a comprehensive five-year
regional training strategy which would address the needs of both staff and parents in terms of
unmet training needs.

Services for Individuals with an Intellectual Disability and a Physical or Sensory
Disability

Clarification of Roles and Responsibilities

Responsibility for service provision to people with dual disability needs to be clarified as a
matter of urgency. These individuals “fall between two stools”. It is not clear at times
whether they are the responsibility of agencies catering for the intellectual disability care
group, or agencies delivering services to the physical and sensory disability care group.
Service providers from both groups need to discuss this issue, clarify their respective roles,
and co-ordinate service provision more effectively for this group.

Access to services

Services should be provided at local, regional and national level. The majority of specialist
services should be provided at regional level initially, with a view to providing the service as
near to the person’s home as possible.
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Key worker
A key worker should be named for each individual with a disability.

Case review
An effective case review system to an agreed standard needs to be put in place.

Waiting lists
Waiting lists for services should be addressed by expanding service provision and ensuring
fair allocation of resources on the basis of most need.

Informing of diagnosis
A working group including parents should be set up to develop a protocol for informing
parents of diagnosis.

Staff should receive training on communication to enhance their ability to communicate with
families in a timely, sensitive and professional manner.

Ongoing communication
The designated key worker should ensure good communication with families and between
professionals delivering services to the individual.

A programme on disability awareness should be developed for informing the general public.

Multidisciplinary services
This group requires improved levels of therapy services. Additional resources should be
sought to provide access to multidisciplinary services for these individuals.

In-home supports

Families need access to home sharing, after-school support, crisis placement and holiday
projects. The needs of families for in-home supports should be assessed at county level.
Additional funding is needed for these initiatives.

Aids and appliances
A task force should be set up to establish criteria, protocols and procedures for equitable
delivery of assistive devices. (Technical aids and appliances).

Training

Staff training requirements for those working with people with dual disability should be
identified and provided.

GENERAL RECOMMENDATIONS

Key Policies and Procedures

A number of key policies and procedures should be developed by each agency including those in
relation to child protection under Children First.

A regional working group should be established to examine areas of co-operation and good
practice in the area of client protection.

The Development Committee should develop a complaints procedure with an appropriate appeals
mechanism.
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Service Planning

Future planning needs to be more co-ordinated across programmes within the Board and between
agencies and must involve consultation with service users and their families.

A move towards more localised decision-making based on agreed prioritisation of needs should be
encouraged so that new development funding would be used more efficiently and effectively.

Standardised policies and procedures in the area of service planning should be developed across
the Western Health Board region in both the voluntary and statutory sector incorporating the four
principles of regional representation, a bottom-up approach, collaborative planning and adopting a
holistic approach.

The service agreements between the Board and service providers should be completed.

A process should be devised whereby an annual review takes place of issues relating to the
Service Agreement between the Health Board and each service provider/agency.

Each service provider should produce a five-year strategic plan which will reflect regional and local
priorities.

Prioritisation of service developments should be based on availability of accurate and relevant data
through the Intellectual Disability Database.

The county planning teams should be further developed.

A system to align the work of clinical liaison teams with county/regional priorities should be
developed.

Each service provider should ensure that a mechanism is in place to involve consumers in the
planning process.

Each Service Provider should have client feedback mechanisms in place.

Relevant information and opportunities for staff to become more actively involved in planning
services should be provided.

A multi-annual budgeting system aligned to a National Development Plan with committed
resources should be developed for Intellectual Disability Services.

Capital Development

All buildings and facilities should be adequate to meet the needs of service users including
requirements to carry out specialist programmes and these needs should be adequately reflected

in the National Development Programme.

A revised Regional Capital Development Plan should be forwarded to the Department of Health
and Children.

All new and existing buildings should be fully accessible and have a barrier-free design for all

people with disabilities. Each agency should carry out a review of their premises to identify projects
for inclusion in the Regional Capital Development Plan.
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A multi-annual system of budgeting should be instituted to ensure that necessary facilities are put
in place when required.

Information Systems including the Intellectual Disability Database

Data should be maintained at current high standards and protocols and procedures should
continue to be implemented in accordance with the National Guidelines of the Intellectual Disability

Database.

A mechanism to obtain consent of all individuals on the database and their families should be
developed, and all involved should ensure that guidelines in this area are implemented.

A system for internal auditing of the information on the Database should be developed.
The report generation capacity of the Database should be developed.

A mechanism should be established for combining data on the Database with clinical liaison
prioritisation.

A protocol should be developed for ensuring that service users can access their own information.

Service Providers should have access to appropriate information technology to ensure their
database is updated.

An integrated service user and service provider information system should be established that will
meet all key information requirements in the region.

Evaluation of Services

Each agency should have a formal evaluation mechanism in place.

The Service Agreement should define the evaluation system in place.

The Development Committee should agree on a system of auditing the evaluation systems of each
service provider.

Each Service Provider should have a formal feedback mechanism from consumers in place.

Each Service Provider should ensure that an effective individual planning system is in place that
promotes personal outcomes of its service users.

Each Service Provider agency should gather information on, and focus strategically on, the
performance indicators introduced by the Department of Health and Children.

The Strategic Plan should be reviewed annually and measured against annual targets

Training, Research and Development

There should be ongoing training and support offered to all personnel involved in service delivery
to the service user.
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A Regional Training and Development Sub-Committee should be established by the Development
Committee.

Closer links should be established with third-level colleges in the area and joint research projects
should be encouraged.

Recommendations: Human Resource Development

There should be ongoing co-operation and exchange of information on new developments and
best practice in the area of human resource development.

Each agency should have policies and procedures in the areas of induction, recruitment, staff
training and development, staff supervision and support, grievance and disciplinary procedures
and employee assistance programmes.

The Pilot Partnership Project between Western Care and representative trade unions should be
examined and replicated where possible in other agencies. The recommendation and action plan
of Human Resources — Developing People should be incorporated into the annual service plans of
each agency.

Human Resource Development policies should seek to support a framework for the development
of personal outcomes for all service users.

Service users should take part in an active selection process with support regarding their key

worker/named person where possible.

Finance

¢ Ongoing co-operation between the Health Board and the Service Providers will support the
development of shared learning and best practice in financial management.

e The development of the proposed Integrated Service User and Service Provider Information
System will facilitate the development of an activity based costing system.

e Our budgeting systems need to be further developed to support individualised packages of
care and the achievement of personal outcomes.

Co-ordinating Structures

A Clinical Liaison Committee and a County Planning Team should be established in each county.
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SECTION 1. INTRODUCTION

This Strategic Plan has been developed in partnership, by the Western Health Board and the
voluntary agencies that are involved in service delivery to people with Intellectual Disability and
Autism. The Department of Health and Children now require more focussed planning and
development of services based on identified need. In response to this requirement the Strategic
Plan was developed under the direction of the Regional Co-ordinating Committee for Intellectual
Disability and Autism (replaced by Consultative Committee in June 2002). The planning and
consultation process began in 1999 and cognisance has been given to the changes that have
occurred in statutory sector structures and in the voluntary sector since that date.

This Plan offers a framework for future development of services across the WHB region. The
recommendations in this Strategic Plan provide a template for future development of services
based on current best practice. The Strategic Plan will be reviewed annually, to take account of
new developments, and amended periodically.

We have made significant progress in recent years in expanding the range and improving the
quality of service provision. Much credit for this progress is due to service users, their families,
staff members and the various service agencies. The recommendations in this Plan build on this
progress.

Some of the recommendations concern improving current practices and procedures, and making
better use of existing resources. However many of the recommendations have significant
resource implications, and implementation will depend on the availability of the resources
required.

We recognise that services have developed with a particular character in different areas of the
region and that it is positive to have regional variations that meet particular needs of service users
in a particular area. We recognise that agencies may wish to develop their own policies and
procedures to meet the particular circumstances that they deal with. Our concern is to ensure
that all services achieve an acceptable standard, and that we collectively develop quality services
that are responsive to the needs of service users. This Strategic Plan highlights elements of
service provision that we aim to develop over the coming years in order to meet our goal of
providing services of excellence in the region.

Many aspects of current service delivery already comply with best practice. However, service
delivery tends to be uneven across the region, with some services more developed than others.
There is room for further sharing of expertise between agencies across the region. The
participative approach to developing this Strategic Plan has already facilitated this type of fruitful
cross-fertilization, and contributed in its own way to improving the service.

All services in the WHB region should be developed and built on researched and evidence-based
interventions. An active training strategy is an essential element of high quality service provision.
This requires co-operation between local intervention teams and regional and national resource
and training agencies to establish and maintain training, research initiatives and to inform service
development.

11 Background Information

The Western Health Board region comprises Counties Galway, Mayo and Roscommon. The
region has a population of 380,057 (2002 Census), which is an increase of 8% on the 1996
census figures. Almost half of the population are under 30 years of age. Galway City has
experienced a population increase of 14.9% between 1996 and 2002. Overall, the population



increase in County Galway is 10.6%, in County Mayo is 5.3% and in County Roscommon is 3.5%.
Service developments have to plan for this population increase.

There were 2,628 people on the intellectual disability database in receipt of services or requiring
services in the Western Health Board region in November 2002 and in June 2003 there were
2747 people registered. The Western Health Board, in partnership with the voluntary sector, aims
to provide a high quality client-focused service for people with intellectual disability and people
with autism based on the assessed needs of each individual. Most of the services are provided by
voluntary organisations including day and residential services, respite care, therapeutic
disciplines and other supports.

The Board’s aim is to develop a continuum of service in partnership with voluntary organisations
which requires:

= Local availability of the core services.

= Flexibility of admission systems and ease of movement into and out of services
even where these are run by different service providers or departments.

= A support process to enable the individual to access services and negotiate
transitions.

= Flexible transport systems.
= Speedy, simple systems for determining eligibility for services.
= Regular review of each individual's needs.

= Engagement with other local departments and services to help create a more
inclusive set of community services.

= Mechanisms for communication and consultation with service users and their
families.

In response to the need to provide focused planning and structured development of services as
required by the Department of Health and Children, the Western Health Board initiated a process
of consultation with service providers and users with a view to developing a strategic plan for the
delivery of services to people with intellectual disability and autism. The Western Health Board
and its partners undertook this planning process in the knowledge there was a need to examine
existing service provision with a view to planning and developing a high quality service.

While planning was taking place for individuals with intellectual disability and autism within teams
and agencies, there was little overall co-ordination between partners at all levels. It was felt there
was a need for a shared vision of the way forward and for joint planning so that this vision could
be realised.

The Plan is multi-annual, i.e. it is designed to be a working document that will be reviewed and
revised annually, so that developments can be planned and monitored in a systematic way. The
long-term benefit will be the development of a person-centred service based on identified need.
The plan has these characteristics:

= |t focuses on describing current services, identifying gaps, and planning services
for future development.



= |t addresses issues for people of all ages and levels of disability within intellectual
disability including groups with specific needs i.e. Challenging Behaviour, Mental
Health, Autism and Dual Disability including Physical and Sensory Disability.

= |t reflects regional issues and should be used to inform each service provider's
service plan.

1.2 Methodology

The first requirement in preparing this plan was to identify sources of information on three main
areas:

= Individual needs categorised according to age.

= Specialised service needs.

= Elements of service for the different age groups and each of the specialisms.

The main sources of information on individual needs were:

= Service providers’ knowledge of service users needs, issues based on needs
highlighted in Individual Care Plans and the Agencies Service Plans.

= National Intellectual Disability Database Reports —WHB Region

1.2.1 Sub-committees

Sub-committees were set up to identify specialised service needs for people with Autism and
Challenging Behaviour.

The main ways in which information was sought on elements of service was through focus
groups and a client survey of 10% of the Intellectual Disability Database. A working group with
representation from the Western Health Board, Western Care Association, Galway Association
for the Mentally Handicapped Children, Brothers of Charity Services — Galway and Brothers of
Charity Services — Roscommon was then set up to compile the Strategic Plan.

Different Service Providers were assigned responsibility for producing best practice templates on
which to formulate service improvements for particular groupings. These templates were
discussed and refined by the working group.

1.2.2 Client Survey

To ensure that the views of people with disabilities and their families were included in the
Strategic Plan it was decided to survey 10% of those with an intellectual disability in the Western
Health Board Region.

A questionnaire was posted to 300 people selected from the National Disability Database. The
survey sample reflected a variety of the levels of disability, geographic areas and services.

Questionnaires were sent to individuals attending 14 service providers within the region. Replies
were received from individuals attending 6 services. In the main these were from the larger
service provider organisations. There was a 30% response to the questionnaire.
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1.3 Layout of the Strategic Plan
The Plan includes the following main sections:

Section 1 describes the sources of information on which the strategic plan is based. Section 2
describes the current situation and future service requirements. Section 3 outlines principles.
Section 4 details the elements of service for the different age groups and specialisms covered in
the Plan. This section lists the major issues identified re service provision. Section 5 outlines the
specific action plans for these groups. Section 6 outlines the organisational structures and policy
changes required for implementation of the proposed improvements in service delivery. A
summary of recommendations is presented at the beginning of the strategic plan.



SECTION 2: CURRENT SERVICE PROVISION AND FUTURE SERVICE REQUIREMENTS

2.1

Map of Services in Western Health Board Region

Intellectual Disability Services
in the Western Health Board Region
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2.2 Current Service Provision

The analysis of the numbers presented in this section is based on a June 2003 report of the
Western Health Board Region of the National Intellectual Disability Database. The Future
requirements listed refer to service needs listed as being required within this year. In June 2003
there were 2747 individuals from the Western Region listed on the Database. On the database
59% were males and 41% were females.

Table 2.1: Levels of Intellectual Disability of those on the Database in WHB Region

Unverified Borderline Mild Moderate Severe Profound
77 70 986 976 558 80
2.8% 2.5% 36% 35.5% 20.3% 2.9%

Table 2.2: Age Ranges of Individuals with an Intellectual Disability in WHB Region

0-19 Years 20-34 Years 35-54 Years Over 55
1028 691 710 318
37.4% 25.2% 25.8% 11.6%

The majority of services in the region are provided by voluntary agencies. The main agencies that
provide services in the region are the Brothers of Charity Services in Galway and Roscommon,
Galway County Association for Mentally Handicapped Children, NTDI, RehabCare, St Hilda's
Services (based in the Midland Health Board) and Western Care Association.

The Western Health Board is also a service provider in the region through its centre in Aras
Attracta in Swinford and its psychiatric hospital services in Ballinasloe and Castlebar. There are
11 individuals living in St Marys in Castlebar and 122 individuals listed as receiving a service in St
Brigid's Hospital, Ballinasloe with 61 of these individuals receiving a service in community group
homes. The Community Care Services support a number of individuals living at home without a
designated day service principally through their public health nurses.

Table 2.3 Agencies Providing Services in the Region
Agency/Service Provider Number registered on the Database

Aras Attracta 138
Brothers of Charity Services, Roscommon 296
Brothers of Charity Services, Galway 940

Cheshire Homes Mayo 3

Community Care Services, Galway 15
Community Care Services, Mayo 67
Community Care Services, Roscommon 9
Galway Assaociation 401
Mental Health Services Roscommon 7
Irish Society for Autism 5
NTDI/Rehab Foundation Galway 13
NTDI/Rehab Foundation Mayo 19

NTDI/Rehab Foundation Roscommon 1

St. Brigids Hospital 122
St. Marys Hospital 11
St Hilda's Services, Athlone 31
Western Care 669

Total 2747



Table 2.4: Residential status of Individuals in the WHB Region

In a Residential | At Home Living In Foster Care or
Service (pt-time, 5 Independently Shared Care

and 7 Day)

33% 62% 3% 2%

The individuals attending St Hilda's Services are registered on the Midland Health Board
Database as they receive the major portion of their service in that region. Their present and future
service needs are included in the some of the analysis of figures in this report.

A breakdown of the accommodation types in the WHB region is described below.

Table 2.5: Residential Services/Place of Residence

At home with parents/siblings/relatives 1691
Group Homes 528
Village type residential centre 261
Part-time Residential Care 33
Living independently/semi-independently 110
Foster/Shared Care 42
Psychiatric Hospital 63
Other Settings 19
Overall Total 2747

In the Day Services individuals attend the following range of services:

Table 2.6: Children’s Day Services

Early Intervention Service 59
Ordinary Preschool 23
Special Preschool 81
Ordinary School 225
Resource Teacher in Ordinary School 160
Multidisciplinary School-Age Services 96
Special Class —Primary School 51
Special Class — Secondary School 32
Special School 234

CEDC 83

Total 1044

Table 2.7: Adult Day Services

Activation/Adult Day Services 469
Programme for the Elderly 43
Special high/intensive support service 69
Vocational Training (generic and special) 400
Sheltered Work/Employment 320
Supported Employment 112
Open Employment 13
In residential setting with no formal day programme 141
Generic day service 7
Total 1574



Table 2.8: Children’s/Adult Day Services

Home Support/Home Help 12
Annual Review 62
No Day Service — at home 38
Centre/home based day respite 9
Other 8
Total 129

It is interesting to note that of the children of school going age 564 (64%) are attending
mainstream schools and 317 (36%) are attending special schools or a Child Education and
Development Centre (CEDC).

2.3 Future Service Requirements in Children’s Services

As described on the database there seems to be sufficient day placements available in the
Children’s Services. As children grow and move on to other services they vacate places to
facilitate younger children. The area where there are most gaps is where additional
multidisciplinary supports are required to support children in Early Childhood Services and
School-age Services. Significant increased support including additional resource teachers and
special needs assistants has been provided by the Department of Education to the growing
number of children attending mainstream schools but there is a need to increase the number of
specialist multidisciplinary support staff required to support such placements. It is critical that
sufficient supports are provided to provide an appropriate service after an assessment of needs
take place. If adequate supports are not provided in community settings then in the future we may
see a reversal of the trend of educating children in ordinary preschools and schools where this is
possible.

Another area where there are major gaps in service provision and that requires significant
additional supports for children and their families is in the area of additional respite services and
flexible family support services.

2.4 Future Service Requirements in Adult Services

The majority of new services are required in the Adult Services. Overall as individuals live longer

the number of places required in various services continues to increase.

Table 2.9: Adult Day Services — Future Places Required in 2003
Type of Service Places Required Possible Vacancies Shortfall- Surplus+

Vocational Training 86 117 + 31
Activation/Adult Day Service 73 121 + 48
High/Intensive Supp. Day Service 118 7 -111
Programme for the Elderly 91 3 - 88
Sheltered Work/Employment 34 144 +110
Supported Employment 184 7 -177
Open Employment 4 1 - 3
Generic Day Service 3 - 3
Total 593 400 -193

Table 2.9 provides a list of adults on the database who require a different day service from that
which they are currently receiving. It lists the potential vacancies that would be created if all
individuals got what they require. The overall shortfall of places required is a total of 193 day
placements.



A major area that requires further development is additional placements in the area of supported
employment which accounts for 177 placements required. If all individuals who required support
received appropriate support from job coaches it would free up a number of placements in
sheltered workshops. However many individuals may only require a part-time supported
employment placement and would still require a part-time sheltered work placement.

Two areas that require significant additional placements are in the area of places catering for the
needs of the elderly (88 places) and high support placements (111 places). This reflects the
growing dependency of many service users who are getting older. It reflects the fact that many
individuals require additional support due to their level of dependency or additional factors such
as challenging behaviour.

Table 2.10: Adult Day Services — Placements Requiring Additional Funding

Type of Service Additional Places Possible Requiring
Places Requiring  Vacancies Additional
Required Enhancement Funding
Vocational Training 86 16 117 + 15*
Activation/Adult Day Service 73 130 121 - 82
Intensive Supp.++ Day Service 118 8 7 - 119
Programme for the Elderly 91 20 3 - 108
Sheltered Work/Employment 34 21 144 + 89*
Supported Employment 184 12 7 - 189
Open Employment 4 1 - 3
Generic Day Service 3 - 3
Total 593 207 400 - 400

*Indicates a future surplus of places if all present occupants of places moved on to their stated
preference

Table 2.10 takes into account the needs of those that require an additional placement and those
that require an enhancement of their existing placement. This may be due to changing needs or
the fact that in some cases their placement has been inadequate for some time. This would be
the case for many individuals who receive an inadequate day placement in their place of
residence. When the needs of both these groups are taken together a total of 400 individuals
require additional funding to meet their day service needs as described on the database. The
major areas that require additional funding are supported employment, adult day placements for
individuals with high dependency needs, high support day services for individuals with complex
needs and specific day programmes geared to the needs of the elderly.

Table 2.11: Residential Services - Future Places Required in 2003

Type of Service Required Places Possible Vacancies Shortfall/Surplus
Part-time Res. Placement 59 19 -40

5 day Group Home 22 47 +25*
7 day Group Home 231 46 -185
Residential Centre 12 66 +54*
Intensive Support 86 0 -86
Semi-independent Living 17 7 -10
Nursing Home 11 2 -9
Total 438 187 -251

*Indicates a future surplus of places if all present occupants of places moved on to their stated
preference



Table 2.11 describes the future residential needs of individuals who need a different type of
residential placement than they are in at present. Overall 438 individuals require a different type
of service. If all services required were provided it would create 187 vacancies leaving an overall
shortfall of 251 placements in the region.

The major area of need identified is in the area of 7-day residential placements in community
group homes where a total of 185 additional placements are needed. At an average of 5
occupants per house, this means that 37 additional homes need to be created.

These placements are all listed as being required this year. There may be an element of some
individuals who will require a placement in the future that may not take up a residential placement
if one was provided this year. However, even if one took this factor into account there is still a
very significant demand for additional residential placements. Some of these places are
requested by individuals living in a residential centre who wish to move to a community
placement. This in turn will free up some places or resources in residential centres where if
everybody’s needs where met would free up 54 placements. It indicates an ongoing trend of a
wish for services integrated in local community settings.

Table 2.12: Residential Services — Placements Requiring Additional Funding

Required Requiring Possible Requiring

Type of Service Places @ Enhancement Vacancies Additional

Funding
Part-time Res. Placement 33 19 -40
5 day Group Home 22 1 47 +24
7 day Group Home 231 95 46 -280
Residential Centre 12 12 66 +42
Intensive Support 86 -86
Semi-independent Living 17 1 7 -11
Nursing Home 11 2 -9
Total 438 109 187 - 360

Table 2.12 takes into account the needs of those that require an additional placement and those
that require an enhancement of their existing placement. This may be due to changing needs or
the fact that in some cases their placement has been inadequate for some period of time. Some
individuals are living in overcrowded bungalows in residential centres. The biggest need is for
additional placements in community group homes with 253 new places required and 96 places
that require enhancement or provided with additional support making a total of 322 places that
require additional funding when 93 potential vacancies are taken into account. The next biggest
need for additional funding is for 86 places with intensive support typically to support an individual
with complex needs and/or challenging behaviour.

2.5 Respite Services

On the database 360 individuals indicated that they required additional respite care in a crisis and
relief centre. An additional 16 individuals indicated that they required occasional respite care with
a host family. Further analysis would be required to determine the frequency of respite care
required. In addition many individuals and their families require additional in-home support.

It is clear that there is a significant demand for additional respite care in the region. A pattern is
emerging of many individuals starting to require a number of days respite a month which
gradually increases to seeking a part-time residential placement as the individual gets older and
increasing for some individuals to requiring a full time residential placement. It is clear that the
level of residential placements required is reduced where individuals and their families receive
sufficient respite care that is responsive to their needs. This is particularly evident in the reduction
in recent years in the number of children in the region availing of a residential service.
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2.6 Comparison of Future Requirements within the Three Counties

The 2747 individuals on the database break down into the following figures for individuals residing
or receiving a service in the three counties in the WHB region:

Table 2.13: Present Population of the Region

County General Population No. on National Database
Galway 208,826  (55%) 1511 (55%)

Mayo 117,428 (31%) 906 (33%)
Roscommon 53,803 (14%) 330 (12%)

Total 380,057 2747

There had been notable increases in the general population in the region from the last general
census with increases of 10.6% in Galway, 5.3% in Mayo and 3.5% in Roscommon.

Table 2.14: Future Adult Day Service Needs

Type of Service Galway Mayo Roscommon Total

Requiring a New Place 362 188 43 593
Potential Vacancies 240 124 36 400
Total Places Required 122 (63%) 64 (33%) 7 (4%) 193
Enhanced Places Required 152 27 28 207
Places requiring Additional 274 (68%) 91 (23%) 35 (9%) 400
Funding

Table 2.14 provides a comparison between the three counties of future requirements for day
placements. In the table “new places required” indicates an individual who requires a different
type of service than that which s/he is receiving at present. Potential vacancies indicate vacancies
that would occur if individuals received a service or support that they require. The “total places
required” takes account of the vacancies that would occur if everybody received the service they
required. The “enhanced places required” refers to additional supports or levels of staffing
required in an existing placement. This may be due to additional needs as an individual becomes
more dependent or the fact that some individuals are in existing inadequate services. The “places
requiring additional funding” includes the number of new places required and the number of
enhanced places required. (Further breakdown of Day Services can be found in Appendix 5)

Of the new day places required 189 of the places or approximately one third of the places are for
supported employment. The needs identified includes services required by individuals with an
intellectual disability living in psychiatric hospitals.

Table 2.15: Future Residential Service Needs

Type of Service Galway Mayo Roscommon Total
New Places Required 292 82 64 438
Potential Vacancies 146 10 31 187
Total Places Required 146 (58%) 72 (29%) 33 (13%) 251
Enhanced Places Required 66 7 36 109
Places requiring Additional 212 (59%) 79 (22%) 69 (19%) 360
Funding

The above figures are based on residential services supported by intellectual disability services. It
takes into account the needs of those in psychiatric services. It does not include respite services.
A more sophisticated comparison of future needs would take into account the level of support that
a particular service user requires ie is it a medium level or an intensive level of support that is
required.
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This would be best achieved by attaching an agreed indicative level of funding to each future
need and then calculating a cumulative future needs total by each county. (Further breakdown of
Residential Services can be found in Appendix 6.)

The services required presented in this report is a snapshot of that required at a particular time.
This should be updated annually at a given time in order to have an up to date picture of service
needs and monitor progress being made in addressing the service deficiencies identified.

The figures speak for themselves and highlight the urgent need for additional resources to
develop services in the region. In Children’s Services the major need is for additional
multidisciplinary supports and for additional respite and family support services.
In Adult Services the major needs are for additional day places particularly in supported
employment, activation/high support services, and services for the elderly, additional respite and
residential services and additional support services. Additional investment in revenue needs to be
matched by increased investment in capital funds to develop new services and in social housing
to develop appropriate residential services.
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SECTION 3: ELEMENTS OF SERVICE PROVISION: PRINCIPLES
3.1 Introduction

This section defines the overarching principles of high quality services and of a person centred
approach to service provision. It describes the essential components of services which need to be
put in place in order to meet the requirements of those in different age groups and those who
have additional special needs. These essential components of service provision are considered
under four different age groups and special needs groups:

Age groups Special needs groups

Early Childhood Individuals with Challenging Behaviour

School Age Individuals with Autism

Adults Individuals with Mental Health Difficulties

Older People Individuals with Physical and Sensory Disability

3.2 Overarching Principles of High Quality Services

The national health strategy document, Quality and Fairness (2000) states that the main objective
of its policy is to enable each individual with a disability to achieve his or her potential and
maximum independence, including living within the community as independently as possible.
Services should promote this aim by incorporating principles such as the Five Values of Dignity
and Respect, Choices, Growing in Relationships, Sharing Ordinary Places and Contributing to
Society which were first described by John O’ Brien (1998), and those outlined in the United
Nation’s Standard Rules on the Equalisation of Opportunities for Persons with Disabilities (1993),
which are widely accepted as being essential criteria of high quality services (See Appendix 3).
3.2.1 A Person Centred Approach

Services need to be person centred and responsive to the needs and wishes of children and
adults who have an intellectual disability and of their families. Accordingly, service should:

= Promote the full rights of each individual, including their right to dignity and respect.

= Provide a seamless continuum of services which meet needs in a comprehensive and
holistic way.

= Provide maximum levels of choice and independence to individuals and to their
families.

= Improve individuals’ overall quality of life.

= Promote opportunities for individuals living within their own community and of having
choices regarding local service options.

= Enable people to take part in planning their own services.
= Acknowledge each individual's ability to contribute to society.

It will be an ongoing challenge for services to develop service options that are responsive to the
needs and wishes of individuals and of their families. Agencies will need to be creative in trying to
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individualise service systems and supports. The use of a person centred approach will challenge
agencies in developing diverse solutions that can meet the range of outcomes that are required

by

different people. There will need to be a focus on decentralised decision-making and

organisational systems that support such decision-making. In some cases this will require
additional resources but in others it will involve spending monies more creatively to bring about
the outcomes which individuals desire.

3.2.2 Principles Underlying Service Provision for All Groups

The following principles were repeatedly emphasised while preparing this Strategic Plan. They
represent the combined wish of all agencies and individuals consulted. They are based on current
concepts of best practice.

10.

11.

12.

13.

Equal opportunity to access services, based on assessed needs.

Opportunity for families and individuals to choose from a range of service options designed to
meet different levels of need.

Individualised, flexible service, including access to a range of respite services.
Elimination of waiting lists.
Services provided locally, within the person’s own community as far as possible.

Co-ordination of service provision between the various agencies delivering the services and
between state agencies and the voluntary sector.

Multidisciplinary team-based assessments provided for each person.

Families and clients kept fully informed about assessment outcomes and service options
available.

Individuals and families consulted about what service is most appropriate for each individual.
Person-centred care plan developed for each individual and regularly updated.

A key worker allocated to each person, child or adult, by the agency that mainly deals with
that person.

Ongoing evaluation of services, including asking people for feedback on their level of
satisfaction with the service provided.

Ongoing training and development for families, staff and volunteers.
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SECTION 4: SPECIFIC ELEMENTS OF SERVICE FOR DIFFERENT AGE GROUPS

The Strategic Plan considered the needs of four age groups: early childhood, school age, adult
and older people; and four groups with specialised needs: individuals with challenging behaviour,
autism, dual disability and mental health difficulties. All of the essential service components apply
to both sets of individuals, but there are a number of additional components requiring particular
mention applying to the groups with specialised needs. These are set out in subsections 4.4 —
4.8.

4.1 Early Childhood

4.1.1 Definition of Client Group
All infants and young children up to primary school entry, who have a significant general
developmental delay and/or an identified intellectual disability and their families.

4.1.2 Essential Service Components

Assessment
Access to a designated specialist assessment and intervention team within each County.

Protocols in place based on best practice for staff to follow when informing parents about the
diagnosis of a disability.

Intervention
The aim is to provide intensive developmental intervention to suit the individual needs of each
child which comprises of the following elements:

= Application of the findings of evidence-based research on best-practice models of
service.

= Adequate resources to meet the level of service required.

= A formal process in place for identifying needs and allocating resources fairly and
equitably.

= A named key worker for each child.

= Development of each child’s skills, using detailed, individually planned learning
programmes within the home and elsewhere, based on research-validated
approaches.

= Provision of advice and support to local pre-schools and schools to enable them to
develop appropriate services for the child. Supports to include transport, grants for
preschool workers and training for these workers.

= In-home supports for families, especially for children with high support needs.

= [nformation and training for families to develop their understanding, to enable them to
make informed decisions and to engage as key educators of the child. Support the
family, including siblings to promote changes to accommodate the child.

= Support for families at times of transition from one service to another.
= Facilitation of the child’s experience of community, especially of local preschools and
playschools, helping the child to develop the skills that support community presence.

Advocacy and Support

= A range of support groups for families and siblings. This includes promoting naturally
developing networks of support between individual families.
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4.2 School Age Children

4.2.1 Definition
All children of school going age with an intellectual disability.

4.2.2 Essential Service Components

Assessment

Schooling

Access to a designated specialist assessment and intervention team within each
County.

Ongoing assessment of each child’s needs.

Information for the family on the outcome of the assessment.

Involvement of the family in choosing appropriate services for the child.

An individual programme plan for each child, focusing on the broad supports needed
for the child and the family.

Individual educational plans for each child focusing on the educational needs of the
child.

A regular review of these plans.

Clear roles and responsibilities of the different agencies and government departments
involved in service provision.

Ongoing co-operation between the different government departments and agencies
involved in delivering services.

A continuum of service for children. This will range from special schools and special
classes to full integration in regular schools with the key aim to accommodate the child
in the regular school system as far as possible.

Places in mainstream schools for children with disability at secondary level.

All buildings designed and adequately equipped to meet the special needs of the child,
including requirements to carry out specialist programmes.

Assistance with homework, and in carrying out educational and special programmes in
the home.

Access to an in-home worker where required, or a homework club as appropriate.
Supports for transition to services for young adults.

Personal development support for young adults in developing their social skills.
Disability awareness and community awareness initiatives.

Family support

A range of supports to the family according to their assessed need in the Individual
Programme Plan.

Facilitation of each child to remain with the family as far as possible.

Training and support for families and staff.

Home supports for families.

Foster care and shared placements for children where this is needed.

Escorts for children who need this service.

Support for children with mild learning disability and emotional and behavioural
difficulties.

A range of respite services: home sharing, after school support, respite placement,
crisis placement and holiday projects. Provide an appropriate service during the
summer months for children who need this.
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= Support for children to integrate into the local community. Foster natural support
networks in the community.

= Support and outreach workers to enable adolescents to access leisure activities in
their local communities.

4.3 Adults

4.3.1 Definition
All individuals with an intellectual disability over the age of 18 years.

4.3.2 Essential Service Components

Assessment
= Ongoing assessment of needs for each service user and their families.
= Information for the individual, family members/named advocates on the outcome of the
assessment.
= Informed consent from the service user must underpin all decisions.
= A person-centred plan drawn up in consultation with the service user and others whom
the service user wishes to have involved.

Access to information
= User-friendly information on rights and entitlements.

Personal Needs
= Treatment of each person’s personal needs in an age-appropriate manner.
= Arange of individualised services. Services to support the development of
relationships, personal development, advocacy and assertiveness training.
= Support to adults going through life transitions or personal difficulties.
= Education and support for people concerning sexuality and development of
relationships.

Therapeutic Intervention
= A range of therapeutic intervention suited to the needs of the individual.
= Protocols in place for positive health promotion/medical intervention screening.
= Support for people with mild intellectual disability who wish to avail of mainstream
services particularly for individuals who may fall between agencies.

Vocational/Rehabilitative Training
= Vocational and rehabilitative training for each person, appropriate to his or her needs
and level of ability.

Continuing Education
= A range of continuing education and training opportunities suited to the needs of the
individuals that support lifelong learning.

Accommodation
= Arange of suitable accommodation.
= Provision of residential and respite places on a planned basis.
= A specific plan to address the needs of adults inappropriately placed in psychiatric
hospitals.
= Standards in place governing the number of adults in a given space in residential
services.
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= Arange of housing options and necessary supports to meet each individual’s needs.
No more than five people per group home is a guideline.

Home supports
= Arange of services and supports to individuals who choose to live in their own home
and local community including home workers, outreach workers, respite services and
training in household management.

Day Services
= Provision of a range of suitable day services.
= Opportunities for all people to use their skills and engage in purposeful activity
including individuals with severe levels of disability.

Sheltered Work/Employment

= Opportunities for individuals to develop workplace skills and to engage in meaningful
employment.

= Access to supports including job sampling and matching, employee information,
guidance counselling and employee networks,

= Opportunities for supported employment,

= Opportunities for sheltered work with adequate wages and allowances.

= Access to coaches for Supported Employment

Leisure
= Support for individuals to develop and pursue a range of leisure activities.
= Opportunities for adults to engage in leisure activities in their local communities.

Transport
= User-friendly transport services. Support for individuals to use public transport where
this is available.

Short breaks/respite
= A full range of options such as centre-based breaks family-based breaks, day breaks,
community-based breaks facilitated by support workers who provide social outlets
from peoples’ own home.

Buildings and Facilities

= Buildings and facilities designed and adequately equipped to meet the needs of adults,
including requirements for carrying out special programmes.

4.4 Older People

4.4.1 Definition of Client Group

Older people are defined in terms of their age i.e. over 65 years. However, it must be recognised
that people who have an intellectual disability often age prematurely and this can be seen as
early as in their late thirties or early forties, particularly in people with Down’s Syndrome.

4.4.2 Essential Service Components

Assessment
= Regular review of services for the elderly, taking account of best practice.
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A yearly assessment by a specialist team with medical and appropriate examinations
to be arranged as necessary.

Clear policies and procedures for health promotion and screening to detect and
prevent the onset of diseases and medical conditions associated with ageing.
Individual care plans for each individual, identifying their age-related needs, and the
supports required to meet these needs developed in a timely fashion with individuals
and family members.

Intervention

Supports

Access to community based mainstream services for the elderly, where these are
appropriate to their needs.

Access to work or a day service based on their needs and choices and not on age.
A range of flexible day services including, as needed, a shorter day, individualised
transport, more opportunities for leisure activities, and access to physiotherapy,
occupational therapy reminiscence and therapy as needed.

Training on best practice for staff and families regarding the needs of older people and
access to staff specialising in caring for the elderly.

Appropriate facilities and buildings for people with needs associated with ageing.
They need adequate space, a safe easy-to-access environment, and minimal noise
and disruption.

Additional supports for those living at home as their needs increase. When their needs
become exceptional, individuals who are cared for in the home should be able to move
smoothly into specially adapted and appropriately resourced care centres.

Support for the involvement of siblings from an early age.

Support to carers who have age related needs themselves, given as a matter of
priority.

Support of individuals to help them maintain independence, responsibility, choice and
control over their own lives.

Clear information on rights and entitlements.

Respite support for families.

Contingency funding for crisis placements.

Encouragement of family interaction with elderly relatives with intellectual disability
living in residential care/hospitals etc.

4.5 Specialised Service Needs: Challenging Behaviour

4.5.1 Definition
An individual can be deemed to present with challenging behaviour if he or she engages in
behaviour that fits one or more of the following criteria:

Is physically harmful to the individual or others.

Causes significant stress to the lives of those who live and work with the individual and
impairs their quality of life to an unreasonable degree.

Constitutes a significant additional handicap for the individual by interfering with the
acquisition of new skills or by restricting a person’s opportunities for learning.

Severely restricts or limits the person’s presence and/or participation in their local
community.

Is placing the person’s current placement at risk.

Requires additional staffing levels above the norm.
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4.5.2 Essential Service Components

Assessment
= A full behavioural assessment of the individual, including the physical and social
environment where they live and work, and where they receive their service provision.
= Multi-element individual care plans based on this assessment. These plans need to
be:

- Individually tailored.

- Focus on community participation where possible.

- Make a clear statement about resource requirements.

- Outline support that carers will need to fulfil their role in intervention.

- Lead to measurable improvement in the quality of life of the individual and their
families.

= The following elements should be included in individual plans:

- Identification of long-term goals.

- ldentification of short-term goals.

- Identification of environmental changes that are required.

- Recommendations regarding direct behavioural interventions.
- Drawing up of necessary reactive strategies.

- Appropriate use of medication.

- Identification of staff needs.

Interventions

= Specialist team-based interventions including challenging behaviour specialists, child
and adult psychiatrists, occupational therapists, psychologists, social workers, speech
and language therapists, and other specialist personnel as required.

= Aresponse to challenging behaviour in the least restrictive way possible.

= Maintenance of the individual in an environment as far as possible that allows
maximum contact with the community, promotes inclusion and family contact as
appropriate.

= Positive behavioural support to help individuals to develop adaptive socially
acceptable behaviours and to overcome patterns of destructive and stigmatising
behaviours.

= Behavioural support workers to work with the front-line teams in implementing
interventions.

= Non-aversive, non-intrusive interventions.
= Families viewed as a central component of challenging behaviour interventions.
= Training and support for family members to meet identified needs.

Respite Care
= Provision of ongoing respite to allow individuals and their families a break.

= Emergency respite care when necessary.
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Day Services
= Appropriate day programmes to meet the needs and choices of each individual.
= Specific services to meet the needs of some individuals with a mild learning disability

Accommodation
= A range of options including specialised unit-based services, and specialised non-unit
based services which meet best standards of practice.
= An apartment style accommodation linked to other residential facilities where appropriate.

Planning and evaluation
= A standardised evaluation system to monitor both short-term and long-term outcomes.

Research
= Encouragement of service-based research, and application of findings as appropriate

= Dissemination of learning from service-based research projects.

4.6 Specialised Service Needs: Mental Health

4.6.1 Definition
Individuals with an intellectual disability who have additional mental health difficulties.

4.6.2 Essential Service Components

Assessment
= Comprehensive assessment of each individual's mental health difficulties carried out
by a specialist team.

= A multi-element individual treatment plan following assessment. The plan should
cover treatment, placement, support, on-going management and where appropriate,
medication.

Intervention
= A co-ordinated approach to service delivery between Community Care, Intellectual
Disability and Mental Health Services.

= Access to generic services as people with an intellectual disability are as likely as
other members of the population to suffer mental illness.

= A care plan covering short-term and long-term needs and co-ordinated by a key
worker drawn from the agreed main service provider for each individual.

= Treatment on an outpatient basis where appropriate.

= Ongoing outpatient support for individuals from full multidisciplinary teams, including a
Community Psychiatric Nurse.

= Access to self-help groups for example bulimia self-help group, and anger
management group.
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Access to counselling services.

Accommodation

Training

Respite care for individuals with mental health needs.

Short term crisis placements either in Intellectual Disability Services or Psychiatric
Services.

Designated secure long-term placements.

Training for staff of both Mental Health and Intellectual Disability Services on the
needs of people with an intellectual disability who have mental health needs.

4.7 Specialised Service Needs: Autism

4.7.1 Definition

The term ASD is used as an inclusive term to include all individuals showing a triad of
impairments in reciprocal social interaction, social communication and rigidity of thought and
behaviour with onset in the early years (usually by 3 years of age). The term includes the
following categories within the DSM IV Pervasive Developmental Disorders: Autistic Disorder,
Asperger’s Disorder and Pervasive Developmental Disorder, Not Otherwise Specified.

4.7.2 Essential Service Components

Assessment

A screening and referral service in each county.

A co-ordinated, multi-agency approach to assessment and service provision including
the Department of Education, Western Health Board and Voluntary agencies at a
regional and local level.

Individualised care plans based on assessment.

Monitoring of siblings of diagnosed ASD individuals.

Screening for diagnosing ASD in adults.

Seamless transition from diagnosis to intervention and family support.

Intervention

A team-based approach to service provision.

Provision of intervention teams in each county.

Involvement of families as key team members.

Provision of services in an individualised, innovative, and flexible manner.
Planned service transitions with family and service providers.

Recognition and response to the changing needs of the individual across their life-
span, and the changing needs of the family.

Encouragement of evidence-based research on ASD, and apply the findings to
improve service provision.

Provision of ongoing training for staff to ensure that services comply with international
standards of best practice.
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Childhood Programme

Early childhood and school-age programmes should provide intensive developmental intervention
to each child both in the home and the community which includes:
= Development of each child’s skills, using detailed individually planned learning
programmes within the home and elsewhere, utilising research validated autism
sensitive approaches.
= Provision of information and training to families to support their understanding and to
enable them to make informed choices and decisions and to engage as key educators
in their child’s life.
= Support for the family, including siblings to develop mutual understanding and promote
changes to accommodate the child.
= Development of the child’s experience of the community, especially of local
playschools, pre and nationals schools and the skills that support community
involvement while recognising the importance of age appropriate activities.
= Provision of advice to individual pre-schools and schools to enable them to develop
appropriate services for the child.
= Support for the family to utilise appropriate childcare facilities, including the use of
respite services where necessary.
= Joint planning of transition to school or school to adulthood and support the family and
child through this process.

School-Age Intervention

= Encouragement and support for continuity of experience between schools, home and
elsewhere.

= Support for the child and family’s access to additional medical services, particularly if
there are mental health needs.

Adult Intervention Services

This service recognises the tremendous range of needs of adults with an ASD, from those who
will require considerable support around vocational, living and social inclusion to those who will
require active support only periodically at particular points of stress in their lives. Thus flexible
service structures are required to provide innovatively and creatively for the needs of these
individuals and their families to include the following:

= Individually planned education, training and social support services.

= Access to a range of residential and supported living facilities, including respite
services.

= Access to a range of employment supports.

= Access to ASD aware multidisciplinary and counselling services for individuals with
ASD and their families.

= Access to ASD aware mental health services.

= Strategy to generate awareness of the particular needs of individuals with ASD in
relation to prevention and treatment of commonly associated mental health difficulties
such as anxiety disorders, depression, etc.

= Active promotion of ASD awareness in third level institutions and the provision of
appropriate supports.

= Support services to spouses and children of individuals with an ASD.

= Range of autism sensitive services for older adults, including residential, respite
services
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Family Su

pport
Provision of ongoing information and support for families.

Provision of access to genetic counselling support for all ASD individuals and their
families.

Access for families to balanced and unbiased information to inform their choices about
service choice.

Support for communities to include and accommodate people with ASD.

Rights of families and individuals to confidentiality.

Equality of access to services for individuals with ASD and their families.

Support groups including naturally occurring networks of support for families and
individuals.

4.8 Individuals with a Physical/Sensory Disability and an Intellectual Disability

4.8.1 Definition
People with an additional disability consisting of a physical or sensory disability.

4.8.2 Essential Service Components

Assessment

Provision of early assessment and diagnosis that facilitates referral to the most
appropriate service for each individual.

Access to services

Access to specialist services as needed in their own locality as far as possible
Access to appropriate technical aids and appliances including assistive technology as
required.

Clear roles and responsibilities and regular on-going communication between the
different agencies involved in service provision.

Access to all aspects of daily living such as transport, health, education, employment
and leisure.

Individual care plan co-ordinated by a key worker from the agreed main service
provider.

Interventions

A full range of an appropriate level of multidisciplinary services to meet each
individuals’ needs

Individual care plans for each individual, based on assessment by a multidisciplinary
team.

Access to regular health checks.

A named key worker for each individual. The key worker should ensure that the
individual's care plan is regularly reviewed.

Clear packages of care for this group. It is often unclear whether they should access
services through physical and sensory disability agencies or through intellectual
disability agencies.

Additional supports to intellectual disability teams for the management of the complex
needs of individuals with multiple disabilities such as orthopaedic services or specialist
services with expertise in epilepsy.
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Training

Support

Access to training where needed including support and training in the use of assistive
technology and technical aid and appliances.

Facilitation of ongoing joint training for staff from both kinds of services: intellectual
disability and physical and sensory disability.

Timely and user-friendly information for individuals and families.

Provision of higher levels of respite care and in-home supports.

Support to individuals to enable them to stay at home and in their own community with
a full range of supports including in-home workers, outreach workers and respite
services.

Support for individuals to develop and pursue a range of leisure activities.

Support for individuals to achieve their full educational potential.

Monitoring of medication and daily routines to minimise the impact of the disability.
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SECTION 5:

5.1 EARLY CHILDHOOD SERVICES

ACTION PLAN FOR IMPLEMENTATION

KEY ISSUES

SHORT TERM TARGETS

MEDIUM TERM GOALS

LONG
TERM OBJECTIVES

Assessment and Intervention
There is an insufficient number of
multidisciplinary and support service
staff to deliver an assessment and
intervention service to young children
i.e. paediatrician, community nursing,
in-home workers, occupational
therapy, paediatrics, physiotherapy,
psychiatry, psychology, social work,
speech and language therapy and
other specialists when required.

There is currently a waiting list for
assessment of young children in some
areas.

Clarify the needs in each county
in respect of each of the
disciplines including model of
service and caseload mix.
Responsible: Service Providers.

Prioritise the immediate needs
across the region.
Responsible: Service Providers.

Set an agreed standard on
waiting time for initial
assessment and intervention
across the region.
Responsible: Development
Committee.

Clarify and prioritise development
needs over next five years across
the region.

Responsible: Development
Committee.

Seek necessary resources to
develop the required number of
posts.

Responsible: Development
Committee.

Adequate levels of support
staff will be available to meet
the needs of children and their
families.

Levels of support services
should ensure that no child
and their family has to wait for
assessment beyond agreed
waiting time.

Process of statementing

There is no uniform system for
formulating a statement of children’s
needs.

Agree a protocol for formulating
a statement of children’s needs.

Responsible: Development
Committee.

Adopt the protocol across the region
for statementing of children’s needs.

Responsible: Director, Disability
Services and Service Providers.

Each child and family will have
a statement of their needs
completed and included in
their individual care plan.
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Key Issues

Short Term Targets

Medium Term Targets

Long Term Objectives

Information for families

There is a lack of sufficient
information provided to families of
young children and the information
that is available can be difficult.

Identify the full range of
information families require.
Expand Access West as an
information tool to include all
disabilities.

Produce information packs for
families which will be readily
available.

Responsible: Early Childhood
Co-ordinators.

Highlight availability of WHB
Information Officer.

Develop regional web site with links
to information bulletin board.

Responsible: WHB-Director,
Disability Services.

There will be sufficient and
timely information available for
families and staff working in
the field of Intellectual
Disability and those wishing to
refer to the services.

Level of support to families

There is an insufficient amount and
range of supports available to families
of young children, including in home
support, day and residential, respite
care, home sharing, and holiday
projects.

Identify families’ needs in each
county.

Prioritise immediate needs in
relation to essential family
support.

Responsible: Service Providers

Each agency to prioritise needs over
the next three years.

Seek the necessary resources to
provide the required level and range
of supports to families.

Responsible: Development
Committee and Service Providers.

There will be sufficient
supports available to families
of young children.

Key worker/named person for all
families

A key worker/named person is not
currently designated for each family
across the region to ensure co-
ordination of all aspects of service to
the child and family.

The key worker/named person
system should be adopted by all
service providers within the
region.

Monitor the effectiveness of the key
worker system through
guestionnaires to families on an
ongoing basis.

Responsible: Service Providers and
Development Committee.

There will be a key
worker/named person
assigned to all families.

Support to local pre-schools
There is insufficient support provided
to local pre-schools in terms of
transport, support workers and
training.

Identify the extent of support
which is required in each
county. Prioritise the unmet
needs on a yearly basis.
Responsible: Local Service
Providers.

Develop an ongoing partnership
approach with the Department of
Education in provision of services to
pre-schoolers.

Responsible: Service Providers and
Development Committee.

Adequate support will be
provided to local pre-schools
as required.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Support around points of transition
There should be special support
provided to families around points of
transition through school age
services.

Identify the needs of children
around points of transition
through school age services.

Quantify these needs in terms of
support service input across the
region.

Responsible: Local Service
Providers.

Seek the necessary resources to
provide the required level of support
to families.

Responsible: Development
Committee and Director, Disability
Services.

Adequate and appropriate
support will be provided to
families at points of transition.

Training for staff and family
members

There is insufficient training provided
to staff and family members regarding
the needs of young children.

Identify training needs of staff
and families across the region.

Prioritise the training needs of
staff and families for the next
year.

Responsible: Training officers in
each organisation in
consultation with other agencies
and WHB.

Each service provider to develop a
training plan and co-operate with
other service providers to co-
ordinate training across the region
over next five years.

Adequate training will be
available for all staff and family
members.

Evidenced-based research

There is a lack of evidence -based
research in respect of different models
of early intervention service.

Evaluation of services should be
carried out to assess the
effectiveness of different models
of service.

Responsible: Service Providers
and Development Committee.

NUI Galway and other third-level
colleges should be approached with
a view to undertaking research and
evaluation projects.

Responsible: Development
Committee.

Practice will be informed by
evidence-based research.
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5.2 SCHOOL AGE SERVICES

Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Roles and responsibilities of
statutory and voluntary agencies
There is an unclear definition of
roles and responsibilities at national
level which impacts on regional and
local service delivery.

There is a lack of clarity about the
remits of the various agencies
involved in service provision.

Unclear remits of the various
agencies involved.

Consultative Committee to
establish county-based inter-
agency forums of key players
in service provision including
Parents, Community Care
Psychology Service,
Department of Education and
Science, NEPS, Disability
Managers, and Service
Providers.

Responsible: Director,
Disability Services and
Development Committee.

Seek clarification at national
level of the roles and
responsibilities of the
Department of Health and
Children and the Department
of Education and Science.
Responsible: County Forums.

Clarify roles of proposed
Special Needs Organisers
and appropriate liaison
mechanisms with other
agencies.

Responsible: County Forums.

Implement nationally agreed co-
ordinating mechanisms and
structures.

Responsible: Service Providers.

Review services of the Health Board
and health-funded agencies in the
light of clarification of future
involvement of the Department of
Education and Science.
Responsible: Development
Committee.

Continue to work at local level to
build up effective liaison and
coordination mechanisms.
Responsible: Consultative
Committee and County Forums.

Families and agencies will have a
clear understanding of the roles
and responsibilities of the various
agencies involved.

All stakeholders will be clear
regarding the roles and
responsibilities of the different
agencies involved in the provision
of education and personalised
health and social services.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Level of support services
Provision of all services including
Child Psychiatry, Occupational;
Therapy, Paediatrics,
Physiotherapy, Psychology, Social
work, Speech and Language
Therapy, Visiting Resource
Teaching etc. is required.

Clearly identify the needs in
each county and the overall
region for each discipline.
Responsible: Service
Providers.

County Forums of the various
stakeholders to consider and
agree on, frequency,
mechanisms and
responsibility for co-ordination
of individual reviews.

Seek resources to build up the level
of services.

Responsible: Development
Committee and Director, Disability
Services.

Develop protocols and procedures
for individual reviews.

Responsible: Director, Disability
Services.

All children and their families will
have an adequate level of support
services based on their individual
assessment of needs.

Each child will have regular
reviews appropriate to their needs.

All stakeholders will be clear about
the frequency and mechanisms of
individual reviews.

Information
Insufficient information for families.

Set up a focus group which
will include parents to define
what information is required
at different times.
Responsible: Director,
Disability Services.

Produce information pack for
families.
Responsible:Director,
Disability Services and
Combhairle.

Develop regional website with
appropriate information.
Responsible: Director, Disability
Services and WHB.

Provide training for individuals
working with families, based on the
recommendations of the focus
group.

Responsible: Service providers.

All families will have access to
comprehensive information
appropriate to their needs.

Adequate educational provision
in mainstream secondary schools
There are insufficient places
available at secondary school level.

Identify needs of individuals
requiring placement at
secondary school level.
Responsible: Service
Providers in consultation with
NEPS.

Advise Dept. of Education and
Science on the need for additional
special classes in secondary
schools.

Responsible: Service Providers in
consultation with NEPS.

All children who require a
placement in a mainstream
secondary school will have access
to an appropriate placement.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Provision of escorts
Escorts are not available to all
children who require this service.

Seek agreement at national
level regarding the
responsibility for employment
of escorts and administration
of the escort grants.
Responsible: County Forums.

Escorts are available on all school
transport routes for children who
require escorts.

Support for foster/shared care
placements

In some cases there is insufficient
coordination, no clear criteria
between agencies and the health
boards to support foster / shared
care placements.

The relevant parties in the
Service Providers and the
Health Board will agree
criteria for responsibility,
support and co-ordination of
individual cases.
Responsible: Director,
Disability Services, Disability
Managers and Service
Providers.

Additional resources will be sought
to support the development of foster
/ shared care placements.

Responsible: Development
Committee and Director, Disability
Services.

Adequate support will be provided
with clearly defined allocation of
responsibilities of all agencies
involved in supporting foster /
shared care placements.

Supports in the summer months
An appropriate service is not
available to all children who require
supports and services during the
summer months.

Agreement on ways for
delivering services during the
summer months needs to be
discussed and agreed
nationally.

Responsible: Service
Providers in consultation with
Dept. of Education and
Science.

An appropriate mix of services needs
to be developed in each county to
adequately cater for the needs of
children during the summer months.
Responsible: Service Providers in
consultation with Dept. of Education
and Science.

All children who require a service
during school holidays will have
access to a service appropriate to
their needs.

Respite services
Insufficient levels of in-home and
respite services.

Identify and prioritise needs
at a county and regional level.

Responsible: Service
Providers.

Seek additional resources to provide
sufficient home sharing, in-home
support workers, after school
support, respite services, crisis
placement and holiday projects.

Responsible: Development
Committee.

All children and their families will
have access to a range of in-home
and respite services appropriate to
their needs.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Supporting children with a mild
learning disability and emotional
and behavioural difficulties

There is a need for an integrated
and co-ordinated response to
children with complex needs.

Some children have no school
service because services are unable
to meet their needs.

Define respective Service
provider’s responsibility for
this group.

Responsible: County Forums.

Develop a service model for
this group including systems
of co-ordination.

Responsible: County Forums.

Seek adequate resources to meet
the particular needs of this group.
Responsible: Development
Committee.

Adequate support will be provided
and there will be clearly defined
agency responsibility.

Supports to access community
facilities

There are insufficient supports to
enable adolescents to access
leisure and community facilities,
inadequate supports including
outreach workers, disability
awareness and community
education initiatives.

Seek additional resources to
employ outreach workers to
facilitate access to local
leisure facilities and foster
community integration.
Responsible: Service
Providers and Development
Committee.

Carry out disability awareness
training with local youth and
community groups.

Responsible: Health Promotion,
WHB, in association with Combhairle
and Service Providers

Adequate supports will be provided
to enable adolescents to access
appropriate leisure and community
facilities in their local community.
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5.3 ADULTS

There is a lack of clarity about the
roles, responsibilities and remits
of agencies involved in service
provision for young adults.

define responsibilities of the various
agencies involved including FAS, WHB,
VEC, Supported Employment
Consortia, and individual agencies
involved in service provision.
Responsible: Training Co-ordinator,
WHB, Director Disability Services and
Service Providers.

Issues Short Term Targets Medium Term Goals Long Term Objectives
Roles and responsibilities of
agencies Liaise with relevant stakeholders to All partners will be clear

regarding the roles and
responsibilities of the
different agencies involved
in the service provision for
young adults.

Transition planning

Transition planning including
transition to and from services for
young adults is inadequate in
some cases.

There is inadequate
communication between
agencies, and support of
individuals, around times of
transition between services.

Agree systems and protocols for
service planning, referral and transfer in
order to promote interagency
communication and co-operation.

Responsible: Service Providers.

Identify the supports required during

points of transition.
Responsible: Service Providers

Prioritise the unmet needs in each
county and seek resources to meet
these needs.

Responsible: Service Providers

Formulate a plan to
provide the necessary supports to

individuals and to ensure that they are

aware of all options and are

supported during times of transition.

Responsible: Service Providers.

Individuals will transfer
smoothly and will be
adequately supported in
times of transition between
services.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Individualised services
Programmes are not delivered on
a sufficiently individualised basis.

Staff should receive training on key
service objectives, and on enabling
Personal Outcomes.

Responsible: Service Providers and
their Training Officers.

Services and programmes
are individualised with a
focus on Personal
Outcomes for service
users.

Day services for adults
Some adults have no appropriate
day service.

Establish shortfall in number of day
places, across the region.
Responsible: Service Providers.

Seek the necessary resources to
provide the required number of
places.

Responsible: Development
Committee and Director, Disability
Services.

An appropriate day service
will be available to all
adults.

Sheltered workshops

There is a need for a review of
sheltered workshops, including
systems of

wages/allowances.

There is a need for greater
flexibility and movement within
various adult services.

Review national report when completed
and implement the recommendations
locally.

Responsible: Service providers,
Director, Disability Services and
training co-ordinator WHB.

Service Providers should provide
opportunities for flexibility and
movement within various services.

Service Providers should develop
systems for ensuring that services are
based on individual needs and
choices.

Greater flexibility in service
provision and opportunities
for movement between
services will be available.

Job coaches for Supported
Employment

Inadequate funding exists for job
coaches to support individuals
involved in Supported
Employment.

Review the operation and progress of
the present consortia within the region
and make recommendations on their
future development.

Responsible: County consortia (FAS
and Service Providers)

Seek additional resources to expand
and augment supported employment
as a service option.

Responsible: Development
Committee and Director, Disability
Services.

Sufficient job coaches will
be available to support
those involved in
supported employment.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Part time places

There is lack of flexibility around
having part-time places in
different agencies.

Some individuals would benefit
from attending part-time
programmes in different services.

Service Providers should develop
systems to facilitate and support part-
time, shared and flexible placements.

Individuals can have
access to part-time and
flexible placement
arrangements depending
on their particular needs.

Opportunities for ongoing life-
long learning

There is a lack of opportunities
for ongoing life- long learning.

Identify current deficiencies in
opportunities available for life-long
learning in each county.
Responsible: Service Providers with
County Forum.

Prioritise these unmet needs across the
region.
Responsible: Service Providers.

Carry out discussions with local
mainstream agencies FAS, VEC,
educational establishments, local
night classes to establish possibilities
for further development of
opportunities for lifelong learning.
Responsible: Service Providers.

Opportunities for life-long
learning will be an integral
component of services for
adults.

Residential Services

There are insufficient residential
places available for those who
need them.

There is no uniform system in
place within the region, for
identifying priority needs.

Lack of places inhibits services
being provided on a planned
basis rather than as a crisis
response.

Determine shortfall in residential places
across the region and

identify the priority needs.

Responsible: Service Providers

Establish a uniform system across the
region for prioritising needs of service
users and their families.

Responsible: Consultative Committee.

Seek the necessary resources to
provide the required number of places
when they are needed

rather than only when a crisis has
occurred.

Responsible: Development
Committee and Director, Disability
Services.

An appropriate residential
service will be available to
all adults who require this
service.

There will be a uniform
system in place for
establishing priority needs.

Residential facilities

Some existing residential facilities
are inappropriate to meet the
needs of people who live there,
e.g. 10 people living in a
bungalow.

Implement national standards relating
to residential services.
Responsible: Service Providers.

Identify all facilities which do not adhere
to agreed standards.
Responsible: Service Providers.

Formulate plan at regional level to
address the service inadequacies.
Responsible: Responsible:
Consultative Committee.

Residential services will
meet the standards set at
regional and national level.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Respite care

There is an inadequate amount of
respite and insufficient range of
respite options available to
individuals and their families.

Identify the shortfall in the number of
respite places and in the range of
respite options to be provided.
Responsible: Service Providers

Formulate a regional plan to address
the service shortfalls.

Seek the necessary resources to
implement this plan.

Responsible: Development
Committee and Director, Disability
Services

There will be adequate
level and choice of respite
care options available
locally to all who require
them.

People residing in Psychiatric
hospitals

Some individuals continue to
reside in inappropriate facilities in
Psychiatric

Hospitals.

Formulate a re-housing plan for such
individuals and prioritise needs over a
five year period.

Responsible: Service Providers.

Seek the necessary resources to
implement this plan.

Responsible: Development
Committee and Director, Disability
Services.

People will not reside in a
psychiatric hospital unless
this is considered to be an
appropriate service option.

Support for people with a mild
intellectual disability

There is insufficient support
provided for individuals with a
mild intellectual disability and
many fall between agencies.

There is need for greater
coordination between agencies
involved.

Establish a county forums with
representation from all key
stakeholders to clarify the roles,
responsibilities and remits of different
agencies including Intellectual Disability
Agencies, Mental Health Services,
Probation Services, Department of
Education and Science, Department of
Health and Community Care.
Responsible: Director, Disability
Services.

Improve the communications link
between the various agencies.
Responsible: Director, Disability
Services, Disability Managers and
Service Providers.

There will be greater
support provided for
individuals with a mild
intellectual disability.

There will be clarity
regarding the respective
roles, responsibilities and
remits of different
agencies.

Rights and entitlements
There is a need for clear
information for service users and
their families on rights and
entitlements.

Establish a working group including
services users and family members to
agree a regional Charter of Rights.
Responsible: Consultative Committee
sub-group.

Carry out training with families, service
users and staff, within the region.
Responsible: Service Providers.

Present Charter of Rights to the
Consultative Committee for its
agreement.

Responsible: Development
Committee.

Clear information on
service users rights and
entitlements will be
available.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Advocacy
There is a need for greater
emphasis on advocacy.

Training should be provided for staff,
service users and their families on
advocacy.

Responsible: Training Officers.

Promote independent Citizen
Advocacy Services in association with
Combhairle.

Responsible: Disability Managers.

Systems for developing
advocacy and self
advocacy will be in place.

Support for personal
difficulties

There is insufficient support
available for people going
through personal difficulties.

Counselling should be available
for those who require it.

Each service provider should designate
a key worker/named person for each
individual.

Identify the unmet needs in this area
and quantify the personnel required to
provide the service.

Responsible: Service Providers.

Formulate a plan to deliver the
required service.
Responsible: Service providers.

Seek the necessary resources to
provide the required service.
Responsible: Development
Committee.

Adequate support will be
available for individuals
who are experiencing
personal difficulties.

Leisure and community
involvement

There are very limited
opportunities for supporting
people in leisure and community
activities.

Undertake disability awareness
programmes with community groups to
promote the inclusion of people with
intellectual disabilities in community
activities.

Responsible: WHB Health Promotion
and Service Providers.

Employ outreach workers/leisure
organisers to involve individuals in a
range of leisure and community
activities.

Responsible: Service Providers.

A range of leisure and
community activities will
be available to people with
intellectual disabilities in
their local communities.

Health promotion

There are no agreed protocols
around health promotion or
screening for adults with

Formulate policy in relation to health
promotion for adults.
Clarify needs in this area and to make

Seek the necessary resources to
deliver the required health promotion
programmes.

There will be an agreed
regional policy in relation
to health promotion and a

intellectual recommendations for service Responsible: Development properly resourced health
disabilities. improvements. Committee. promotion programme in
Responsible: WHB Health Promotion place for adults with
and Service Providers. intellectual disabilities.
Training

All staff require ongoing training.

Identify specific staff training needs.
Responsible: Individual Service
Providers.

Seek resources to provide relevant
training for staff.
Responsible: Service Providers.

Staff will be trained to the
highest levels of
competency to ensure the
delivery of a quality
service for clients.
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5.4 OLDER PEOPLE

Families need clarity about when
services will be provided and which
agency will be responsible.

new day and residential places
required.
Responsible: Service Providers.

Ensure that agency responsibility
for all people who require services
is clearly specified, across the
region.

Responsible: Development
Committee.

target number of new day and
residential places per year, based on
a percentage of the total number living
at home.

Clarify responsibility for people not
actively in receipt of services and
require services due to change in
circumstances.

Responsible: :Development
Committee.

Issues Short Term Targets Medium Term Targets Long Term Objectives
Service needs — agency
responsible Annually estimate the number of Seek resources to provide an agreed | Families will know when a

service will be available,
within a reasonable time
frame, and will be clear
regarding which agency is
responsible for developing
and providing the service.

Meeting changing needs

The population of older adults

is increasing each year without an
increase in budgets to augment
existing services.

Insufficient funding available for
additional staff resources.

Quantify the current shortfall of
staffing and other resources, within
each service provider and within
the overall region.

Responsible: Development
Committee.

Seek a commitment from the Dept. of
Health and Children regarding funding
to provide the required level of staffing
and other resources.

Responsible: Consultative Committee

Funding will be available
to increase budgets for
older people to provide a
flexible service to meet
individual needs.

All older people will have
an adequate level of staff
support to provide a
flexible service which can
meet identified needs.

New services and supports

55% of people with intellectual
disability aged over 50 years are not
attending any service. Individuals and
their families are receiving no or very
limited support from intellectual
disability services or from generic
services (Task Force Report, 1998).

With involvement of Community
Care Services, identify all
individuals aged 45+ years and
those with Down’s Syndrome aged
40+, not currently in receipt of
services, across the region.
Responsible: Development
Committee.

Carry out detailed assessment of the
needs of these individuals regarding
the type and extent of support
required to maintain them at home
and the number of day and residential
places required in next five years.
Responsible: Service Providers.

Funding will be available
to provide a
comprehensive range of
supports to individuals
who are not in services
and to their families to
maintain them at home, if
this is their choice.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Crisis residential places
There is a lack of contingency funding
available for crisis residential places.

There is a lack of agreement as to
whether or how contingency funding
can be reserved for crisis cases.

Estimate the number of crisis cases
likely in each county per year, by
analysis of the pattern of crisis
admissions over the previous five

years.

Responsible: Service Providers.

Consultative and Development
Committees to agree a mechanism for
funding an agreed minimum number
of crisis places per year, within each
county.

Seek resources to provide the target
number of crisis places per

year.

Responsible: Development
Committee.

The number of crisis
admissions will reduce as
development of planned
services increases.

Contingency funding will
be available within the
region, so service
providers can respond as
soon as possible to crisis
situations.

Respite care

There is a limited availability of respite
care options for families due to lack of
funding.

Quantify the current shortfall in
respite care for families of older

people, across the region.

Responsible: Service Providers.

Seek the additional resources
required to meet the identified needs.
Responsible: Development
Committee.

Families of older people
should have access to a
range of respite care
options appropriate to their
needs.

Specialised services for older
people

Specialised services, for example for
those with Alzheimer’s disease, are
an undeveloped and unresourced
component of service within the
region.

Identify numbers of people in each
county, who currently receive and

require a specialised service.

Responsible: Service Providers.

Seek resources to develop
specialised services within each
county, to meet identified needs.
Responsible: Development
Committee.

Individuals who have high
nursing needs,
Alzheimer’s disease, or
terminal illness will be able
to access high quality
specialised facilities within
intellectual disability
services. Respite places
will be an integral part of
these services.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Family Contact
Many older people have little or no
contact with family members.

Identify people who have no or
very limited family contact.
Responsible: Service Providers.

Seek involvement of members of
the extended family where there is
some family contact.

Responsible: Service Providers.

Seek volunteers to put in place a
befriending programme for those with
no family contact.

Responsible: Service Providers.

Actively promote involvement of
siblings from an early age by sibling
support programmes.

Responsible: Service Providers.

Actively promote involvement of family
members (other than parents) when
people are in their

30s and 40s.

Responsible: Service Providers.

Older people will have
regular contact with
siblings and/or extended
family members or
befrienders.

Access to generic funding

Older people with intellectual disability
cannot access generic funding or
resources for the aged.

Clarify at Health Board level, a
process whereby funding for the
elderly can be extended to those
with intellectual disability.
Responsible: Development
Committee.

Seek the required additional funding
to allow people with intellectual
disability to be included in funding
programmes for the elderly.
Responsible: Development
Committee.

Older people with
intellectual disability will be
able to access generic
funding when they develop
age-related needs.

Intellectual disability database
There is a risk that people living at
home whose names are to be
removed from the Database unless
families have given consent, will not
be accessing services and may not
have their needs planned for.

Clarify reasons why consent has
not been given and propose ways
of overcoming procedural
difficulties.

Responsible: Service Providers.

Establish manual register of those
removed from Database and ensure
an annual update of their needs and
those of their family.

Responsible: Director, Disability
Services and Database Administrator.

Accurate, up to date
information will be
available on needs of
older people who are living
in the community.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Training for staff in generic
services

There is a need for training for staff in
generic services, especially medical
and nursing staff on needs of older
people who have intellectual disability.

Clarify main training issues which
need to be addressed for staff in
generic services.

Responsible: Service Providers.

Liaise with nursing and medical
training bodies re how a programme
of training can put in place.
Responsible: Development
Committee.

Ongoing training will be
provided to staff in generic
services on needs of
people who have
intellectual disability.

Health promotion

There is a limited range of policies
and procedures regarding health
promotion and screening for older
people.

Identify those in services and in the
community who require screening
and clarify what forms this
screening should take.
Responsible: Service Providers
and Director, Disability Services.

Seek resources to put in place a
health promotion and screening
programme across the region, to meet
identified needs. There will be agreed
policies across the region regarding
health promotion and health screening
strategies.

Responsible: Development
Committee.

A high quality health
promotion and screening
programme will be funded
and available for older
people throughout the
region.

Planning for specialised services
There is difficulty in predicting those
who will develop early onset
Alzheimer’s disease and this inhibits
planning of services.

Quantify the number of individuals
within the region who developed
early onset Alzheimer’s disease
during past 5 years.

Responsible: Service Providers.

Carry out research with other service
providers around the country
regarding levels of disease within their
populations.

Responsible: Service Providers.

Good predictive
information will exist on
the number of people
likely to develop disease
early.

Supports and services for
people who develop early
onset Alzheimer’s disease
will be available when
required.

Training for staff and families

There is a lack of specialist training for
staff and families on the needs of
older people.

Identify specific training needs of
staff and draw up a training plan to
meet identified needs.
Responsible: Service Providers.

Seek resources to deliver the required
training across region.

Responsible: Development
Committee.

Ongoing training will be
provided to staff and
families according to
identified needs, through a
regionally co-ordinated
training plan.
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Run intensive course, similar to one in
St. James Hospital, Dublin, at local
level and sponsor staff who have
declared an specialist interest in
working with the elderly.

Responsible: Training Officers.

Set up system of exchange
placements for staff in intellectual
disability services and staff in
specialist generic services for the
elderly to promote exchange of
expertise.

Responsible: Development
Committee.
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55

INDIVIDUALS WITH CHALLENGING BEHAVIOUR

Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Regional co-ordination
There is no Western Health Board co-
ordinating team in place.

Establish an operational team of
the four Challenging Behaviour
Specialists to be known as the
Regional Challenging Behaviour
Team.

Responsible: Development
Committee.

Regional Challenging
Behaviour co-ordinating team
will be established.

Agreed definitions

There is no agreed definition of
challenging behaviour and no agreed
system for measuring the degree of
challenging behaviour.

Regional Challenging Behaviour
Team to meet and agree on
protocols for definition and
measurement of challenging
behaviour.

Responsible: Development
Committee.

Challenging Behaviour
Sub-committee to meet
and consider definitions
and protocols proposed by
Regional Challenging
Behaviour Team.

Have an agreed regional
definition of challenging behaviour
including that of severe
challenging behaviour and agreed
protocols how to measure same.

Comprehensive assessment and multi-
element intervention plan

Not all Individuals have a comprehensive
assessment and Intervention Plan.

Regional Challenging Behaviour
Team shall consider and agree on
protocols for carrying a
comprehensive assessment and
proposing an Intervention Plan.
Responsible: Development
Committee.

Comprehensive
Assessment and
Intervention Plan carried
out with all individuals with
a severe level of
challenging behaviour.
Responsible: Service
Providers.

All individuals identified with
challenging behaviour shall have
a comprehensive assessment
and Intervention Plan.

Resources
Sufficient resources do not exist to ensure
that a range of options are available.

Identify the resources that are
required in each county in order to
offer a range of service options and
establish service priorities.
Responsible: Service Providers

Seek additional resources
to meet identified needs.
Responsible:
Development Committee.

Provide sufficient resources to
enable a range of options to be
provided.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Treatment Facilities
There is no agreed plan for establishment
of treatment facilities.

Regional Challenging Behaviour
Team meet to discuss model,
protocol and location of new or
existing treatment facilities.
Responsible: Development
Committee.

Agree on a prioritised plan
for establishment or
designation of treatment
facilities.

Responsible:
Development Committee.

Resources are provided to
establish treatment facilities.

A prioritised plan is agreed for
the development of treatment
facilities.

Flexi-budgeting system
There is a need to maximise the limited
resources that are available.

There is no agreed regional system of flexi
budgeting.

Members of finance departments to
consider system of flexi-budgeting.
Responsible: Service Providers.

Consider and agree on
flexi-budgeting system.
Responsible: Consultative
Committee

Flexi-budgeting system in place.

Development of challenging behaviour
support teams

There are limited resources to develop
Challenging Behaviour Support Teams.

Identify resources required to
develop Challenging Behaviour
Support Teams.

Responsible: Service Providers.

Seek resources to provide
Challenging Behaviour
Support Teams.
Responsible:
Development Committee.

Develop Challenging Behaviour
Support Teams in each county to
support frontline staff.

Appropriate day services

Some individuals with challenging
behaviour do not have an adequate day
service.

Prioritise individuals awaiting
appropriate day services.
Responsible: Service Providers.

Seek resources for the
provision of adequate
numbers of day service
placements for individuals
on waiting lists.
Responsible:
Development Committee.

There will be a sufficient number
of day placements.

Adequate respite care
There are insufficient planned and crisis
respite care placements available.

Agree needs and priorities for
provision of adequate planned and
crisis respite care options.
Responsible: Service Providers.

Seek resources to provide
adequate respite care.
Responsible:
Development Committee.

Adequate respite care as required
in Intervention Plans.
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Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Designated units in Intellectual
Disability Services
There is no agreed plan for Designated

Units as proposed in the Mental Health Bill.

Discuss and agree on proposal to
meet requirements of Mental
Health Bill.

Responsible: Development
Committee.

Resources sought to establish
designated units in the region as
proposed by the Mental Health
Bill as necessary.

Appropriate services for individuals
with a mild intellectual disability.

There is no agreed model for service
delivery for individuals with a mild
intellectual disability with challenging
behaviour. Resources for service provision
are limited.

Set up a focus group of
stakeholders to consider the needs
of this group and devise
recommendations for service
responses for people with
challenging behaviour.
Responsible: Development
Committee.

Seek resources to
implement the
recommendations of the
working party.
Responsible:
Development Committee.

An agreed model of service
provision will be in place to meet
the needs of individuals with a
mild intellectual disability with
challenging behaviour.

Research
There is little service- based research
taking place.

There is limited sharing and dissemination
of service-based research projects.

Consider and agree on priorities for
service-based research into
models of service, individual case
studies and intervention methods.
Responsible: Development
Committee.

Seek to build links with
local university to support
research projects.
Responsible:
Development Committee.

Service based research projects
will be carried out and results of
projects widely shared and
disseminated.

Training
There is an insufficient level of training
available for staff and family members.

Identify training needs in this area
across the region.
Responsible: Service Providers.

Seek resources for
training.

Responsible:
Development Committee.

Adequate training in this area
provided for staff and families.
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5.6 PEOPLE WITH AN INTELLECTUAL DISABILITY AND MENTAL HEALTH DIFFICULTIES

Short Term Targets Medium Term Goals Long Term Objectives
Access to generic psychiatric
services
Some individuals who would benefit | Initiate discussions between Define regional policy that Improved access to services.
from treatment and support from Intellectual Disability and defines service options for
generic psychiatric services do not Child and Adolescent different groups and the roles
have access to same. Psychiatry teams. and responsibilities of the

Responsible: Development various agencies in the area.

Committee. Responsible: Development

Committee.

Understanding of those with an
intellectual disability with mental
health needs
There is a lack of awareness of the Hold a regional seminar on Provide ongoing training for Raised level of awareness, knowledge
needs of individuals with an the mental health needs of people involved in service and skills of all key stakeholders, -
intellectual disability with mental people with an intellectual provision. parents, clients and service providers
health difficulties. disability. Responsible: Service Providers | in both intellectual disability & mental

Responsible: Development and Training Officers. health services.

Committee.
Specialist Mental Health Teams
for people with intellectual Define staffing needs of the Seek resources to establish The needs of those with intellectual
disabilities Interdisciplinary Teams teams. disabilities and mental health
There are insufficient required in each county Responsible: Development difficulties will be met.
interdisciplinary teams and staff including Psychiatrists, Committee.
available. Psychologists, Social

Workers, Community

Psychiatric Nurses,

Occupational Therapists and

Speech and Language

Therapists and other relevant

staff.

Responsible: Service

Providers.
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Key Issues

Short Term Targets

| Medium Term Goals

| Long Term Objectives

People with Intellectual
Disabilities who come in contact
with the law

There are a small group of
adolescents and adults with a mild
intellectual disability who present
high risk antisocial behaviour who
have complex needs which are not
met by present services.

A regional working group
should be convened of the
various agencies involved
with this group including the
Western Health Board, the
Probation Service, the Garda
Siochana, the Intellectual
Disability Agencies, Mental
Health Services, and
Community Care to discuss
models of service for this
group and agree on roles and
responsibilities of the various
agencies in service provision.
Responsible: Development
Committee.

Accurate data should be
gathered of the number of
individuals in this group.

Responsible: Service Providers.

A service plan should be
developed to meet the needs of
this group in each county.

Responsible: Development
Committee

Adequate services will be provided for
this group of individuals.

Clear systems of agency responsibility
and co-ordination will be in place for
this group.

Coordination and liaison between
relevant agencies

There is insufficient co-ordination
between Intellectual Disability
Services, Community Care and
Psychiatric Services.

Set up a working group to
define roles, responsibilities
and mechanisms for co-
ordination and liaison of the
various agencies involved in
service provision in the
region.

Responsible: Development
Committee.

There will be established mechanisms
of case co-ordination and forums to
discuss ongoing issues of mutual
concern between the various agencies
involved in service provision.

Designated Treatment Placements
Within Intellectual Disability Services
there are insufficient adequately
resourced treatment placements
available.

Define the needs of service
users in each county for the
range of treatment
placements required and
specify location of such
placements.

Responsible: Service

Providers.

Seek resources to provide new
places where required and
upgrade existing placements
where appropriate.
Responsible: Development
Committee.

Sufficient adequately resourced
designated treatment placements
will be available.
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Key Issues

Short Term Targets

| Medium Term Goals

| Long Term Objectives

Designated Secure Placements
The Mental Health Bill provides for
secure placements for a small
number of individuals within
Intellectual Disability Services.

Define the needs of service
users for secure placements
within the region.
Responsible: Service
Providers.

Define protocols of how such
placements would be
provided.

Responsible: Development
Committee.

Seek resources to establish
required number of
placements in the region.
Responsible: Development
Committee.

A number of secure designated
placements would be provided in the
region to meet the requirements of the
Mental Health Bill.

Crisis and Respite Placements
There are insufficient crisis

placements available and individuals

with intellectual disabilities are not

able to access services when a crisis

occurs.

There are insufficient respite
placements available.

Define needs for crisis and
respite placements within the
region.

Responsible: Service
Providers.

Initiate discussions between
the various agencies as to
who is best places to provide
such services.

Responsible: Development
Committee.

Seek resources to provide

sufficient crisis and respite

placements in each county.
Responsible: Development
Committee.

Sufficient appropriately resourced crisis
and respite placements will be made
available to individuals with an
intellectual disability with mental health
difficulties.

Staff Training
There is insufficient staff training in
this area.

Carry out a survey of staff
training and development
needs in this area.
Responsible: Service
Providers.

Define a staff training plan and

allocate resources to this area

Responsible: Service Providers
and Training Officer.

Provide sufficient ongoing training for
staff in Intellectual Disability and
Mental Health Services.
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5.7 INDIVIDUALS WITH AUTISM

There is a lack of clear direction with
regard to who has responsibility for
delivering services to individuals
with autism across the ability
spectrum.

Autism, to drive and co-
ordinate service delivery
Responsible: Development
Committee.

Consideration should be given
to whether there should be
Autism Specific Services or
separate services based on
levels of ability/disability and
how service delivery should be
co-ordinated.

providers including parent
representatives should discuss and
agree policy with respect to
structures, models of service and
funding for all individuals with
autism including those with
Asperger’s syndrome and those
with an associated learning
disability.

Responsible: Development
Committee.

Key Issues Short Term Targets Medium Term Goals Long Term Objectives
Responsibility for service
delivery Appoint a Co-ordinator of A forum of all relevant service All stakeholders including parents

will be clear regarding the
responsibility for provision of
services to individuals within the
autistic spectrum.

County-based assessment and
diagnostic teams

County Assessment and Diagnostic
Teams need to be established with
clear and agreed criteria for
diagnosis.

Set up county-based
Assessment and Diagnostic
Teams with clear roles and
agreed diagnostic protocols.
Responsible: Service
Providers with WHB Child
Psychiatric Services and
Community Care.

County based assessment and
diagnostic teams will be
established.

Screening of young children
Screening at early childhood level
needs to be undertaken to achieve
early diagnosis and intervention.

Clarify difficulties in relation to
screening across the region.
Responsible: Service
Providers.

Implement a screening procedure,
for use by Public Health Nurses,
AMOs and other relevant
personnel, as part of the
developmental screening process.
Responsible: Development
Committee.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

County-based
Intervention/Support Teams
There is a need for county-based
Intervention/Support Teams across
the full age spectrum, with sub-
teams for different age groups.

Discussion should commence
at county level regarding ways
of setting up specialist teams,
and to clarify roles and
responsibilities of such teams.
Responsible: Development
Committee.

Seek the necessary resources to
establish such teams.
Responsible: Development
Committee.

County-based intervention support

teams will be established across
the region.

Coordinated regional policy
regarding models of service
There is a need for a coordinated
policy within the region regarding
appropriate models of service for
individuals with autism.

A Regional Co-ordinator of
Autism needs to be appointed
to ensure uniformity of
approach within the region and
co-ordination among the
different agencies involved in
the provision of services to
those with autism.
Responsible: Development
Committee.

A regional plan for autism services

should be developed in
consultation with all relevant

service providers and with parents

to clarify the current gaps in
services and to prioritise service
developments.

Responsible: Development
Committee.

There will be a co-ordinated
regional policy regarding models
of services.

Adequate support for families

An adequate range of supports
should be available to the families of
children and adults who have
autism.

Identify the range of supports
that families require and the
level of unmet needs across
the region.

Responsible: Service
Providers.

Funding should be sought to
provide the necessary level of
support to families which will be
provided on a priority bases.
Responsible: Development
Committee.

A comprehensive range
supports will be available
families.

of
to

Resources for early intervention
and for other support systems
There are insufficient resources
currently to provide the necessary
level of early intervention and other
support systems to children and
their families.

Quantify the precise unmet
needs on a county by county
basis to establish the shortfall
and prioritise these needs on a
regional basis.

Responsible: Service
Providers.

Seek the required level of funding
to provide the level of support and

intervention that is needed.
Responsible: Development
Committee.

The required level of funding will
be made available to provide the
necessary level of support and
intervention that is required.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Prioritisation of new
developments

There is no clear agreed
prioritization of new developments
across the region.

Agree the priority
developments that need to be
put in place across the region
in the next year.

Responsible: Consultative
Committee.

Review the manner in which
funding is utilised to ensure that the
key priorities which will be identified
are put in place across the region.
Responsible: Consultative
Committee.

Priorities for new service
developments will be agreed
across the region.

Implementation of the report of
the Department of Education and
Science Task Force on Autism
The report of the Task Force needs
to be implemented at local level.

Oversee the implementation of
the recommendations of the
report of the National Task
Force on Autism.

Responsible: Development
Committee.

Recommend ways in which
services to individuals and their
families can be augmented and
improved.

Responsible: Development
Committee.

The recommendations of the
subcommittee will be
implemented.

Evaluation of services

Service evaluations need to be
carried out to assess the
effectiveness of the different models
of service.

The possible role of the
university in the region should
be explored, in relation to
research and evaluation of the
different models of service.
Responsible: Development
Committee.

The local university should be
approached with a view to setting
up a Regional Resource Centre.

Responsible: Development
Committee.

Services will engage in continuous
evaluation to ensure that models
of service are appropriate and
effective.

Staff and parent training.
There is inadequate training for
parents and staff.

Clarify priority training needs
of parents and staff.
Responsible: Service
Providers.

The Regional Autism Training
Group should extend its brief, to
develop a comprehensive
five-year regional training strategy
which would address the needs of
both staff and parents in terms of
unmet training needs.

Develop an internal capacity to
deliver inservice training within the
region.
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5.8 INDIVIDUALS WITH AN INTELLECTUAL DISABILITY AND A PHYSICAL OR SENSORY DISABILITY

Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Clarity of Roles

Clarity of roles and responsibilities
should exist between agencies
involved in service provision.

Roles and responsibilities of
agencies in the co-ordinated
delivery of the total care plan
will be clarified as clients enter
the service, particularly at
critical development periods
e.g. school entry.

Responsible: Individual
Service providers.

Identify the key worker for each
client.

Develop an effective case review
system.

Responsible: Individual Service
providers.

An improved understanding and
awareness of the roles and
responsibilities of each agency
will exist.

All individuals will have an
adequate level of service
appropriate to their needs that
is planned and communicated
to all involved.

Informing clients—parents of
diagnosis

Parents need to be informed of
diagnosis in a timely and sensitive
manner.

Establish a working group
which will include parents to
develop a protocol on
informing parents about
diagnosis.

Responsible: Development
Committee.

Provide training on communication
skills for staff.

Responsible: Development
Committee.

A programme on disability
awareness will be developed.
Responsible: Development
Committee.

Families have access to all
relevant information.

Access to Services

Individuals require access to
specialist services at local, regional
and national locations.

Interagency discussions will
take place to ensure clarity
exists between service
providers as to
responsibility for service
provision and that effective
co-ordination takes place.

The majority of specialist services
will be provided at least on a
regional basis at the start-up
development phase.

Services will be provided as near
to the individual's home as
possible.

Waiting Lists
There are waiting lists for many
services.

Review current levels of
service provision and compare
with service needs as

identified on the database.

Seek funding to develop appropriate
levels of service to meet needs.
Responsible: Development
Committee.

Service provision will be sufficient
to meet the level of need across
the continuum of services.
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Key Issues

Short Term Targets

Medium Term Goals

Long Term Objectives

Communication

Good communication links need to
exist between different service
providers.

A designated key worker
should be assigned to ensure
good communication between
professionals.

Continue to work at local level to
build up effective liaison and co-
ordination mechanisms.
Responsible: Development
Committee.

Families and agencies will have a
clear understanding of the roles
and responsibilities of the various
agencies involved.

Multidisciplinary services
An increase in multidisciplinary
services are required for this

group.

Multidisciplinary services need
to be identified which will be
collated by discipline and by
county. Review all vacant
posts.

Responsible: : Development
Committee.

Seek resources to build up the level
of therapy services.

Agree a standard to be adopted for
case review.

Responsible: Development
Committee.

Improved levels of service will be
available as required.

Each child will have regular
reviews by multidisciplinary teams
appropriate to their needs.

In-home Supports
Adequate levels of in-home supports
and respite care is required.

Quantify the needs at a county
and regional level.
Responsible: : Development
Committee.

Seek additional resources to provide
sufficient home sharing, in-home

support workers, after school support,
respite services, crisis placement and

holiday projects.

Families will have access to
sufficient home support services.

Aids and Appliances
An equitable access to aids and
appliances is required.

Determine level of need:-

A Task Force will be set up to
established criteria, protocols
and procedures for the delivery
of assistive technology services
to address the need identified.

Responsible:: Development
Committee.

Increase the level of funding in
relation to technical aids and
appliances. Seek adequate
resources to meet level of need.
Up-skill staff so that appropriate
assessments can be carried out.
Responsible: Development
Committee.

Necessary equipment will be
available on requirement.

An equitable service delivery will
be available to all who require
support of aids, appliances and
assistive technology.

Training
Access to appropriate training by all
staff is required.

Identify specific training needs
of staff.

Responsible: Individual
Service Providers.

Seek resources to establish a local
capacity to deliver and provide in-
service training.

Responsible: Development
Committee.

Staff will be trained to the highest
level of competency to ensure the
delivery of a quality service to all
clients.
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SECTION 6: ORGANISATIONAL FRAMEWORK

In recent years there has been considerable development of services within the region, in
response to the needs of people with an intellectual disability or autism. As services continue to
be developed it is important to ensure that they are well planned and co-ordinated and so that the
needs of individuals are met in the most effective manner and our resources are used in the most
efficient manner. This requires the development of clear structures and processes at a regional
and county level and the development of an effective organisational framework within the Health
Board and within the various service providers.

This section describes some of the key issues in service co-ordination and the development of an
effective organisational framework. It addresses issues in the following key areas:

Key Policies and Procedures

Service Planning

Capital Development

Information Systems including the Intellectual Disability Database
Evaluating Services

Training, Research and Development

Human Resource Development

Finance

Co-ordinating Structures

KEY POLICIES AND PROCEDURES

Services need to be responsive to the needs of each individual. Clear guidelines need to be
developed to promote good practice. Policies, protocols and procedures should be in place for
key aspects of service provision which are known to all. Each agency should have in place core
policies and procedures for the following areas:

Referrals

Admissions

Discharge

Care planning arrangements
Client Protection

Intimate care

Confidentiality

Record Keeping including FOI
Database including data protection
Grievances and Complaints

Risk Assessment

Health & Safety Statement

Fire

Meeting Health Needs

Medication and Drug Administration
Emergency Procedures
Management of Challenging Behaviour
Guidelines for staff working alone
Sexuality and Relationships
Management of client funds
Volunteers
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Student Placements

Staff Training and Support

Bullying and Harassment

Whistle Blowing

Recruitment including Garda Clearance

Accounts and Finance including Service Users finances
Maintenance

Transport

Each service agency is responsible for developing the above policies and procedures in keeping
with its traditions and ethos. A culture of positive co-operation between the various service
providers has grown in recent years. The ongoing sharing of information will assist in the process
of ongoing development of policies and procedures and contribute to mutual learning and
development of best practice in the above areas.

Within certain areas it will be beneficial to co-ordinate the development of policies and
procedures in developing our understanding of a particular area. The development of a Regional
Challenging Behaviour Team as described in an Section 5.5 will facilitate the development of
shared understanding and approaches to assessment and treatment of challenging behaviour.

Another area in which there needs to a joint approach is in the area of adult client protection.
Children are protected under Child Care legislation but adults are not so protected. Therefore the
development of common approaches and co-operation in joint training and shared work would
assist in the development of good practice in this area. Initially a regional working group should
be established which will examine how best to develop co-operation in this area at a regional
level.

The Western Health Board has a statutory responsibility to provide services for people with an
intellectual disability and to ensure that the services provided are appropriate and responsive to
the needs of the individuals. Therefore it will be necessary for the Western Health Board to
devise a Complaints and Appeals Procedure to process complaints received from individuals.
The Consultative Committee should develop such a procedure.

Recommendations

e A number of key policies and procedures should be developed by each agency.

e A regional working group should be established to examine areas of co-operation and good
practice in the area of client protection

e The Consultative Committee should develop a complaints procedure with an appropriate
appeals mechanism.

SERVICE PLANNING

The key objective is to develop a system to enable service providers to anticipate and respond to
the changing needs of people with intellectual disabilities in the Western Health Boards area. The
current level of funding is only able to meet some of the most urgent needs. Specific challenges
for the Western Health Board include the improvement of planning and service delivery, which
would include the development of additional respite, residential and day care facilities, expansion
of personal assistance and family support services and provision of additional specialist services
including the recruitment of additional multidisciplinary staff. A comprehensive strategic plan will
help to ensure the development of a co-ordinated approach to service planning and development.

Inherent in best practice and in keeping with accountability legislation, priorities must be
established based on identified need and procedures adopted which ensure that service delivery
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is equitable, appropriate, timely and cost effective. This means we need to develop a transparent
process that translates service needs into a planning process that is seen to be fair and
equitable. The process should incorporate the following four principles of:

Regional representation
Bottom-up approach
Collaborative planning
Holistic approach.

This approach should be based on a person centred approach to planning and incorporate a
system that is able to translate individual service requirements into a costed plan. The process
should ensure that there is adequate involvement of service users, families and frontline staff who
work closely with the service users. The development of effective information systems and
planning tools is essential in this process.

It is incumbent on us to have a comprehensive priority system in place to ensure that the limited
resources available are allocated in an equitable and fair manner to meet the identified needs of
individuals. The Consultative and Development Committees will be involved in this process and
will present an annual service development plan. To ensure that they have adequate information
to inform this process the County Clinical Liaison Teams and County Planning Teams need to be
established and working effectively. Resources will be allocated on the basis of needs identified
in the Intellectual Disability Database and resources allocated to each county for new service
developments will reflect these priorities.

Each service provider needs to develop its own internal planning mechanisms that provide
feedback to service users, families and staff on its service priorities. An annual review of the
service agreement will take place between the Western Health Board and each agency that will
provide an opportunity to review unmet needs and service issues.

At present the amount of new development monies that are available for the following year is only
known after the budget. This does not facilitate good planning as it leaves service users, families
and staff in a perpetual state of unease and waiting to see what will emerge. There is a need to
develop a system of multi-annual budgeting aligned to a national development plan for
Intellectual Disability Services.

Recommendations

e Future planning needs to be more co-ordinated across programmes within the Board and
between agencies and must involve consultation with service users and their families.

¢ A move towards more localised decision-making based on agreed prioritisation of needs so
that new development funding would be put to maximum use and to greater effect.

e Standardised policies and procedures in the area of service planning should be developed
across the Western Health Board region in both the voluntary and statutory sectors
incorporating the four principles of regional representation, a bottom-up approach,
collaborative planning and adopting a holistic approach.

o The service agreements between the Board and service providers should be completed.

e A process whereby an annual review of issues relating to the Service Agreement takes place
between the Health Board and each agency

e Each service provider should produce a Five Year strategic plan that reflects regional and
local priorities.

¢ Prioritisation of service developments should be based on availability of accurate and relevant
data through the Intellectual Disability Database.

e The county planning teams should be further developed.

¢ A system to align the work of clinical liaison teams with county/regional priorities should be
developed
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e Each organisation should ensure that it has a mechanism in place to involve consumers in the
planning process

e Each service provider will have client feedback mechanisms in place

e There should be access to relevant information and opportunities for staff to become more
actively involved in planning services.

e A multi-annual budgeting system aligned to a National Development Plan with committed
resources needs to be developed for Intellectual Disability Services

CAPITAL DEVELOPMENT

There are considerable needs for capital development in the region. There is a need to ensure
that the necessary capital development is provided to fund the infrastructure required to meet the
needs for future day and residential services identified in the National Intellectual Disability
Database. The planning process for capital development needs to be aligned to the service
planning process involving new service developments. Monies for new capital developments
should be allocated a year in advance of monies allocated for new service developments. This
requires the development of a multi- annual budgeting system.

In addition there are a number of facilities that are inadequate to meet the present needs of those
who use them that require upgrading. In particular there a number of large residential centres that
require upgrading to meet the changing needs of the service users and facilitate relocation of
service users to more appropriate placements.

The availability of social housing for residential developments has facilitated a nhumber of new
developments in recent years. The ongoing co-operation in the provision of social housing
between service providing agencies and local authorities should be continued.

All new and existing buildings should be fully accessible and have a barrier free design for all
people with disabilities. Each agency should carry out a review of their premises to identify
projects for inclusion in the Regional Capital Development Plan.

The regional capital development plan based on the needs of the three county development
plans should be updated and kept under review. The funds that are allocated under the National
Development Plan are grossly inadequate to meet the present and future capital development
needs of the region. A revised capital development plan should be submitted to the Department
of Health and Children.

Recommendations

e All buildings and facilities should be adequate to meet the needs of service users including
requirements to carry out specialist programmes and these needs should be adequately
reflected in the National Development Programme.

e A revised Regional Capital Development Plan should be forwarded to the Department of
Health and Children.

¢ All new and existing buildings should be fully accessible and have a barrier free design for all
people with disabilities

e A multi annual system of budgeting is required to ensure that necessary facilities are put in
place when required.
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INFORMATION SYSTEMS INCLUDING THE INTELLECTUAL DISABILITY DATABASE

The information contained on the database assists those in the planning and delivery of services
to identify not only the level of need amongst those awaiting placement in services, but also the
service changes required by those already in receipt of services.

The ongoing enhancement of the range of information ensures that the resources allocated to the
services are targeted at the areas of most need. Accurate and current information is essential.
The range of information gathered has increased significantly in recent years.

Each agency and service provider play their part in complying with the database so that
comprehensive and accurate information is available. Individual’'s records must be updated
whenever there are changes in the person’s circumstances or during the annual review process.
To assist in this process software packages are available to agencies to input the data on their
own clients. There is an ongoing need to continue to train staff and key workers on database
procedures and protocols. There is a need to develop a system of internal auditing of our data set
S0 as to ensure that high standards and consistency are maintained.

There has been a problem in generating the type of reports necessary from the Database at a
regional level. Ongoing work is taking place by the Health Research Board to improve the range
of reports available.

A proposal to further develop the management information available has been developed by the
Financial Directors of the Service Providers and the Western Health Board. The proposal focuses
on developing an integrated service user and service provider information system. The proposed
system would be based on the information from the National Database and add other key
information on present services provided and services required. The system would gather
information and promote access on a need to know basis and would be based on a single
technology platform. This would facilitate queries from the Regional Manager on the level of
resources deployed on a particular type of service across the region while equally facilitating a
query of a local manager on the number of individuals in a particular location requiring a
particular type of service option.

Recommendations

e Maintain data at current high standards and continue to implement protocols and procedures
in accordance with the National Guidelines of the Intellectual Disability Database.

¢ Develop a mechanism to obtain consent of all individuals on the database and their families

and ensure that guidelines in this area are being implemented.

Develop a system for internal auditing of the information on the Database

Develop the report generation capacity of the Database

Establish a mechanism for combining data on the Database with clinical liaison prioritisation

Develop a protocol for ensuring that service users to access their own information

Ensure that agencies have access to appropriate information technology to ensure their

database is updated

e Establish an integrated service user and service provider information system that will meet all
key information requirements in the region
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EVALUATION

It is essential that we evaluate our services on an ongoing basis to ensure that the services being
delivered are of a high quality, are responsive to service users needs and offer value for money.
Each service provider needs to establish an evaluation system that meets its own requirements
and demonstrates that its services are being evaluated effectively on an ongoing basis.

An effective evaluation system will:

Focus on establishing whether service outcomes for service users are being met
Be responsive to individual service user needs and choices

Have a formal mechanism to obtain feedback of consumers

Have effective feedback and response mechanisms built in the system

Be based on clear standards that reflect best practice in the area

Involve independent external evaluation of services

Support a quality enhancement process

Set clear action targets

The Health Board will address these issues in the Service Agreement with each service provider.
The Health Board will seek to ensure that a system with the above qualities is in place in each
service and is operating satisfactorily.

Nationally there are a number of developments in service evaluation that will assist in improving
our practice in this area. The Department of Health have established a national set of
performance indicators. In coming years these indicators will be expanded to gather information
on key strategic areas of development. The National Disability Authority have been given a brief
of setting standards for disability services and will be working on this area in conjunction with the
Health Boards and

Service Providers. In the National Health Strategy “Quality and Fairness” it states that the remit of
the Social Services Inspectorate will be extended to include residential care for people with
disabilities.

A key component and building block of any system is to ensure that an effective individual
planning system and key worker to support that system is in place. Any evaluation system needs
to evaluate overall organisational performance while also maintaining a clear focus on whether
the individual needs of service users are being met.

Recommendations

e Each agency will have a formal evaluation mechanism in place

e The Service Agreement will define the evaluation system in place

e The Consultative Committee will agree on a system of auditing the evaluation systems of
each service provider

e Each agency will have a formal feedback mechanism from consumers in place

e Each agency will ensure that an effective individual planning system is in place that promotes
personal outcomes of its service users

e Each agency will gather information and focus strategically on the performance indicators
introduced by the Department of Health and Children

e The Strategic Plan will be reviewed annually and measured against annual targets
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TRAINING, RESEARCH AND DEVELOPMENT

It is essential that we ensure that those involved in delivering services are adequately trained and
that the skills and knowledge of our staff reflect best practice in the area. Our staff are our most
important resource and it is important that opportunities exist to support their ongoing
development. We wish to develop an open culture of learning and ongoing sharing of expertise
both within organisations and between organisations.

Ongoing learning opportunities should be available to all those who are involved in supporting
individuals with disabilities. This will include individuals with disabilities, their families and
supporters from their community. This will involve general disability awareness training and
specific training in appropriate areas of skill development.

There is a need to establish ongoing links and co-ordinate initiatives at a regional level in training
and development. A Regional Training and Development Sub-Committee should be established
by the Development Committee. Additional resources should be allocated to ongoing training
and development.

There is an ongoing need to ensure that our service provision is based on our understanding of
good practice in the area and informed by evidence based research. We need to develop closer
links with third level educational establishments in the area and establish joint research projects
on key areas of development.

Recommendations

e There should be ongoing training and support offered to all personnel involved in service
delivery to the service user.

e A Regional Training and Development Sub-Committee should be established by the
Development Committee.

e Closer links should be established with third level colleges in the area and joint research
projects should be encouraged.

HUMAN RESOURCE DEVELOPMENT

It is important that our practices in human resource development reflect best practice in the area
and value and support staff members working with service users. Each service provider will
develop their own particular policies and procedures in the area that reflect their tradition and
ethos. Our policies in this area should support systems geared to realisation of personal
outcomes of our service users. Specific agreements and reporting mechanisms are reflected in
the Service Agreements and the “Enhancing the Partnership” report. Each agency should have a
defined policy in the areas of:

Recruitment

Induction

Staff Training and Development

Staff Supervision and Support
Grievance and Disciplinary Procedures
Employee Assistance Programmes

There is room for ongoing co-operation and exchange of information between the Health Board
and between the service providers in new developments in the area. A successful pilot project
for Intellectual Disability Services of partnership between the service provider and the trade
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unions who represent staff has been running in Western Care. A similar successful partnership
has been running in the Western Health Board. Other service providers should examine and
learn from these models of partnership.

Staff members require ongoing support in their work. There is a need to develop formal systems
of staff support and supervision within service providing agencies.

Recommendations

e There should be ongoing co-operation and exchange of information on new developments
and best practice in the area of human resource development

¢ Each agency should have policies and procedures in the areas of induction, recruitment, staff
training and development, staff supervision and support, grievance and disciplinary
procedures and employee assistance programmes

e The Pilot Partnership Project between Western Care and representative trade unions should
be examined and replicated where possible in other agencies

e Our Human Resource Development policies should seek to support a framework for the
development of personal outcomes of our service users.

e Service users with support should take part in an active selection process regarding the key
worker/named person where possible.

FINANCE

As in other areas of organisational supports there has been increasingly close contact and
exchange of information between the Finance Departments of the service providers and the
Health Board. Work as taken place on the area of agreed indicative costing bands for various
types of services. This work could be further built on the proposed Integrated Service User and
Service Provider Information System. Effective management costing systems in place
increasingly reflect and activity based budgeting system and having effective information systems
in place is critical to the success of such a system.

Particular reporting relationships and ongoing operational systems are agreed in the Service
Agreements and in the “Enhancing the Partnership” report.

High standards of accountability are essential in the expenditure of public funds. An ongoing
focus on value for money is an essential part of this process and close co-operation between the
Health Board and the Service Providers can assist in mutual learning and support best value for
money initiatives.

Our financial and budgeting systems should reflect and support the development of personal
outcomes for service users. We need to explore ways of developing “wrap around” and
individualised packages of care that support outcomes for service users.

Recommendations
¢ Ongoing co-operation between the Health Board and the Service Providers will support the
development of shared learning and best practice in financial management.

e The development of the proposed Integrated Service User and Service Provider Information
System will facilitate the development of an activity based costing system.
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e Our budgeting systems need to be further developed to support individualised packages of
care and the achievement of personal outcomes.

CO-ORDINATING STRUCTURES IN THE WESTERN HEALTH BOARD AREA

Services have developed in recent years and support structures have evolved as a result of these
developments in accordance with recommendations in “Shaping a Healthier Future”. Some of
these structures are already in place while others have yet to be developed in certain areas of the
region. The main players in this arena are as follows:

Regional Level:
Regional Manager
Regional Co-Ordination Committee
Consultative Committee
Development Committee
Director Disabilities Services
Database Administrator

County Level:
General Manager
Disability Manager
Clinical Liaison Teams
County Planning Teams

Partnership
Statutory and Voluntary Sectors

Two separate Committees have been established in the Western Health Board replacing the
previous Regional Co-ordination Committee in accordance with recommendations laid down in
“Enhancing the Partnership” see Appendix.

Each year the government announces the Budget allocated for the development of services for
people with intellectual disability. In the Western Health Board Region submissions for service
developments are made from service providers both from within the Health Board and from
voluntary organisations. The Intellectual Disability and Autism Services review the submissions
in the context of the region as a whole and the available resources. Recommendations for
allocations based on the overall plan are then made to the Chief Executive Officer of the Board.
The current level of funding is only able to meet some of the most urgent needs.

Liaison Committees

Each county should have a Liaison Committee and County Planning Team that aim to ensure
that individual people with intellectual disability of all ages are prioritised in order of unmet needs.
Recommendations

A Clinical Liaison Committee and a County Planning Team should be established in each county.
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APPENDIX 1

Intellectual Disability and Autism Services Consultative Committee (IDASCC)

The Intellectual Disability and Autism Services Consultative Committee, is established by the
Chief Executive Officer and provides a broadly based forum for the exchange of information and
ideas on all matters pertaining to Intellectual Disability and Autism in the region. It advises the
Intellectual Disability and Autism Services Development Committee on the provision and
development of services to persons with an Intellectual Disability and Autism in the region
including the allocation of all statutory resources (capital and revenue) provided annually or multi-
annually for new and developing services within the guidelines issued by the Department of
Health. It has the following terms of reference:

Advising the Intellectual Disability and Autism Services Development Committee on the
allocation of all statutory resources, capital and revenue provided annually or multi-annually
for new and developing services within the policy guidelines issued by the Department of
Health.

Advising the Intellectual Disability and Autism Services Development Committee on any
matters relating to the provision of Intellectual Disability and Autism services in the region,
including new developments.

Advising on strategies to maximise co-operation between consumers, families, statutory
authorities and service providers both voluntary and statutory.

Participating in the evaluation of services in the region.

Agreeing mechanisms and actively pursuing effective advocacy in relation to standards and
resources for persons with an Intellectual Disability and Autism in the region.

Consultative Committee Membership

Chairperson (Nominated by Federation of Voluntary Bodies)

Chief Executive Officer, Brothers of Charity Services, Galway.

Chief Executive Officer, Brothers of Charity Services, Roscommon.
Chief Executive Officer, Galway County Association for Mentally Handicapped Children.
Executive Director, Western Care Association.

Director of Services, St. Hilda’'s, Athlone.

General Manager, Rehab Care, Galway.

Representative from the Irish Society for Autism.

Representatives from the Western Health Board.

Director of Disability Services

Senior Area Medical Officer/Allied Health Professional

Disability Services Manager

Consultant Psychiatrist

Director of Intellectual Disability Services, St. Brigid's Hospital, Ballinasloe.
Director of Services, Aras Attracta, Swinford

Representative from Department of Education

Representative from FAS

Parents as nominated by NAMHI

1 Parent representing Autism (nominee from Regional Training Group)
Regional Manager, Western Health Board (in attendance )

Secretarial Support, Western Health Board.
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APPENDIX 2
Intellectual Disability and Autism Services Development Committee (IDASDC)

The Intellectual Disability and Autism Services Development Committee, has been established by
the Chief Executive Officer in each health board region and reports to the Chief Executive Officer.
It has the following terms of reference:

Recommending to the Chief Executive Officer the allocation of all statutory resources, capital and
revenue, provided annually or multi-annually for new and developing services within the policy
guidelines issued by the Department of Health and having regard to the recommendations of the
Intellectual Disability and Autism Services Consultative Committee.

Recommending to the Chief Executive Officer the allocation of all statutory resources (capital and
revenue) provided annually or multi-annually for the upgrading of existing services within the
regional within the policy guidelines issued by the Department of Health.

Preparing a development plan (based on the Database) for the region that will ensure the delivery
of a comprehensive quality service.

Ensuring that appropriate measures are in place to monitor the functioning of the regional
database.

Monitoring the implementation of the regional service plan
Establishing the criteria necessary to evaluate changing client needs within the region.

Recommending the establishment of multi-disciplinary team(s) within the region to evaluate the
clinical needs of persons with an Intellectual Disability and Autism .

Establishing such sub-committees as may be required from time to time.

Providing an annual report on Intellectual Disability and Autism Services to the Chief Executive
Officer.

Development Committee Membership

Chairperson — CEQO’s Representative.

Director of Disability Services, Western Health Board.

Chief Executive Officer, Brothers of Charity Services, Galway.

Chief Executive Officer, Brothers of Charity Services, Roscommon.

Chief Executive Officer, Galway County Association for Mentally Handicapped Children.
Executive Director, Western Care Association.

General Manager, Rehab Care, Galway/Director of Services, St. Hilda's, Athlone.
Irish Society for Autism.

Financial Accountant for Voluntary Agencies, Western Health Board.

Disability Services Manager, Galway.

Disability Services Manager, Mayo.

Disability Services Manager, Roscommon.

Director of Intellectual Disability Services, St. Brigid's Hospital, Ballinasloe.
Director of Services, Aras Attracta.

1 Parent Representative (1 Member of Consultative Committee) in attendance.
Secretarial Support, Western Health Board.

65



APPENDIX 3
STANDARD RULES

The Standard Rules on the Equalisation of Opportunities for Persons with Disabilities were
adopted by the United Nations General Assembly at its 48" session on 20 December 1993
(Resolution 48/96).

Rule 1. Awareness-raising
States should take action to raise awareness in society about persons with disabilities, their
rights, their needs, their potential and their contribution.

Rule 2. Medical Care
States should ensure the provision of effective medical care to persons with disabilities.

Rule 3. Rehabilitation
States should ensure the provision of rehabilitation services to persons with disabilities in order
for them to reach and sustain their optimum level of independence and functioning.

Rule 4. Support services
States should ensure the development and supply of support services, including assistive devices
for persons with disabilities, to assist them to increase their level of independence in their daily
living and to exercise their rights.

Rule 5. Accessibility

States should recognise the overall importance of accessibility in the process of the equalisation
of opportunities in all spheres of society. For persons with disabilities of any kind, States should
(a) introduce programmes of action to make the physical environment accessible; and (b)
undertake measures to provide access to information and communication.

Rule 6 Education

States should recognise the principle of equal primary, secondary and tertiary educational
opportunities for children, youth land adults with disabilities, in integrated settings. They should
ensure that the education of persons with disabilities is an integral part of the educational system.

Rule 7 Employment

States should recognise the principle that persons with disabilities must be empowered to
exercise their human rights, particularly in the field of employment. In both rural and urban areas
they must have equal opportunities for productive and gainful employment in the labour market.

Rule 8 Income maintenance and social security
States are responsible for the provision of social security and income maintenance for persons
with disabilities.

Rule 9 Family life and personal integrity

States should promote the full participation of persons with disabilities in family life. They should
promote their right to personal integrity and ensure that laws do not discriminate against persons
with disabilities with respect to sexual relationships, marriage and parenthood.

Rule 10 Culture

States will ensure that persons with disabilities are integrated into and can participate in cultural
activities on an equal basis.
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Rule 11 Recreation and sports
States will take measures to ensure that persons with disabilities have equal opportunities for
recreation and sports.

Rule 12 Religion
States will encourage measures for equal participation by persons with disabilities in the religious
life of their communities.

Rule 13 Information and research

States assume the ultimate responsibility for the collection and dissemination of information on
the living conditions of persons with disabilities and promote comprehensive research on all
aspects, including obstacles that affect the lives of persons with disabilities.

Rule 14 Policy-making and planning
States will ensure that disability aspects are included in all relevant policy-making and national
planning.

Legislation
States have a responsibility to create the legal bases for measures to achieve the objectives of
full participation and equality for persons with disabilities.

Economic policies
States have the financial responsibility for national programmes and measures to create equal
opportunities for persons with disabilities.

Co-ordination of work
States are responsible for the establishment and strengthening of national co-ordination
committees, or similar bodies, to serve as a national focal point on disability matters.

Organisations of persons with disabilities
States should recognise the right of the organisations of persons with disabilities to represent
persons with disabilities at national, regional and local levels.

Personnel training
States are responsible for ensuring the adequate training of personnel, at all levels, involved in
the planning and provision of programmes and services concerning persons with disabilities.

National monitoring and evaluation of disability programmes in the implementation of the Rules

States are responsible for the continuous monitoring and evaluation of the implementation of
national programmes and services concerning the equalisation of opportunities for persons with
disabilities.

Technical and economic co-operation

States, both industrialised and developing, have the responsibility to co-operate in and take
measures for the improvement of the living conditions of persons with disabilities in developing
countries.

International co-operation

States will participate actively in international co-operation concerning policies for the equalisation
of opportunities for persons with disabilities.
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APPENDIX 4

Service Users Survey: Main Concerns of the Respondents to Service Questionnaire

Therapies

Education

Transport

Respite

Medical

Allowances

The most requests were for speech therapy and physiotherapy followed by
occupational therapy and music therapy. Parents were very concerned at the lack
of speech and language therapy at all levels in the services.

Concern was expressed that the high level of care and attention was immediately
lost to the child when they had to leave the child education centres and enter
normal schooling at age 6. Often these children had a mental age of 3 to 4 years
and were unable to cope in the new situation. Many parents requested resource
teaching. Where this service was being provided they were unhappy with the
number of hours available to their children. Respondents suggested that the
special needs of these children should be addressed through more staffing and
special attention should be paid to providing better toilet facilities and hygiene
practises.

Access to services was being denied to some clients because of a lack of transport.
Concern was expressed that no transport was available at weekends to take
residents to leisure activities. Seat belts should be provided on all buses.

More respite was requested and more flexibility in its provision to cover holidays
and weekends.

Parents would like if prescriptions were available at the centre their child attends
so that they do not have to visit their GP to get a prescription. Clinics should be
located in outlying regions so that everybody does not have to travel to large urban
centres for all services. Better dental facilities were requested. Incontinence pads
and home help were also requested.

There was general consensus that there should be no means testing for the
Carers Allowance. It was felt that once a person had an assessment for the
Disability Allowance it did not need to be repeated. Parents were upset to be
constantly recalled for assessment, as their children would not be cured. A
pension for carers was requested.
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Autism

Staffing

Housing

Work

Terminology

A need was expressed for greater facilities for children with autism and much
greater support for their parents and families. It was felt that support groups would
be helpful in this area.

Concern was expressed that staff were constantly changing and this was upsetting
for clients and their families. Extra staffing was requested in a variety of areas.

Separate bedrooms for full time residents should be provided. Concern was
expressed that retirement homes did not appear to be coming on stream to meet
the needs of those retiring in the near future.

Residents requested payment for the work they did and did not think the monies
they received were enough to meet their needs.

A parent expressed the wish that his daughter should not be referred to as a client.

Community Facilities

In conclusion,

The need to have facilities at recreation centres for people with special needs was
stressed. It was stated that it was very unsatisfactory for mothers with adult sons
to have to take them to communal changing rooms when they took them
swimming.

it should be noted that the satisfaction level with present services was very high

and there were many glowing tributes to staff for their care and dedication. Where dissatisfaction
was expressed it was at the lack of services and the low level of staffing.
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Appendix 5

Day Services
Present Future Places
Places Places Requiring
Required Enhancement
Children’s Day Services

Early Intervention Service 59 49 8
Ordinary Preschool 23 20

Special Preschool 81 53 15
Special School 234 164

CEDC 83 74 12
Special Class —Primary School 51 39

Special Class — Secondary School 32 27

Ordinary School 225 180 2
Resource Teacher 160 169 6
Multidisciplinary School-Age Services 96 31 14
Annual Review 62 53

Total 1106 859 57
Adult Day Services

Generic Training 38 66

Special Vocational Training 362 303 16
Activation Centre/ADS 469 421 130
Programme for the Elderly 43 131 20
Special High Support Service 27 81 7
Special Intensive Day Service 42 99 1
Sheltered Work Centre 313 202 21
Sheltered Employment 7 9

Supported Employment 112 288 12
Open Employment 13 16

Total 1426 1616 207
Home Based Services

Home Supports 10 64 1
Home Help 2 3

Home based respite service in the home 2 2

Total 14 69 1
Other Services

Full time Residence no formal day programme 141 72 3
Centre based respite service 7 102

Generic Day Services 7 10

No Day Service - at home 38 11 7
Other 8 8 2
Total 201 203 12
Total 2747 2747 277
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Appendix 6

Residential Services/Place of Residence

At home with both parents
At home with one parent
At home with sibling

At home with relative

At home with non relative
Total at home

Foster Care
Shared Care/Guardianship
Total Foster/Shared Care

Living Independently
Living Semi-Independently
Homeless

Living Independently/semi-independently

5 day group homes

7 day group home goes home for holidays
7 day group home 52 weeks a year

Total Group Homes

5 day residential centre home for holidays
7 day residential centre- 52 weeks a year
7day residential centre- home for holidays
Total Village type residential centre

Psychiatric hospitals
Total Psychiatric Services

Intensive placement for Ch. Behaviour
Intensive placement for profound H.cap
Total Intensive Placement

Part-time care 2/3 days a week
Part-time care alternate weeks
Part-time care every W/E

Total Part-time Care

Nursing Home
Other
Total Other Settings

Crisis and relief centre

Holiday Residential Placement
Occasional Respite with Host Family
Occasional Respite in the Home
Total Respite/Homesharing

Overall Total

Present
Places

1226

345

104

13

3

1691

32
10
42

78

31

1
110

80
84
364
528
254
261

63
63

NN

12
21

33

2747

71

Future
Places
851
212

58

8

3
1132

23
6
29

66
40

106
55
140
493
688
200
207

22
22

47
41
88

37
32

73

15

20

360

16

382

2747

Requiring
Enhancement

93

96

12

12

110



