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Glossary

economy

effectiveness

efficiency

impacts

inputs

outcomes
outputs

performance indicators

Programme Logic Model

results

Securing the appropriate quality of inputs at the best price.

Effectiveness is defined in terms of the extent to which the objectives have been
achieved and the planned benefits delivered. In terms of the Programme Logic
Model (see below), the study of effectiveness is a study of the relationship
between outputs and results. Effectiveness will consider the immediate to short-
term effects that the availability of outputs had on the targeted beneficiaries.

Optimising the ratios of inputs to outputs. An examination of efficiency looks at
whether the same level of output and result could be achieved with fewer inputs
(e.g. at a lower cost) or whether a higher quality or quantity of outputs might be
delivered from a fixed amount of input.

Impacts are the wider effects of the programme, from a sectoral or national
perspective, in the medium to long term. They include the medium to long-term
effects on the targeted beneficiaries.

Inputs are resources put into a programme and include human inputs (grades of
staff), system inputs (procedures), financial inputs (budget made available for
programme) and data inputs (e.g. information flows).

Outcomes combine the results and impacts of a programme.
Outputs are what are produced by a programme. They may be goods or services.

Performance indicators are data points used to measure inputs, activities, outputs
or outcomes, and are used to monitor the progress of the programme being
reviewed.

Maps out the shape and logical linkages of a programme and provides a systematic
and visual way to present and share understanding of the cause—effect
relationships between inputs, activities, outputs and outcomes.

Results are the effects of the outputs on the targeted beneficiaries in the
immediate or short term. Results can be positive or negative.

Other terms used

agency staff

capacity-building

challenging behaviour

All staff who are employed by the HSE or a service provider on a temporary basis
and who do not appear as part of the agency’s whole-time equivalent (WTE) head
count.

Capacity-building is the process of ensuring that an individual or organisation has
the skills, competencies, knowledge, structures and resources to realise their goals
effectively.

‘... culturally abnormal behaviour of such intensity, frequency or duration that the
physical safety of the person or others is likely to be placed in serious jeopardy or
behaviour that is likely to seriously limit use of, or result in the person being denied
access to ordinary community facilities’ (Emerson, 1995).
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congregated setting

Disability Finance Book

Genio

Grant Aid Agreement

individualised budgeting

intellectual disability

multi-annual investment
programme

market-shaping

Setting where ten or more people with disabilities are living together (HSE, 2011).

The Disability Finance Book (DFB) was compiled by the HSE for the VFM Review
and was drawn primarily from the HSE’s Corporate Reporting System (CRS). CRS
data had a number of limitations. As a result, it was necessary to bring raw
financial data through a number of stages which would greater enhance and
develop its usefulness for the purpose of the Review.

The Genio Trust, a registered charity, was established in 2010 to support
innovative projects that positively impact on the lives of people in Ireland who are
marginalised in society. It works in the disability, mental health and dementia
fields, supported by the Atlantic Philanthropies and in collaboration with the
Department of Health, the HSE, and non-governmental advocacy and service-
providing organisations.

A formal arrangement between the HSE and a provider for the provision of
services to service users under specific terms and conditions, where the allocation
provided is under €250,000 in a calendar year.

Individualised budgeting is an umbrella term that may take many forms, ranging
from a method of determining resource allocation to agencies based on assessed
client need and actual costs, to a ‘money follows the client’ model, a brokerage
system or a personal budget model administered by the individual service user.
With individualised budgeting, the main transfer to the service user is the transfer
of choice and control over funding decisions. This might or might not involve the
transfer of actual funds to the individual.

A disability characterised by significant limitations both in intellectual functioning
and in adaptive behaviour, which covers many everyday social and practical skills.
This disability originates before the age of 18 (AAIDD, 2010).

The multi-annual investment programme (MAIP) 2006-2009 was announced in
December 2004 as part of the National Disability Strategy. It made provision for
the development of additional residential, respite places and day care places for
people with intellectual disability and autism, and additional residential care and
home support services for people with physical and sensory disabilities.
Approximately €425m has been spent to date (i.e. up to end 2011) on disability
services under the MAIP by the HSE.

Market-shaping is the process by which those who fund services examine the
market (both supply and demand) for services and take appropriate action to
shape and optimise the provision of those services. It includes active intervention
to ensure a responsive market, capacity-building at individual, organisational and
community level, and the development of collaborative relationships with service
providers to achieve positive outcomes and obtain value for money.
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National Disability The National Disability Strategy (NDS) is the overarching Government policy on
Strategy people with disabilities and has five main elements:

e the Disability Act 2005;

e Education for Persons with Special Educational Needs (EPSEN) Act
2004;

e Sectoral Plans published in 2006 by six Government departments;
e (Citizen’s Information Act 2007;

e €£€900m multi-annual investment programme (allocated across a
number of Government departments) to support the development of
high-priority disability support services over the period 2006-2009.

The objective of the NDS is to put in place the most effective combination of
legislation, policies, institutional arrangements and services to support and
reinforce equal participation for people with disabilities.

non-statutory disability A body funded by the Health Service Executive to provide specialist disability
service provider services under Section 38 or Section 39 of the Health Act 2004.

Pobal Pobal is a not-for-profit company with charitable status that manages
programmes on behalf of the Government and the EU. Its remit includes the
provision of support to communities and local agencies towards achieving social
inclusion, reconciliation and equality.

Section 38 agencies Agencies funded under Section 38 of the Health Act 2004, which states, inter
alia, that ‘The Executive may, subject to its available resources and any directions
issued by the Minister under section 10, enter, on such terms and conditions as it
considers appropriate, into an arrangement with a person for the provision of a
health or personal social service by that person on behalf of the Executive’.

Section 39 agencies Agencies funded under Section 39 of the Health Act 2004, which states, inter
alia, that ‘The Executive may, subject to any directions given by the Minister
under section 10 and on such terms and conditions as it sees fit to impose, give
assistance to any person or body that provides or proposes to provide a service
similar or ancillary to a service that the Executive may provide’.

Service Level A formal arrangement between the HSE and a service provider for the provision
Arrangement of services to service users under specific terms and conditions, where the

allocation provided is greater than €250,000 in a calendar year.

skill mix The various skill levels of health service staff required, either within a particular
discipline or for the total staff within an organisation, to provide effective care.

statutory service provider The Health Service Executive, established under the Health Act 2004.
voluntary agency An autonomous non-profit and non-statutory organisation providing a social or

community service. In the context of the VFM Review, a voluntary agency is a
specialist non-profit provider of disability services or supports.
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voluntary sector The voluntary sector is the collective name for organisations with a social,
charitable or philanthropic function that are not established by statute
(i.e. non-statutory) and that do not generate profits or distribute dividends
(non-profit or not-for-profit). Where surplus funding is accrued by a voluntary
sector organisation, it is used to further the goal of the organisation.

whole-time equivalent Whole-time equivalent (WTE) is the equivalent number of combined part-time

and full-time staff resources operating on a full-time basis; for example, two
staff members both working half-time are equivalent to one whole-time post.
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AAIDD American Association on Intellectual and Developmental Disabilities
AFS annual financial statement

ALS/PA Assisted Living Service and Personal Assistance

C&AG Comptroller and Auditor General

CAS Capital Assistance Scheme

CB challenging behaviour

CEEU Central Expenditure Evaluation Unit, Department of Public Expenditure and Reform
CIS Clinical Indemnity Scheme

CNM Clinical Nurse Manager

CRS Corporate Reporting System

DFB Disability Finance Book

DA Disability Allowance

DECLG Department of the Environment, Community and Local Government
DFB Disability Finance Book

DML Dublin Mid Leinster

DNE Dublin North East

DoH Department of Health

DPER Department of Public Expenditure and Reform

ECF Employment Control Framework

EPSEN Education for Persons with Special Educational Needs

ERG Expert Reference Group on Disability Policy

ERHA Eastern Regional Health Authority

GAA Grant Aid Agreement

HIQA Health Information and Quality Authority

HRB Health Research Board

HSE Health Service Executive

ICF International Classification of Functioning

ID intellectual disability

IDS TILDA Intellectual Disability Supplement to the Irish Longitudinal Study on Ageing
1Q intelligence quotient

ISA Integrated Service Area

LGSS Local Government Superannuation Scheme

LHO Local Health Office

MAP Measure of Activity and Participation

MAIP Multi-annual Investment Programme

NAD National Association for the Deaf

NCBI National Council for the Blind

NDA National Disability Authority

NDS National Disability Strategy

NHASS Nominated Health Agencies Superannuation Scheme
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NIDD National Intellectual Disability Database

NPSDD National Physical and Sensory Disability Database
NSP National Service Plan

ODMH Office for Disability and Mental Health

OECD Organization for Economic Cooperation and Development
P&S physical and sensory

POM personal outcome measure

PRSI Pay-related Social Insurance

RA resource allocation

RDO Regional Director of Operations

RTA road traffic accident

SIS Supports Intensity Scale

SLA Service Level Arrangement

STI science, technology and innovation

ToR Term of Reference

VFM Value for Money

VFMPR Value for Money and Policy Review

WHO World Health Organization

WTE whole-time equivalent
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Executive Summary

INTRODUCTION

The Executive Summary outlines the key message from this Value for Money (VFM) and Policy Review of
Disability Services in Ireland and sets out the priority recommendations and immediate actions needed to
achieve it. The background to the Review is then described, followed by a synopsis of key findings, conclusions
and recommendations under the following thematic headings:

1. Programme objectives and policy
Economy and efficiency

Effectiveness

2
3
4. Governance and accountability
5. Information framework

6

Funding framework

7. Re-articulation of objectives and future policy development

KEY MESSAGE AND PRIORITY RECOMMENDATIONS

The Review proposes a fundamental change in approach to the governance, funding and focus of the Disability
Services Programme, with the migration from an approach that is predominantly centred on group-based
service delivery towards a model of person-centred and individually chosen supports. The recommended
model of supports should be underpinned by a more effective method of assessing need, allocating resources
and monitoring resource use. A re-articulated vision and goals is proposed, with a recommendation that a set
of realistic, meaningful and quantifiable objectives be developed to support their realisation. The achievement
of measurable outcomes and quality for service users at the most economically viable cost underpins the
recommendations.

A core principle that guided this Review is that agencies which receive funding from the State for the delivery
of services and supports to people with disabilities are accountable for that funding, and the necessary systems
and protocols should be put in place to ensure full accountability and transparency on a standardised basis.

A set of implementation priorities is outlined below. Some actions are prioritised because they provide the
necessary infrastructure to support other key recommendations, others because they have the potential to
result in immediate efficiency savings. All recommendations should be considered in the light of the national
financial position and the funding available to the health sector during the period of the National Recovery
Programme 2012-2014 and also into the longer term. Implementation of the recommendations should be
driven at national level by a strong, standard and consistent approach if they are to be effective. While policy
development is the responsibility of the Minister for Health and the Department, the transformation of the
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health services which is currently being planned will mean that the Department will also have a more active

involvement with policy implementation in the future than has been the case in recent years.

IMPLEMENTATION PRIORITIES

Administration and

governance

Person-centred
services and supports

Commissioning and

procurement

Resource allocation

Information

infrastructure

IMMEDIATE ACTIONS

Streamline SLA
process

Standardise financial
reporting

1.

2.

The national disability function within the Health Service Executive (HSE)
should be strengthened and given a central directional role in funding,
shaping and driving the Disability Services Programme. The implementation
of the recommendations in this Review should be the responsibility of a
Director of Disability Services who would have the qualifications, skills and
experience necessary at senior management level to drive the change
management process.

The HSE should drive migration towards a person-centred model of services
and supports through the Service Level Arrangement (SLA) process.
Demonstration projects should be initiated by service providers as proof of
concept and run in parallel with current services, and their suitability for
wider application subsequently evaluated.

The HSE should, in consultation with the disability sector, work towards the
directional re-shaping of certain services and models of service delivery
based on a new commissioning and procurement framework.

A national resource allocation model should be developed, based on a
standardised and appropriate assessment of need process, a methodology
for associating standard costs with assessed needs and transparent
protocols for determining the basis for allocating finite resources.

The strategic information requirements needed for the effective
management of the Disability Services Programme should be established,
having regard to existing information sources and datasets, and an
implementation plan put in place.

Make the recommended adjustments to the SLA process to facilitate
immediate improvements to basic information gathering and performance
monitoring.

Immediate action should be taken to arrive at a system where allocations
and expenditure can be tracked, analysed and compared at national,
regional and local levels. The basis of this will be the development of a
common coding system and work on this should commence as a matter of
urgency.
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Prepare groundwork 3.  Aunique identifier should be put in place for those seeking or receiving

for individualised services, consistent with plans for a wider health sector identifier, to

service provision facilitate individual needs assessment, person-centred planning and
individualised budgeting.

Examine VFM findings 4. Each agency should undertake an immediate and robust examination of the
findings and key recommendations of the VFM Review, and draw up an
implementation plan to give effect to the recommendations. The following
recommendations should be advanced as a priority:

Audit of a. Agencies should immediately audit and critically review their rosters, and
rosters make necessary adjustments to rationalise staff deployment patterns
across service units, consistent with client need and cost-effectiveness.

Skill mix b. The appropriate mix of professional and non-professional staff needed to
deliver services and supports should be determined through an
examination of skills, functions and grades. Agreed national guidelines
should be determined.

Unit cost base c. The HSE and disability service providers should critically examine their
existing cost base in the light of the findings and recommendations in
Chapter 5 of the VFM Review. The HSE should also engage with
disability agencies to establish the reasons for costs that remain higher
than the average costs detailed in the Review.

Average costs d. Pending the implementation of a resource allocation model, the HSE
should work with agencies from 2012 onwards through the mechanism
of the SLA process to reduce current direct pay costs to the levels set out
in Table 5.18 (based on data given by agencies in respect of staff/client
ratios on their 2009 SLA Schedule 3 returns).

Policy appraisal 5. The new policy approach endorsed in Chapter 7 of this Review should be
appraised. The appraisal should be conducted according to Government
guidelines on policy appraisal, i.e. the VFM Code.

Implementation plan 6. Develop an implementation plan, taking into account the outcome of the
policy appraisal, the scale of the organisational change required and the
capacity constraints already referred to.
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BACKGROUND TO THE REVIEW

This Value for Money and Policy Review is an evaluation of the efficiency and effectiveness of disability services
in Ireland wholly or partly funded from Vote 40 (HSE), including the statutory and non-statutory sectors. The
Review was conducted under the auspices of the Government’s programme of Value for Money Reviews for
2009-2011. The Steering Group established to oversee the Review was chaired by an independent chairperson,
Mr. Laurence Crowley, and had two other independent members, as well as members drawn from the disability
sector, Department of Health, Department of Public Expenditure and Reform, and the Health Service Executive
(HSE). The purpose of the Review was to assess how well current services for people with disabilities meet their
objectives and support the future planning and development of services, and to make recommendations that
will ensure that the very substantial funding provided to the sector is used to maximum benefit for persons
with disability, having regard to overall resource constraints which affect all sectors at this time.

The Review used a number of data sources and methods, undertook a public consultation, issued detailed
questionnaires to disability service providers and carried out extensive data analysis. Some of the data required
was not available from the HSE or from non-statutory service providers in a form needed for the purposes of
the evaluation and this finding is addressed by a number of recommendations in Chapters 4, 5 and 8. Much of
the analysis on both inputs and outputs presented in the report is the first time that such data have been
collated and examined in this way.

As part of the overall VFM Review, an Expert Reference Group on Disability Policy was established to look
specifically at existing disability policy and assess whether it needs to be changed to better meet the
expectations and objectives of people with disabilities. A public consultation process on existing disability
services was undertaken, which confirmed that people with disabilities and their families are looking, more
than anything else, for more choice in the services they receive and more control over how they access them.
The public consultation was conducted via an online questionnaire on the objectives, efficiency, effectiveness
and funding of the disability services, and the results provided an input into the work of the Expert Reference
Group.

While the Review was confined to an examination of specialist disability services provided from the Health
Vote, it is acknowledged that people with disabilities who receive specialist services under the Disability
Services Programme are part of a wider cohort of people with disabilities, including those who acquire
disabilities through life-events or advancing years, who use all aspects of the public health services, including
cross-cutting services such as preventative services and health promotion. The Review acknowledges that the
delivery of efficient and effective health services and supports which are fit for purpose and which are relevant
to the needs of people with disabilities is vitally important in ensuring that people with disabilities are
facilitated in living their lives as fully included citizens of the State.
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KEY FINDINGS, CONCLUSIONS AND RECOMMENDATIONS

PROGRAMME OBJECTIVES AND POLICY

Key Findings and Conclusions

Rationale: The VFM review has been conducted in the context of the current economic climate and the
prospect of continuing resource constraints into the foreseeable future. The rationale for the provision of
publicly funded services and supports for people with disabilities — that it serves the needs of those who could
not otherwise afford to provide basic social and personal supports for themselves — remains valid. On the one
hand, information on demographics shows that there will be increasing demand for disability services in the
future. On the other hand, the current model of service delivery is not providing a sufficient quality and
quantity of services at an affordable price. The thrust of the recommendations in this Review are aimed at
resolving this dichotomy and pointing the way to a more affordable service that is fit for purpose and better
meets the needs of those who avail of it.

Relevance: In the context of the current social, cultural and economic climate, many of the services being
provided to people with disabilities are not considered as relevant to people’s lives as they would once have
been. The findings from the public consultation conducted as part of the VFM Review clearly show that people
are now looking for more choice in disability services and control over how they access them. They are looking
for flexible services that meet their individual needs and systems that vest more control with the service user
and, where appropriate, their families. These features are not generally available in the existing system,
particularly to people with intellectual disabilities. It is worth noting, however, that some agencies, particularly
those serving people with physical disabilities, have developed from a community base with the aim of
promoting and protecting client choice, control and independence. Some of these agencies already operate a
client-focused model of service and they provide examples of good practice, which can be used to inform
decision-making in the wider disability sector.

Key Recommendations

A re-articulation of the vision and goals of the Disability Services Programme has been proposed by this Review.
This vision and goals should be underpinned by a comprehensive set of realistic, meaningful and quantifiable
objectives which are specific to individual services and supports. A more sustainable approach should be
adopted to the realisation of the vision, goals and objectives. Greater transparency and accountability should
become an integral part of the delivery and funding of services and supports.

Migration toward a more effective policy approach should take place within the constraint of reducing
expenditure ceilings for the health sector and within the context of the prevailing national economic climate.

For the full list of key recommendations on programme objectives and current policies, see Chapter 7.
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ECONOMY AND EFFICIENCY

An objective determination of value for money and efficiency is dependent on extensive supporting quality and
outcomes data and empirically derived costs for a range of standardised service types. The Review found that
despite substantial investment and centrally driven policy change, the required information was not available
from the HSE or voluntary disability providers in a form which would enable conclusive findings to be made in
many areas. Significant efforts were made by the Project Team and the HSE to remedy this by undertaking
original data collection, collation and analysis for the purpose of the Review. Some outputs were complex and
not easily defined, or were not maintained in comparable formats at agency level and did not facilitate
interagency comparison and analysis. Since these complex outputs comprised 27% of total pay expenditure,
the Review concentrated on the analysis of data on outputs that represented the bulk of the funding (and in
particular, on the analysis of funding on residential service provision).

The results of the data analysis conducted as part of this Review reflect the complexities of disability service
provision, which is not a single, homogeneous and easily measured programme but rather a multiplicity of
service types and agency types serving a varied client population with widely differing needs.

An examination of the available data shows that in general some agencies or agency types are more efficient at
one particular type of service and less efficient at another. Some models of service are extremely cost-efficient,
but would score poorly on any ‘quality of life’ scale. Other types of service are cost-efficient and support the
move to social inclusion and mainstreaming. The remaining services should become more cost-efficient during
the period of transition from less supportive to more supportive services.

An analysis of outputs in Chapter 5 found that there is a requirement to put a framework in place to assess
need, identify outputs and outcomes, and plan and monitor resource usage. The Review found that there is no
national standard methodology for assessing client need or for linking those needs with target outcomes.
Similarly, there is no nationally agreed means of predicting the amount of resources which an individual is likely
to require, nor is there any common method of calculating the amount of resources which an individual
actually consumes and the cost of those resources.

Calculating the amount of resources used and their cost at individual service user level was identified as being
the key building block to a more cost-efficient service, regardless of the model of service. Key contributors to
unit costs were identified as being pay and conditions, staff/client ratio, rostering practices and skill mix. Of
these, rostering is a primary determinant of cost-efficiency since it is the means by which the needs of the
individual are matched on a 24-hour, 365-day basis with the appropriate staff numbers, skills and grades. At
client level, contributors to unit costs were found to be level of functional ability, challenging behaviour and
co-morbidity (particularly mental health conditions and autism).

The Review concluded that ensuring the efficiency of the current system will prepare the groundwork for the
migration to a more person-centred model of service delivery. Not to do so would result in carrying forward
inefficiencies into any new approach.
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An overarching recommendation on the achievement of efficiency is that there should be a focus in every
organisation in receipt of public funding on driving efficiency on an ongoing basis, contingent on client need
within a value for money framework. This should be coupled with a more sophisticated risk assessment and
management process.

The Review addressed its findings on efficiency by way of appropriate recommendations on the development
of a service delivery framework of standardised client assessment, resource allocation and resource usage
tools. A national resource allocation methodology is recommended as being fundamental to the equitable
distribution of resources and is a key recommendation of this Review. Since it will not be feasible for all
assessed needs to be met in full by the HSE in the context of competing resources, the protocols for prioritising
need, and deciding which needs are met and which are not, should be transparent, fair and equitable.

Because of the substantial contribution of direct pay costs to unit costs, the Review recommends the
establishment of national best practice guidelines on staff utilisation and deployment practices with the aim of
ensuring best fit between staff resources, service levels and, most importantly, service user needs, while
supporting service quality and effectiveness. At a local level, a critical examination of rosters, staff skills, grades
and attendance patterns should be undertaken by every service provider, including the services directly
provided by the HSE. A number of recommendations in the Review address other areas that contribute to
costs, including non-pay and allowances, administration costs, tendering arrangements and transport services.

While work on tools to support the service delivery framework should start immediately, they will take time to
complete and will require pilot implementation before being rolled out nationally. Other recommendations, for
example, the audit of rosters and examination of skill mix mentioned above, can be put into practice at agency
level without delay and do not need to await a national response. As an immediate step, therefore, it is
recommended that an immediate and robust examination should take place within each agency of the
Review’s findings and recommendations, and agency-level plans should be drawn up to put relevant
recommendations into effect.

Another recommendation which should take immediate effect, pending the implementation of a resource
allocation model, is that the HSE should work with agencies from 2012 onwards through the mechanism of the
SLA process to reduce costs to the standard cost per band identified by the VFM Review.

For the full list of key recommendations on economy and efficiency, see Chapters 4 and 5.

EFFECTIVENESS

There are no national indicators defined to objectively measure the effectiveness of the Disability Services
Programme in promoting personal progression, community inclusion and the application of choice, control and
independence. Many people’s lives have been enhanced by the services provided to them by disability service
providers, even where these services may not now fully accord with our current understanding of best practice.
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The public consultation, conducted by the Project Team for this Review, found that once the initial hurdle of
accessing services had been overcome, the services received were considered by respondents to have a
beneficial effect. However, almost all respondents to the consultation agreed that the objectives of the
Disability Services Programme had not been fully met, and that services did not support choice, control and
independence.

Another important finding of the Review is that the health services provided for persons with disabilities,
whether under the auspices of the Disability Services Programme or through the generic health services, have
been effective at protecting health and prolonging the lives of people with disabilities.

The Review recommends that guidelines for a national quality framework should be established to address
standards, inspection or audit, quality assurance, person-centred planning and outcome measurement.
Agencies should be encouraged to engage in continuous quality assessment and improvement, preferably by
means of an internationally accepted methodology.

The future delivery of services and supports to people with disabilities should acknowledge the views of
stakeholders — that choice, control, independence and community inclusion are the keys to an effective,
person-centred service. Recommendations on setting, monitoring and measuring outcomes are regarded by
the Review as of vital importance in the future provision of an effective service. A focus on outcomes is
considered by the Review to be an essential part of the recommended service delivery framework and it is
recommended that funding is linked to the achievement of specified outcomes at individual, programme and
organisational levels in order to forge the link between cost-efficiency and effectiveness. Performance
indicators should be developed to measure and monitor outcomes at a national level.

The Review makes reference to the implementation of recommendations in the HSE’s 2011 review of
Congregated Settings and recommends that priority should be given to putting a new model of community-
based supports in place for persons moving from congregated settings, discontinuing admissions to existing
settings and ending the commissioning of new settings.

For the full list of key recommendations on effectiveness, see Chapter 6.

GOVERNANCE AND ACCOUNTABILITY

The Review found that national governance and accountability structures for the Disability Services Programme
are in a state of transition. The practical application of statutory oversight in respect of certain services will be
realised from 2013 onwards when the HIQA’s National Quality Standards: Residential Settings are put on a
statutory footing.

The Review found that while the National Disability Unit of the HSE has lead responsibility for the planning,
monitoring and evaluation of the Disability Services Programme nationally, it has no authority over resource
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allocation or operational service delivery, which lies with the Regional Directors of Operations and the
Integrated Service Area Managers. On a positive note, partnership structures that are representative of the
major stakeholders do operate within a collaborative framework at a regional and local level.

The Review is strongly of the view that all agencies that receive funding from the State for the delivery of
disability services should be accountable for that funding and the necessary systems should be put in place to
ensure full accountability and transparency. It is recommended that a reconfigured governance framework is
put in place which will encompass the standardised assessment of individual need; allocation of resources;
procurement and commissioning; quality assurance; risk management; performance management, review and
accountability; information systems; and management structures.

The implementation of the recommendations in this Review should be the responsibility of a Director of
Disability Services in the HSE who would have the qualifications, skills and experience necessary at senior
management level to drive the change management process. He or she should have sufficient decision-making
authority to ensure that these changes are implemented and should also have full accountability for all
resources allocated to the Disability Services Programme. The national disability function in the HSE should be
strengthened in a number of areas, including resource allocation and monitoring, operational policy setting,
identification and dissemination of best practice, procurement and commissioning of services. Clear lines of
responsibility for decision-making should be established at local, regional and national levels, which are
consistent with levels of responsibility for the budget of the Disability Services Programme.

Geographic-based administrative structures within the Disability Services Programme should be examined to
maximise service user choice, minimise duplication of administrative effort by service providers and facilitate
regional and local planning and management.

For the full list of key recommendations on governance and accountability, see Chapter 3.

INFORMATION FRAMEWORK

The Review’s Terms of Reference required the identification of issues regarding the availability of information
on current outputs and outcomes, and the specification of performance indicators that might be used to better
monitor service provision in the future. Information on output delivery, one of the main requirements of the
Terms of Reference, was not available in a comprehensive and easily comparable form, and despite efforts at
data collection from the HSE and non-statutory service providers by the Project Team, it was deemed that the
degree of data validation and checking would be too resource-intensive to be feasible within the confines of
the Review. As a result, the VFM Review could not directly link the substantial expenditure increase in recent
years to changes in output levels — a critical data gap that prevented the Review from assessing trends in
output delivery over the period 2005-2009.
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The most basic requirement for national management of the disability function was identified as being
accurate and timely information at national, regional and local level on funding allocated and expended, at a
reasonable level of detail.

An immediate action required at national level is the adoption of a common financial coding scheme (or a
reliable means for matching disparate coding schemes) and maintenance of central records on allocations and
expenditure, to include the HSE’s own services and the For Profit sector as well as Section 38 and Section 39
agencies.

Another key recommendation is the implementation of a unique identifier for those seeking or receiving
services, consistent with plans for a wider health sector identifier, to facilitate individual needs assessment,
person-centred planning and individualised budgeting.

These actions should be supported by a revised SLA Schedule 3 dataset, consolidated at regional and national
level, which will collect information on key cost drivers identified by the VFM process and will build on the
dataset collected by the HSE for the purpose of this VFM Review. Access to this information will allow the
national disability function to monitor unit costs and to identify, understand and address cost disparities.
Information availability will also be the key to supporting the HSE in developing commissioning, market-shaping
and capacity-building expertise, which it can use as tools for ensuring efficient and effective service delivery in
the future.

Data on outcomes and performance indicators should be collected and aggregated at regional and national
levels to allow effective monitoring of performance. Data quality, enforced through data standards and verified
by audit, will be essential.

For the full list of key recommendations on an information framework to support the management and
delivery of the Disability Services Programme, see Chapters 4, 5 and 8.

FUNDING FRAMEWORK

The block-grant approach to funding had a pragmatic historical basis, but is not sufficient to address the degree
of accountability and transparency expected of the modern Disability Services Programme. The
implementation of the Service Level Arrangement process is a welcome development in that regard, but
requires review, evaluation and refinement so that it will make a more positive contribution to monitoring
performance, controlling expenditure and shaping service development.
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The Review recommends that a resource allocation framework be developed, which would consist of a
standardised assessment of service user needs, a means of costing those needs prospectively, a framework for
identifying how much of those needs will be met and the facility to identify the quantum and cost of the
services actually received.

A resource allocation model should take into account service user needs, on the one hand, and the amount of
resources available at national level, on the other. The model should be predicated on finite resources and
should provide a framework for the distribution of available resources to meet assessed need in as fair and
transparent a way as possible. It should also include protocols for determining eligibility and prioritisation.

Resource allocation should be on a programme budget basis, where the objectives, outputs and outcomes of
each element of the budget are specified, rather than incremental budgeting based on the calculation of
changes to the previous year’s baseline. The position of funding places rather than people should reverse over
time.

For the full list of key recommendations on a funding framework, see Chapters 3, 4, 5 and 8.

RE-ARTICULATION OF OBJECTIVES AND FUTURE POLICY DEVELOPMENT

The Review found that current objectives are still valid, but the policy approach used to deliver these objectives
has not been effective. The continued sustainability of the current policy approach is questioned, particularly
given the demographic pressures and changing societal and family expectations, all of which will place
increasing demands on services. It was recognised that the delivery of services and supports has been evolving
towards a more person-centred approach, but that the pace of change has been slow and uneven.

The Review came to the conclusion that instead of a slow and tentative drift towards individualised services,
the policy approach should be recalibrated to focus more closely on the proposed vision and goals, and that all
future developments would be planned and evaluated in terms of their progress towards the vision and goals.
This progress should be advanced in parallel with the recommendations around reframing existing services, so
that the development of new resource allocation models and units of cost can provide a basis upon which the
transition from traditional programme type to more individual costing approaches can take place.

The Review considers that the person-centred model described in this report would form the basis of the
future direction of disability policy. The policy will be grounded in the vision:

To contribute to the realisation of a society where people with disabilities are supported, as far as
possible, to participate to their full potential in economic and social life and have access to a range of

quality personal social supports and services to enhance their quality of life and well-being.
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This vision will be supported by the twin goals of:

1. full inclusion and self-determination through access to the individualised personal social supports and
services needed to live a fully included life in the community; and

2. the creation of a cost-effective, responsive and accountable system, which will support the full
inclusion and self-determination of people with disabilities.

The Review recommends migration towards the new policy approach through the mechanism of the SLA
process from 2013 onwards by requiring agencies to identify relevant demonstration or pilot projects and
prepare plans for their implementation. Inputs should be clearly ring-fenced and fundable into the medium
term within ongoing funding limits. Adequate monitoring structures should be put in place in the HSE and costs
and benefits evaluated. Agencies should be required to report to the HSE at predetermined intervals on
progress in implementing these initiatives as an integral part of the SLA monitoring process. The HSE should
identify an evaluation framework for these projects.

For the full list of key recommendations on the re-articulation of objectives and future policy development,
see Chapter 7.
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Chapter 1: Introduction

1.1 INTRODUCTION

This Value for Money and Policy Review (VFMPR) is an evaluation of the efficiency and effectiveness of services
for people with intellectual, physical or sensory disabilities wholly or partly funded from Vote 40 (HSE),
including the statutory and non-statutory sectors.

1.1.1 VFM REVIEW INITIATIVE

The VFMPR was conducted under the aegis of the Government’s Value for Money and Policy Review Initiative
2009-2011, which was part of a framework introduced to secure improved value for money from public
expenditure. The objectives of the initiative were to analyse Exchequer spending in a systematic manner and to
provide a basis on which more informed decisions could be made on priorities within and between
programmes. It was one of a range of modernisation initiatives aimed at moving public sector management
away from the traditional focus on inputs to concentrate on the achievement of results.

Value for Money reviews are undertaken under the aegis of steering committees representative of the
Departments/Offices managing the programmes or areas being reviewed. A Central Steering Committee
monitors the review process in Departments/Offices, with particular reference to the selection of topics for
review and progress with the conduct of reviews.

1.1.2 STEERING GROUP AND EXPERT REFERENCE GROUP

The Steering Group established to oversee the present VFMPR of Disability Services was chaired by an
independent chair, Mr. Laurence Crowley, and had two other external members, as well as members drawn
from the disability sector, Department of Health, Department of Public Expenditure and Reform (formerly
Department of Finance) and the Health Service Executive (HSE). The Steering Group, which met 16 times
between July 2009 and June 2012, was supported by a Project Team comprised of officials from the
Department of Health, Department of Public Expenditure and Reform, and the HSE.

In order to inform the work of the VFM Review, an Expert Reference Group, chaired by the Policy Advisor to
the Office for Disability and Mental Health, Department of Health (DoH), was established to review current
policy in relation to disability services. Membership of the Expert Reference Group, which met 18 times from
August 2009 to November 2010, included officials from the DoH and HSE, disability agencies and
representative groups.

Membership of both groups, and the Project Team, is given in Appendix 1.
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1.2 BACKGROUND

‘ 1.2.1 RATIONALE FOR REVIEW OF DISABILITY SERVICES PROGRAMME

The disability services were selected for review in consideration of the significant annual expenditure on the
programme, the size of the population directly affected by the services and the scope and nature of services
provided. Disability services’ infrastructure has developed in an ad hoc way over many years and systems of
allocation of resources and accountability have evolved differently in the former Health Board regions.
Different organisation types have also followed different development paths. Concerns were expressed by the
stakeholders regarding the number of agencies providing disability services, the likelihood that inefficiencies
had crept into the system, the potential for geographical or sectoral inequities in resource allocation and
service provision, and the potential for duplication of costs. Other issues of concern included the level of
administrative costs, management structures, and non-pay expenditure on research, advertising, profile-
building and infrastructure.

Another key reason for carrying out this Review was the significant increase in funding in recent years, in
particular through allocations under the Multi-Annual Investment Programme (MAIP). Allied to this, there was
little data regarding the additional outputs achieved through increased allocations and extensive gaps in
performance information for many of the disability services.

The Review offered an opportunity to take stock of the entire system and, if warranted, to make
recommendations for policy changes or reform, with the aim of ensuring that the system would meet the
needs of the service users in the future in the most efficient and effective way possible.

1.2.2 CONTEXT

The current model of service provision should be considered in the context of the economic climate, changing
demographics and changing expectations. Expenditure on disability services increased by 30% in the period
from 2005 to 2009 (see Table 1.1). This rate of increase became clearly unsustainable in the emerging financial
environment, and yet information on demographics showed that there will be increasing demand for disability
services in the future (Doyle et al, 2009).

The Comptroller and Auditor General (C&AG) in his 2005 Report 52 on the Provision of Disability Services by
Non-Profit Organisations found that ‘The State’s relationship with non-profit organisations has evolved into one
where services to persons with disabilities result from a historical pattern of provision and are largely
negotiated rather than the result of contested procurement ... The current approach to the funding of non-profit
organisations is based on incremental increases and the cost of new placements. The risk with this approach is
that the core funding allocation will over time become weakly linked to levels of identified need and as a result
that funding may not always be targeted to areas of greatest need.’

The Competition Authority stated its views on the need for structural reform in a 2005 submission to the
Department of Health and Children. The Authority took the view that the manner in which service providers
were selected and funded did not necessarily foster cost-efficiency and effectiveness in the delivery of services,
did not provide incentives to respond to changing needs, to innovate, and could restrict service users’ choice
and ability to switch service providers.
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In parallel with the changing economic climate and demographics, the expectations that people with
disabilities and their families have of disability services have also altered. The findings from the public
consultation conducted as part of this Review clearly show that people are now looking for more choice in
disability services and control over how they access them. They are looking for flexible services that meet their
individual needs and systems that vest more control with the service user and, where appropriate, their
families. These features are not generally available in the existing system, particularly to people with
intellectual disabilities. It should, however, be noted that some agencies (particularly those serving people with
physical disabilities) have developed from a community base, with the aim of promoting and protecting client
choice, control and independence. These agencies already operate a client-focused model of service and
provide examples of good practice, which can be used to inform decision-making in the wider disability sector.

In the short to medium term, the changed economic climate dictates that there will be little additional
investment for disability services. It is timely now to consider if the increased investment in services in recent
years is meeting the needs of people with disabilities and, if not, how the system should be reconfigured to
meet these needs. This has to be considered in the context of a conclusion in the C&AG’s (2005) Report 52,
stating that:
‘Any restructuring of the service should be based on clearly articulated agreements setting out
the respective roles of the health service, as funder, and the service providers. The capacity of
non-profit organisations to meet the additional requirements relating to the implementation of the
standardisation of services, good governance and greater accountability will need to be addressed.’

Residential services are provided by almost 60 agencies to around 8,500 people with disabilities at over
1,200 locations, ranging from large congregated settings to community group homes to supported
independent living.

Day services are provided to around 18,500 service users with intellectual, physical or sensory disabilities
and autism at 850 different locations by 80 organisations (the health sector also provides day services to over
7,000 people with mental health disabilities, which were outside the remit of the Review). Day services are a
key component of the support services that enable clients to live within the community. Services include day
activation, special high-support and special intensive day services for adults and developmental day care for
children. Work-like programmes provide a range of opportunities, which include work activation, supported
work in the community, and personal and social development. Specialist services are also provided for persons
with Autistic Spectrum Disorder and those with Acquired Brain Injuries.

A variety of other services are also provided under the Disability Services Programme, including respite, home
support, personal assistance and assisted living service, early childhood/family support, community-based
medical, nursing and therapy services, rehabilitative training, aids and appliances.

Expenditure on disability services increased from €1.28 billion net in 2005 to €1.68 billion net in 2009 — the
year studied in this Review. A significant percentage (76%) of that funding was provided to non-statutory
service providers. Expenditure decreased to €1.48 billion net in 2010 and again to €1.45 billion net in 2011, in
line with the global reduction in public expenditure. (Chapter 4 gives greater detail on HSE annual
expenditure.)
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Table 1.1:  Annual HSE-funded expenditure on disability services, 2005-2009 (net and gross)

Net €1,284.6m €1,412.6m €1,589.2m €1,694.1m €1,679.1m €1,488m €1,450m
Gross €1,338m €1,475.3m €1,662.5m €1,781.4m €1,789.4m €1,684m €1,708m
Notes:

- Gross expenditure represents the total amount expended.

- Net expenditure is calculated by deducting income from gross expenditure. Income arises primarily from employee
superannuation deductions and client long-stay charges, with smaller amounts coming from a wide variety of other
sources, including other payroll deductions; RTA payments; maintenance charges; canteen receipts; recoupment of
disability pay and maternity benefit pay; PRSI refunds; as well as sundry other minor receipts.

- The HSE did extensive validation and re-apportionment from multiple sources of financial data in order to produce the
most accurate possible gross expenditure figures for 2005 to 2009. Gross expenditure figures for 2010 and 2011 are
estimated. Since the years 2010 and 2011 are outside the period under review, the high-level net figures in the
National Service Plan have been used.

Source: HSE, Disability Finance Book (years 2005 to 2009) and National Service Plan 2010-2011

The Review analysed data from 217 specialist disability service providers, categorised as follows (see
Table 1.2 and also Chapter 3 for further details):

e the HSE, which is a body established by statute (Health Act 2004);
e non-statutory agencies funded under Section 38 of the Health Act 2004;

e non-statutory agencies funded under Section 39 of the Health Act 2004.

These providers had two types of contractual agreement with the HSE in 2009 (see Chapter 3 for further
details):

e  Service Level Arrangements (SLAs), signed by service provides who received allocations from the HSE
of more than €250,000 in that year.

e Grant Aid Agreements (GAAs), signed by service providers who received allocations from the HSE of
less that €250,000 in that year.

There are 17 specialist disability service providers funded under Section 38 of the Act and these are listed in
Appendix 13. (Note: The Brothers of Charity Services have formed 6 separate legal companies for
administrative reasons, but are counted as one organisation for the purpose of this analysis.) All Section 38
agencies signed SLAs in 2009 and five also sighed GAAs. The number of agencies funded under Section 39 can
vary from year to year since funding may be on a once-off or recurrent basis. For the purpose of this Review,
data were analysed from 92 Section 39 agencies with SLAs (19 of which also had GAAs) and a further 107
Section 39 agencies with GAAs only. A full list is given in Appendix 14.
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Table 1.2 Number of SLAs and GAAs analysed for the Review

Agency type No. of No. of No. of No. of No. of Comments
agencies SLAs agencies GAAs agencies

HSE 1 32* - - 1

Section 38 17 31 5 8 17 -t 5 Section 38 agencies
have both SLAs and
GAAs

Section 39 92 203 126 196 199 -1 19 Section 39 agencies
have both SLAs and
GAAs

Total 110 266 131 204 217

Notes:

- The HSE’s directly provided services filled out SLA forms for the purpose of the analysis.
- The Brothers of Charity Services have formed 6 separate legal companies for administrative reasons, but are counted
as one organisation for the purpose of this Review.

Agencies signed separate SLAs or GAAs with each Local Health Office (LHO) area in which they provided
services, so the total number of SLAs and GAAs exceeds the total number of service providers.

In addition to agencies with SLAs and GAAs, a further 105 private for-profit providers had a total of
115 contracts with the HSE in 2009. These are considered briefly in Section 5.1.3 and Table 5.3, but are not
included in any of the data analysis in Chapter 5.

The Terms of Reference (ToRs) for this VFM and Policy Review of Disability Services were:

1. To identify the objectives, which have pertained to date, for the Disability Services Programme in the
health sector.

2. To examine the current validity of those objectives and their compatibility with the overall strategy of the
Department of Health, the National Disability Strategy and Towards 2016.

3. To define the outputs associated with the programme activity and identify the level and trend of those
outputs.

4. Toidentify any issues with the availability of information regarding current outputs and outcomes.

5. To examine the extent to which the programme’s objectives have been achieved and comment on the
effectiveness with which they have been achieved.

6. To identify the level and trend of costs and staffing resources associated with the disability services and
thus comment on the efficiency with which has achieved its objectives. Compare overall costs, including
wage costs and non-pay costs, across the sector (both voluntary and non-voluntary).

7. Having regard to the range of providers of disability services, to examine whether there is scope to
minimise overheads, including administrative costs, management structures, research, advertising, profile-
building and infrastructure costs.

8. To evaluate the degree to which the objectives warrant the allocation of public funding on a current and
ongoing basis and examine the scope for alternative policy or organisational approaches to achieving
these objectives on a more efficient and/or effective basis.
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9. To specify potential future performance indicators that might be used to better monitor the performance
of the Disability Services Programme.

10. To produce a final robust report containing findings and recommendations in relation to ToRs 1-9 above.

1.3 METHODOLOGY

The work of this Review was carried out by a Project Team and Expert Reference Group, working in parallel to
respectively:

e review the efficiency and effectiveness of the disability services;

e review policy in the context of the objectives of the disability services.

Preliminary work on the Review began in 2009, which was used as the baseline year for detailed data analysis
(see Chapter 5). 2009 was also the first year in which national data were collected on the basis of Service Level
Arrangements (SLAs) between the HSE and the non-statutory disability providers. The years 2005 to 2009 were
designated as the period under review for the purpose of trend analysis (see Chapter 4). Significant additional
work was undertaken by the HSE to validate and augment the 2009 SLA minimum dataset so as to provide the
Review with sufficient data to support high-level unit cost analysis. This process was not fully complete until
mid-2011 and applied specifically to the 2009 dataset. It was not feasible to apply the same process to the SLA
data for 2010 or 2011 to bring the analysis up to the current year. However, some work was carried out to
estimate high-level expenditure and unit cost figures for 2010 and 2011 (see Table 4.2 and Figure 4.1 in
Chapter 4).

1.3.1 PROGRAMME LOGIC MODEL

Sometimes referred to as the input—output model, the Programme Logic Model divides a programme into a
logical sequence of linked elements, i.e. inputs, activities, outputs and outcomes (results and impacts), which
can be analysed separately and in relationship to one another in terms of meeting the overall programme
objectives (see Figure 1.1). Through the development and measurement of programme and contextual
indicators, the model can assist in the identification of a sequence of cause and effect concerning the intended
(or unintended) benefits that can be attributed to the programme.

Figure 1.1: Programme Logic Model

| Strategic
Strategic Planning L Objectives Programme Evalvation

OUTCOMES

‘ Inputs ’ I‘ Activities Outputs Results Impacts

Source: Department of Finance, 2007
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The identification of outputs and outcomes does not imply that these outputs and outcomes are currently
measured. Given that the Disability Services Programme encompasses a disparate set of services, the model is
necessarily specified at a high level. An application of the Programme Logic Model to the Disability Services
Programme is provided in Appendix 10.

A range of approaches were employed by the Project Team:

e The dataset required to meet the Terms of Reference was identified and data sources considered. The
scope of services provided as part of the Disability Services Programme meant that data requirements
were extensive and complex, and the data, where available, had multiple sources. An examination of
the dataset found that some outputs were complex and could not be easily defined, or were not
maintained in comparable formats at agency level and did not facilitate interagency comparison and
analysis (see also Chapter 5 and Appendix 6). Since these complex outputs comprised 27% of total pay
expenditure, the Review concentrated on the analysis of outputs that represented the bulk of the

funding (and in particular, on the analysis of funding on residential service provision).

e The HSE generated current and trend information specifically for the VFM Review in the form of the
Disability Finance Book (DFB). The data encompassed the directly provided and non-statutory
disability services and was based on a combination of actual and derived financial data. The DFB is
drawn primarily from the HSE Corporate Reporting System (CRS). CRS data had a number of
limitations and as a result, it was necessary to bring that raw financial data through a number of
stages to enhance and develop its usefulness at a more practical level. Further details on these stages,
and on the derivation exercise, are given in Appendix 2.

e Trend data requirements were identified in respect of the following: background and service profile;
funding; service provision; efficiency analysis (outputs, staffing numbers, pay costs, other costs); and
quality analysis. Three sources of trend data were identified: the Health Research Board (HRB), the
HSE and non-statutory service providers. A pilot exercise was conducted to investigate the feasibility
of obtaining trend data directly from non-statutory agencies. While some valuable information was
obtained through the pilot, it was not of sufficient quality or quantity to justify a full-scale trend data
collection exercise. Following evaluation of the results of the pilot trend questionnaire exercise, the
Project Team decided to recommend to the Steering Group that the full trend questionnaire should
not be issued to any further agencies. Instead, certain data tables in the trend pilot questionnaire
were incorporated into a current non-pay data questionnaire.

e Two sources of current (2009) data were identified: HSE and non-statutory disability agencies.
Documentation collected by the HSE as part of the Service Level Arrangement (SLA) process was the
primary source of data on current activity, staffing and pay. Current non-pay data requirements were
sourced from the HSE and directly by questionnaire from non-statutory disability agencies.

e A unit costing methodology was developed to arrive at a total cost per service user and to act as a
resource usage comparator (see Chapter 5 and Appendix 5). Data on service user outcomes were also

obtained in respect of residential services in order to assess the effectiveness of these services.
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—  Service user numbers, staff numbers and expenditure in 2009 were examined. The trend in
each was examined from 2005 to 2009. Detailed information was received from 111
agencies, ranging from small single issue agencies providing a service to a small number of
service users to large agencies providing a range of services to over 1,000 service users,
including residential, day services, respite, multidisciplinary supports, early education
supports and pre-school support. Agencies working with people with all disability types were
included in the Review. The 111 agencies analysed expended €1.225 billion on pay in 2009,
employing 23,840 whole-time equivalent (WTE) staff.

e A public consultation process was undertaken to obtain the views of interested parties on the
objectives, efficiency, effectiveness and funding of the Disability Services Programme.

e Research was commissioned from the National Disability Authority (NDA) on specialist disability
services in six jurisdictions regarded as models of innovation and good practice — England, Scotland,
the Netherlands, Norway, New Zealand and the State of Victoria (Australia).

— This research informed the Advice Paper provided by the NDA to the Steering Group in July
2010 (NDA, 2010a).

— A synthesis paper presenting the material gathered during the NDA’s exploration of disability
service provision, with specific focus on the selected international jurisdictions, was
published (NDA, 2010b), as well as in-depth reports on five of the six individual jurisdictions
(England, Scotland, the Netherlands, New Zealand and the State of Victoria, Australia). Other
recent reports were considered, particularly the Report of the National Working Group for
the Review of HSE-funded Adult Day Services (HSE, 2012a) and the Report of the Working
Group on Congregated Settings (HSE, 2011).

The Expert Reference Group and the Project Team were also informed in their work by the United Nations
Convention on the Rights of Persons with Disabilities (UN, 2006), the Irish Human Rights Commission (2010)
Enquiry Report on the Human Rights Issues Arising from the Operation of a Residential and Day Care Centre for
Persons with a Severe to Profound Intellectual Disability and the C&AG’s Report 52 on the Provision of Disability
Services by Non-Profit Organisations (C&AG, 2005).

An extensive policy review was conducted by the Expert Reference Group, including an assessment of the
extent to which the objectives of the Disability Services Programme have been achieved. The achievement of
objectives was also addressed in the public consultation conducted by the Project Team (see above), the
results of which informed the Expert Reference Group’s deliberations. The Group was supported by Dr. Fiona
Keogh, Independent Research Consultant, who attended meetings, facilitated discussion on key themes,
researched national and international documentation on best practice, took account of the parallel
consultations by the Project Team and the NDA (see Chapter 6 for further details), reviewed national policy
documents and drafted interim position papers and the final policy proposals report (Expert Reference Group
on Disability Policy, 2011). The Group’s preliminary findings were published on the Department of Health’s
website on 3 December 2010. A fuller account of the 2011 report by the Expert Reference Group is given in
Chapter 7.
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|1.3.4  PUBLIC CONSULTATION — OBJECTIVES OF THE DISABILITY
| SERVICES

A public consultation was conducted by the Project Team on the objectives, efficiency, effectiveness and
funding of the disability services. The consultation was initiated by an invitation for submissions on
13 November 2009 and a consultation document and questionnaire were produced to assist people with
formulating their responses. The consultation was primarily conducted through an online questionnaire,
although submissions in other formats were also accepted.

Replies were received from almost 200 respondents, including service users and their families, statutory and
non-statutory service providers, staff members, advocacy organisations and representative bodies. An interim
report was provided to the Steering Group on 2 February 2010, with a statistical analysis of the responses. The
final report on the qualitative analysis of responses was submitted to the Steering Group in November 2010
and published on the Department of Health’s website on 3 December 2010 (see www.dohc.ie/
consultations/closed/disability_policy_review/vfm_consultation_report2010.pdf).

1.4 STRUCTURE OF REPORT

This report is divided into 9 chapters, covering the following topics:

Chapter 2 describes current national disability policy and its evolution, the historical background to service
provision, the legislative background and recent national and international developments. The objectives for
the Specialist Disability Services Programme are also examined. The rationale for the Disability Services
Programme is outlined, together with the economic case for intervention. The prevalence and extent of need

are documented, as are the trends in level of demand, future trends and unmet need. [Terms of Reference (ToRs)
1,2 and 8]

Chapter 3 describes the organisation and administration of the Disability Services Programme, governance
structures and accountability mechanisms. [ToRs 1, 7 and 8]

Chapter 4 examines the inputs, in terms of financial and staffing resources, used to provide the Disability
Services Programme. [ToRs 6 and 7]

Chapter 5 examines outputs and assesses efficiency. Outputs are defined and efficiency is assessed. Unit costs
are analysed, resource allocation issues discussed and staff utilisation and deployment issues considered.
[ToRs 3,4, 6 and 8]

Chapter 6 describes outcome evaluation, the results of the public consultation and national and international
experience. [ToRs 4,5 and 8]

Chapter 7 reflects on the objectives of the disability services, their achievement, validity and sustainability. The
high-level vision is re-articulated and the alternative policy proposals developed by the Expert Reference Group
are examined. The issues posed by the requirement to align efficiency and effectiveness measures are also
considered, together with migration from the current to the future model. [ToRs 5 and 8]

Chapter 8 considers the measurement of demand, assessment of current systems for performance
measurement and current and future performance indicators. [ToR 9]

Chapter 9 documents the conclusions reached on rationale, relevance, efficiency and effectiveness, and gives
targeted, time-bound and actionable recommendations. [all ToRs]
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At the end of each main section in a chapter, a summary of key findings and/or recommendations for that
topic is provided.

The References section is followed by a number of Appendices, detailing various aspects of the Review.
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Chapter 2: How did disability services develop?

2.1 DEVELOPMENT OF DISABILITY SERVICES

This chapter describes the evolution of disability policy within the context of the development of disability
services. The historical and current objectives that pertain to the services are identified, together with the
policies adopted to realise the objectives. The national and international legislation underpinning disability
services is outlined. The rationale for the provision of disability services is discussed and the prevalence of
disability and the extent of need for services in the future are described.

2.1.1 DEVELOPMENT OF INTELLECTUAL DISABILITY SERVICES

In the first half of the last century, the only public provision for adults with intellectual disability consisted of
residential care in ‘mental hospitals’, as they were then called, and also in County Homes (Ryan, 1999). There
were few agencies specifically serving the intellectually disabled and they tended to be institutions for children
run by charitable trusts such as Stewarts’ Hospital (founded in 1869) or by religious orders. The Daughters of
Charity agreed with the Commissioners for the Dublin Union in 1925 to convert their Home in Cabra, Dublin, to
a centre exclusively for children with an intellectual disability. For many years, this was the only specialist
publicly funded provision for children with intellectual disability. In both Stewarts’ Hospital and the Daughters
of Charity’s Home, the lack of appropriate places for adults led to increasing numbers of children staying in
these institutions beyond childhood. Other religious orders also started to provide services for children and
adults from private funding.

In the 1950s, the County Homes stopped accommodating people with intellectual disability, while at the same
time the mental hospitals experienced gross overcrowding and poor conditions. In response, in July 1953 the
Department of Health sanctioned the creation of 1,000 publicly funded residential places for people with
intellectual disabilities in the religious-run institutions. The Department also envisaged that, if necessary, ‘new
voluntary bodies be induced to enter this field'.

Until the 1950s, all services, even for children with intellectual disability, were provided on a residential basis
only. The first special national school for day pupils was not established until 1954 by a group of ‘Parents &
Friends’, which later became known as St. Michael’s House (the Daughters of Charity’s residential school had
already been designated as a special national school in 1947). Parents & Friends Associations throughout the
country had, in many cases, started out as fund-raisers for residential institutions, but then began to follow the
example of St. Michael’s House and entered into the area of direct service provision. The special national day-
school model spread to other areas of the country and the Parents & Friends Associations progressed during
the 1960s and 1970s from providing schools to providing adult day services, which largely took the form of
training facilities and workshops. The Associations also started to provide residential services and eventually
became significant providers of both day and residential services, in some instances rivalling or surpassing the
religious-run institutions in size. For most of the 20th century, residential centres were provided in large
buildings on campus settings. But in the last 20 years or so, the focus moved towards the development of
domestic-style houses clustered together on campuses. More recently, the move to providing residential
services in group houses in the community has gathered pace.
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Many people with intellectual disability continued to reside in inappropriate psychiatric settings until the
1990s, when a programme of moving the remaining residents from these settings began. A total of 147 people
remained to be transferred to more suitable residential accommodation at the end of 2010 (Kelly and Kelly,
2011).

During the 20th century, a well-established service infrastructure existed for people with physical and sensory
disabilities provided by religious orders, such as the Christian Brothers, Daughters of Charity of St. Vincent de
Paul and the Vincentian and Dominican Orders. Their services were largely educational, but they quickly, in
many instances, became lifelong institutions, with people coming in at an early age and remaining into
adulthood.

The National Council for the Blind (NCBI) in Ireland, founded in 1931, and the National Association for the Deaf
(NAD), founded in 1963, were two of the earliest national lay organisations for people with sensory disabilities
established in Ireland. The NCBI was modelled largely on the UK-based National Institute for the Blind.

The polio and TB epidemics sparked a significant organisational response, with the establishment of the Cork
Polio and General Aftercare Association, the Polio Fellowship of Ireland, the Central Remedial Clinic and the
Rehabilitation Institute. Also in the late 1940s, the National Association for Cerebral Palsy was established.
These were community-based lay organisations, where the emphasis was on keeping people living and
operating in the community, and were a significant departure from the earlier approach to service provision.

Since the 1960s, major growth has occurred in the number of voluntary organisations in the physical and
sensory sector (principally in the physical area), the great majority of which provide services, supports,
representation or advocacy for people with specific conditions. The number of service providers varies
significantly across the country. Some former Health Board areas pursued an approach of funding a large
number of smaller organisations, whilst some provided services directly. Activities by voluntary disability
organisations are mostly community-based and include activities such as peer and family group supports, help-
lines and other means of information dissemination, and co-working with persons to support them in accessing
mainstream services. They also focus on prevention, early intervention and coping with the effects of the
disability.

The 1980s saw the next development of voluntary organisations, which were characterised by a focus on
supporting people with specific disabilities and conditions, and where the emphasis was on ensuring that
people got access to services rather than being the total provider. At the same time, the earlier wave of
organisations were to a greater or lesser extent becoming regarded more as cross-disability broad service-
providing organisations. The 1990s was the decade of the independent living movement, with the
establishment of a nationwide network of Centres for Independent Living.
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2.2 VISION AND OBJECTIVES

State-funded disability services, in common with other care programmes, have operated under the umbrella of
the vision and objectives which have applied to the health services as a whole. Broad objectives have been
described, but were expressed in very general terms. These were not cascaded downwards into detailed
objectives specific to the disability services provided by the health sector.

221 HISTORICAL OBJECTIVES

As mentioned above, the Daughters of Charity were the first publicly funded specialist intellectual disability
service. Under the terms of their contract with the Commissioners for the Dublin Union, they undertook in
1930 to accept all ‘mentally deficient and imbecile children’ sent to them by the Commissioners and ‘to
support, clothe, maintain, educate and generally care for them’ (Robins, 1992). Although the objective of the
service was essentially custodial, it did at least contain a commitment to education as well. Over the following
decades, society’s views of the objectives to be achieved by intellectual disability services developed, to the
point where a 1994 Department of Health document on Policy and Services for Persons with Mental Handicap
stated:

The objective of this service is to develop the person with mental handicap to the maximum of his/her

potential. The principles which underlie the present provision of services are to ensure that:

1. People with mental handicap enjoy a life that is as normal as possible within the community
for as long as possible.

2. People with mental handicap have access to personalised programmes and their families
have access to adequate support.

3. People with mental handicap who can no longer live at home are cared for in a supportive
and appropriate living environment.

This seems to be the first attempt to formally state the objectives for the Disability Services Programme. It will
be seen from the above that even in the mid-1990s residential services were still seen as being separate to
community living.

2.2.2 CURRENT VISION AND OBJECTIVES

The current vision and objectives for services for people with disabilities have been described in the Social
Partnership Agreement of 2006-2015, Towards 2016 (Department of An Taoiseach, 2006), in the following
terms:

33.1 Vision: The parties to the agreement share a vision of an Ireland where people with disabilities

have, to the greatest extent possible, the opportunity to live a full life with their families and as part of
their local community, free from discrimination.

To achieve this vision, the Government and the social partners will work together over the next ten
years towards the following long-term goals with a view to continued improvements in the quality of
life of people with disabilities:

- Every person with a disability would have access to an income which is sufficient to sustain an
acceptable standard of living;
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- Every person with a disability would, in conformity with their needs and abilities, have access
to appropriate care, health, education, employment and training and social services;

- Every person with a disability would have access to public spaces, buildings, transport,
information, advocacy and other public services and appropriate housing;

- Every person with a disability would be supported to enable them, as far as possible, to lead
full and independent lives, to participate in work and in society and to maximise their
potential; and

- Carers would be acknowledged and supported in their caring role.

Towards 2016 envisaged that the achievement of these objectives would be through:

the implementation of the National Disability Strategy;
preparation for the implementation of the Disability Act 2005;
the provision of appropriate supports and services to meet identified need;

an increase in the capacity of the system to meet identified need and to respond to emerging and
emergency need;

the collection and analysis of information to underpin the planning, monitoring and delivery of
services;

the development and implementation of quality standards;

partnership and cross-sectoral engagement with other agencies, both statutory and non-statutory,
which have a role to play in supporting the individual with a disability in living a full and independent
life;

disability awareness training.

The national disability service objectives described in Towards 2016 encompass mainstream services in the

field of education, employment and training, public and social services, transport, housing and environmental

services. An examination of these cross-cutting objectives, and how they are achieved, is outside the remit of

this Review, but this is not to minimise their role in the lives of people with disabilities or the significant

contribution made through partnership between statutory and non-statutory agencies in the delivery of these

objectives.

For the purpose of this VFM Review, the objectives that have pertained in recent years to two major

components of the Disability Services Programme may be broadly expressed as follows:

Day services

To support the individual with a disability as far as possible to participate in education, employment
and society, and to maximise his or her potential.

To ensure that the individual with a disability would, consistent with their needs and abilities, have
access to appropriate health and personal social services.

To support and acknowledge the role of carers in their caring role.
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Residential and respite services

e To provide the individual with a disability, to the greatest extent possible, the opportunity to live a full
and independent life with their family and as part of their local community.

e To provide residential services in a supportive living environment to the individual who can no longer
live at home and, where possible, to provide these services in community-based residences.

OBJECTIVES

KEY FINDINGS

v' The high-level objectives of the Disability Services Programme are derived from
the National Health Strategy objectives and the vision and objectives in Towards
2016. Finding 2.1

v' There are no explicitly stated national objectives for the Disability Services
Programme funded from HSE Vote (40) nor are there a cascade of objectives for
sub-programmes and service areas within the Programme. Finding 2.2

Recommendations on the re-articulation of objectives are outlined in Chapter 7.

2.3 POLICY DEVELOPMENTS

‘2.3.1 HISTORICAL POLICY DEVELOPMENT

In 1960, the Minister for Health published a White Paper entitled The Problem of the Mentally Handicapped,
which was intended to set out the options with regard to further expansion of services. It announced the
establishment of a commission to examine and report on all aspects of the ‘mentally handicapped problem’.
The Commission of Enquiry on Mental Handicap was set up in February 1961 and reported four years later. It
recommended that there should be clear obligations on health authorities to ensure that services were
available for both adults and children with an intellectual disability. The report became the guide to the
subsequent development of services to people with intellectual disabilities in areas such as prevention, early
diagnosis and intervention, schooling, respite, family support, sheltered employment, challenging behaviour
and staff training.

One of the Commission’s recommendations was that services should continue to be provided through the
voluntary bodies and that ‘health authorities should accept responsibility for co-ordinating the activities of the
various organisations involved and should encourage the development of voluntary organisations’. From the
foundation of the State to the present day, this policy of providing the bulk of services for both children and
adults with intellectual disabilities through voluntary bodies has remained constant.

In recent times, policy development has been influenced by the recommendations of national equality and
health strategy documents, together with the findings of working groups reporting on specific issues.
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Health policy for all members of society, including those with disabilities, is guided by the principles of equity,
people-centredness, quality and accountability, as set out in the 2001 National Health Strategy, Quality and
Fairness — A Health System for You. In the context of the planning and delivery of disability services, these
principles underpin the philosophy that people with disabilities should be given the opportunity to live as full a
life as possible and to live with their families, and as part of their communities, for as long as possible. The
main policy and strategy reports covering disabilities are listed below.

Policy and Strategy Reports

e Needs and Ability — A Policy for the Intellectually Disabled. Report of the Review Group on Mental
Handicap Services (1990)

e  Services to Persons with Autism (1994)

e Towards an Independent Future — Report of the Review Group on Health and Personal Social Services
for People with Physical and Sensory Disabilities (1996)

e A Strategy for Equality — Report of the Commission on the Status of People with Disabilities (1996)

e  Employment Challenges for the Millennium — Report of the National Advisory Committee on Training
and Employment (1997)

e Enhancing the Partnership (incorporating Widening the Partnership) — Report of the Working Group on
the Implementation of the Health Strategy in Relation to Persons with a Mental Handicap (1997)

e National Disability Strategy (2004)

The Report of the Commission on the Status of People with Disabilities (1996), entitled A Strategy for Equality,
recommended that services for people with disabilities should be provided by mainstream service providers,
with appropriate supports — a policy later referred to as ‘mainstreaming’. The purpose of mainstreaming is to
move from segregation to inclusion, by ensuring that persons with disabilities can take their place in
mainstream society, that mainstream public services include people with disabilities and that mainstream
public policies take into consideration their impact on people with disabilities. In terms of service provision,
mainstreaming means that services for people with disabilities should be the responsibility of whichever
Government department has responsibility for such services in general.

The Government made a commitment to the policy of mainstreaming in 2000, which was reiterated in the
2001 National Health Strategy, Quality and Fairness — A Health System for You.

Towards 2016 developed a new framework within which to address key social challenges by assessing the risks
and hazards which the individual person faces and the supports available to them at each stage in the lifecycle.
Four key lifecycle stages were identified: children, people of working age, older people and people with
disabilities. The lifecycle approach adopted the perspective of the individual as the centrepiece of social policy
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development and aimed to support the evolution of policy and actions across relevant Government
departments and agencies.

The National Disability Strategy (NDS) was launched in 2004 by the Department of Justice, Equality and Law
Reform. It is the focus for the overarching Government policy on people with disabilities and has five main
elements:

e the Disability Act 2005;

e  Education for Persons with Special Educational Needs (EPSEN) Act 2004;
e Sectoral Plans published in 2006 by six Government departments;

e (Citizen’s Information Act 2007;

e  €900m multi-annual investment programme (allocated across a number of Government departments)
to support the development of high-priority disability support services over the period 2006-2009.

The objective of the NDS is to put in place the most effective combination of legislation, policies, institutional
arrangements and services to support and reinforce equal participation for people with disabilities. The
Disability Act 2005 is a central element of the NDS and its focus on mainstreaming and social inclusion is given
particular emphasis through the Sectoral Plan provided for in Part 3 of the Act.

The HSE has implemented the Disability Act from 1st June 2007 for children under the age of 5 years. The Act
provides an Assessment of Need within defined timescales and also identifies the services that will be
delivered within current capacity. This allows for the gap between assessed needs and delivery capacity to be
identified and planned for. The Act also identifies the individuals who are regarded as having a disability and
who require access to specialist disability services. The extension of the Disability Act to over 5-year-olds has
been postponed.

Standards for the Assessment of Need process under the Disability Act were prepared by a sub-group from the
Health and Education sectors, which included active participation by the HSE. The standards were
subsequently approved by the interim Health and Information Quality Authority (HIQA), prior to the
commencement of the Act in June 2007. There are six standards:

e person-centred approach;

e information;

e access to assessment;

e involvement of appropriate staff;

e coordination of assessment of need;

e monitoring and review.

Criteria are identified for each standard to indicate when the standard is being achieved. All clinicians who
work on assessments of need under the Disability Act are required to be aware of the HIQA standards for
assessments and undertake to adhere to these standards.
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The multi-annual investment programme (MAIP) sought to increase service capacity in order to reduce waiting

lists for services, while at the same time improving services that fell below minimum standards or were

delivered in inappropriate settings (see Chapter 4).

The Office for Disability and Mental Health was established with responsibility for a range of different policy

areas and State services that directly impact on the lives of people with a disability and people with mental

health issues. The Office aims to bring about improvements in the manner in which services respond to the

needs of these people by working on a cross-sectoral basis to develop person-centred services, focusing on the

holistic needs of clients and service users, and actively involving them in their own care.

POLICIES

KEY FINDINGS

v' A constant strand in the provision of publicly funded disability services has been the

decision of State bodies, reiterated at various junctures, to provide services to
people with disabilities by and large through voluntary agencies. Finding 2.3

Current policies centre on the principle of mainstreaming and the lifecycle
framework, together with the general policies outlined in the National Health
Strategy. Cross-sectoral working is also a pivotal policy goal and resulted in the
establishment of the Office for Disability and Mental Health. Finding 2.4

Another strand in the provision of disability services has been the continuing
requirement to create new and enhanced places to address service needs. Most
recently, the multi-annual investment programme has invested substantial funds in
the creation of new places and enhancement of existing places. Finding 2.5

Recommendations on the policy approach to future service development are
considered in Chapter 7.

The 2001 National Health Strategy, Quality and Fairness — A Health System for You, was designed to be a

blueprint to guide policy-makers and service providers in achieving the vision of the health system. It identified

four goals to guide activity and planning in the health system, namely:

better health for everyone;

fair access;

responsive and appropriate care delivery;

high performance.
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In relation to people with disabilities, the National Health Strategy:

reiterated the Government’s commitment, made in 2000, to a policy of mainstreaming. It also
committed to preparing an action plan for rehabilitation services — to set out a programme to meet
existing shortfalls in services and to integrate specialised facilities with locally based follow-up
services;

stated that a national policy for the provision of sheltered work for people with disabilities would be
developed;

sought to put the patient at the centre in the delivery of care and encouraged healthcare workers to
listen to and accommodate, as appropriate, the wishes of individual patients/clients;

recognised that people with intellectual disability being cared for in psychiatric hospitals was not
appropriate and stated that action would be taken to ensure that the care required was delivered in
the appropriate setting.

The vision for the future of the health sector is set out in the current Programme for Government (Department
of An Taoiseach, 2011) and also detailed in the Department of Health’s (2012) Integrated Reform Plan for the
Health Sector 2012 to 2014.

The Programme for Government states:

‘We will ensure that the quality of life of people with disabilities is enhanced and that resources

allocated reach the people who need them. To achieve this, we will reform the delivery of public

services to bring about back office savings that will protect front-line services.’

The Integrated Reform Plan for the Health Sector contains the following commitments in respect of services for

people with disabilities:

publish a Value for Money and Policy Review of Disability Services and, based on its findings,
implement reforms to the system of financing and delivering services, including the introduction of
individualised budgets;

enhance cost-effectiveness by introducing standardised funding bands for specific types of services for
people with disabilities and developing a standardised needs assessment framework to ensure that
levels/types of services provided are appropriate to people's needs.

HEALTH SECTOR REFORM

KEY FINDING

v"  The Department of Health is committed to using this VFM and Policy Review of
Disability Services as a mechanism for implementing reforms to the system of
financing and delivering disability services and enhancing the cost-effectiveness of
those services. Finding 2.6

Recommendations on the efficiency and effectiveness of the Disability Services
Programme are considered in Chapters 5, 6 and 7.
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2.3.4 INTERRELATIONSHIP WITH OTHER DEPARTMENTS

In line with the policy of mainstreaming, responsibility for services to people with disabilities is vested in a
range of Government departments, as detailed below.

Department of Lead responsibility for the coordination of the National Disability Strategy, the
Justice and Equality National Disability Authority and the UN Convention on the Rights of Persons with
Disabilities. Liaises with other State bodies, including the Department of Health.

Key interrelationship with Disability Services Programme: National Disability
Office

Department of Responsibility for education of children with disabilities. Liaises with the
Education and Skills Department of Health on joined-up implementation of Disability Act 2005 and the
Education for Persons with Special Educational Needs (EPSEN) Act 2004.

Key interrelationship with Disability Services Programme: Disability services for
children and young people

Department of Responsibility for disability-related payments and income supports, together with

Social Protection employment activation measures. Cross-Sectoral Group on Strategy for
Employment of People with Disabilities to be re-constituted in 2012, jointly with the
Department of Health, following transfer of relevant responsibilities from the
former Department of Enterprise, Trade and Employment.

Key interrelationship with Disability Services Programme: Day services

Department of the Cross-sectoral cooperation with the Department of Health and the HSE on
Environment, development of a Housing Strategy for People with Disabilities, launched in 2011.
Community and Key interrelationship with Disability Services Programme: Residential services

Local Government

2.4 NATIONAL AND INTERNATIONAL LEGISLATION

‘2.4.1 NATIONAL LEGISLATION

A number of pieces of legislation underpin the provision of services to people with disabilities:

Health Act 1970 Provides for the provision of training for employment of disabled persons and for
placing disabled persons in suitable employment. It also provided for the
payment of maintenance allowances to disabled persons over 16 years of age
until responsibility for this payment was moved to the Department of Social
Protection (ref. Chapter 10 (Part 3) of the Social Welfare Consolidation Act 2005
as amended, and Chapter 5 (Part 3) of the Social Welfare (Consolidated Claims,
Payments and Control) Regulations 2007, S.I. No. 142 of 2007, as amended).

Equality Act 2004 Prohibits discrimination, harassment and victimisation on the grounds of gender,
racial or ethnic origin, religion or belief, disability, age or sexual orientation in
relation to employment and occupational and vocational training.

Education for Persons Provides for the provision of education plans in an inclusive environment for
with Special Educational  students with special educational needs.
Needs Act 2004
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Disability Act 2005 Supports the provision of disability-specific services and improved access to
mainstream public services through:

e anindependent assessment of individual needs, a related service
statement and independent redress and enforcement for persons with
disabilities;

e imposition of obligation on public bodies to make buildings and services
accessible to people with disabilities;

e Sectoral Plans in key service areas;

e requirement on public bodies to take positive actions to employ people
with disabilities;

e provides for the establishment of a Centre for Excellence in Universal
Design.

Citizens Information Act Established the Citizens Information Board in place of Comhairle and provides for
2007 the development of a Personal Advocacy Service for people with a disability.

The UN Convention on the Rights of Persons with Disabilities and its Optional Protocol entered into force on
3rd May 2008. Ireland signed the Convention in 2007 and is working towards ratification.

Article 1 sets out the purpose of the Convention: ‘To promote, protect and ensure the full and equal enjoyment
of all human rights and fundamental freedoms by all persons with disabilities, and to promote respect for their
inherent dignity.’

Article 3 sets out its general principles:

a. Respect for inherent dignity, individual autonomy including the freedom to make one’s own choices,
and independence of persons.

b. Non-discrimination.
c. Full and effective participation and inclusion in society.

d. Respect for difference and acceptance of persons with disabilities as part of human diversity and
humanity.

e. Equality of opportunity.
f.  Accessibility.
g. Equality between men and women.

h. Respect for the evolving capacities of children with disabilities and respect for the right of children
with disabilities to preserve their identities.

The goals of achieving economic, social and cultural rights are qualified by two considerations — resource
constraints (take measures to the maximum of its available resources) and the progressive, rather than
immediate, realisation of these rights.
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2.5 RATIONALE FOR DISABILITY SERVICES

‘2.5.1 ECONOMIC CASE FOR INTERVENTION

Rationale is concerned with establishing why a public policy intervention is necessary and requires
consideration of the public policy objectives and the reasons for public sector provision. It is also linked to the
concept of market failure, which applies when the private sector does not produce the optimal level of a good
or service. In theory, in the absence of a specific market failure, the market delivers goods and services in
guantities that best meet people’s needs and preferences, given scarce resources. The public sector, in theory,
should only intervene when markets are not efficient and when the intervention would improve efficiency.
Therefore, the first condition for public sector intervention is evidence that a market failure exists.

There are four standard justifications identified by the Economic and Social Research Institute and quoted in
the Department of Finance’s (2007) Value for Money and Policy Review Initiative: Guidance Manual for the
continued allocation of public funds to programmes; for example, where the service provided can be
considered a public good and where there is a market failure to support the service. Markets may fail when the
activity of the provider imposes a cost or benefit on the beneficiaries, but it is not possible or expedient to
charge them. The Disability Services Programme satisfies both these criteria in that the marketplace is not in a
position to make private provision for the needs of people with disabilities who have continuing support needs.
The service is provided on the basis that it is a public good and that it serves the needs of those who could not
otherwise afford to provide basic social and personal supports for themselves. In addition to public good, it can
also be described as containing elements of both redistribution and a merit good.

The second condition for public sector intervention is that the intervention will make an improvement, which
leads on to consideration of whether the programme in question is the most appropriate means of achieving
the identified public policy objectives. This is explored further in Chapters 6 and 7.

A consideration of the public good also raises VFM-related questions:

e Do we need to provide the public good at a given level of service?
Disability services require to be provided at a level that meets the individual’s needs, assessed
according to a standardised needs assessment methodology. The principle of standardised needs
assessment is addressed in Chapter 5, while issues around the effectiveness, quality and type of
services and supports required are addressed in Chapters 6 and 7.

e Are there any rationing/affordability issues?

This Review is conducted in the context of the current economic climate and the prospect of
continuing resource constraints into the foreseeable future. The current model of service delivery is
not providing a sufficient quality and quantity of services at an affordable price. Section 2.5.2 below
outlines the prevalence of disability in the population and the extent of current and future service
needs. Chapter 4 discusses the trend in expenditure in recent years and the cost of providing services,
while Chapter 5 analyses expenditure in more detail. Results show that the demand for services is
growing and what people expect from disability services is changing. Cuts in the budget for disability
services since 2009 are testament to the fact that the same level of service cannot continue to be
provided at existing cost levels. The thrust of the recommendations throughout this Review are aimed
at rectifying the situation.
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e Can we achieve the same level of service at a lower level of cost?
This question is addressed at length in Chapter 5 and the conclusions reached indicate that the same
level of service can, and should, be provided at a lower level of cost. Chapter 7 looks at the issue from
another angle, building on the work of the National Working Group for the Review of HSE-funded
Adult Day Services (HSE, 2012a) and the Report of the Working Group on Congregated Settings (HSE,
2011), and proposes that the emerging trend towards the delivery of supports rather than services
will produce a more effective service at a more reasonable cost.

o To what extent can we recover costs from service users?

Virtually all residential service users would have limited financial means. Most are in receipt of the
Disability Allowance (DA). Because of the current skill mix in residential services, many service users in
Section 38 centre-based residential care are subject to the Class 1 or Class 2 charges based on the
level of nursing care provided. Residents in Section 39 agencies are by and large subject to a similar
level of ‘voluntary’ contribution. People who are in community-based residences with no nursing
support generally pay for the necessities of everyday life, such as food, utilities, clothes and rent,
leaving little disposable income from which co-payments could be levied.

There may be more scope in requiring day attenders to make co-payments, for example, for transport.
Again, as most are in receipt of the DA and have the same living expenses as the general population,
the level of payment they could reasonably be asked to pay would be small. Around 17,000 people
with intellectual disabilities attend day centres. There is no information available on the number of
day attenders who use transport provided by the health sector: some are transported by family
members or use public transport, particularly in urban areas. If a notional 50% of the 17,000 day
attenders were required to pay €5 per week (48 weeks per year) towards the cost of health sector-
provided transport, the income accrued would come to just over €2 million. It could be argued that
this would discriminate against service users who had access to public transport, since they would
continue to travel without charge under the free Travel Pass Scheme (which is awarded automatically
to all DA recipients).

RATIONALE

KEY FINDING

v' The economic case for State intervention in the provision of disability services has
been based on the criterion that the provision of services is a public good and could
not be provided by the marketplace on a privately funded basis. This case remains
valid. Finding 2.7

Recommendations on measures to increase the efficiency and effectiveness with
which services are delivered are considered in Chapters 5 and 6.
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Estimates of the number of individuals with disabilities in Ireland and internationally are problematic. Due to
differences in the concepts and methods used to identify persons with disabilities, prevalence rates should not
be compared across countries (see United Nations Disability Statistics Database: http://unstats.un.org/unsd/
demographic/sconcerns/disability/disab2.asp).

Disability prevalence rises strongly with age. The average global prevalence of moderate and severe disability is
estimated to range from 5% in children aged 0-14 years, to 15% in adults aged 15-59 years, and 46% in adults
aged 60 years and over.

The prevalence rate of disability in Ireland is difficult to determine categorically since results may vary
according to the definition of disability used, the methodology used to determine the prevalence rate and the
types of disabilities included. For the purpose of this VFM Review, the definition of disability is taken from the
Disability Act 2005:

‘A substantial restriction in the capacity of the person to carry on a profession, business or occupation
in the State or to participate in social or cultural life in the State by reason of an enduring physical,
sensory, mental health or intellectual impairment.’

This does not, however, resolve the issue of arriving at a consistent estimate of the numbers who fall within
this definition. The results of the 2006 Census of Population suggested that between 323,500 and 328,200
people (or between 8.7% and 8.9% of the population in Ireland) had a disability. The disability prevalence rate
according to the National Disability Survey sample was reported as 8.1% of the population, with people over
the age of 55 making up 52% of the total number of persons with a disability. However, a recent report by the
Department of Social Protection and the Economic and Social Research Institute estimated that between
16.8% and 20.4% of people (or between 1 in 5 and 1 in 6 of the population) has a long-term disability (Watson
and Nolan, 2011).

For the purpose of this VFM Review, the relevant cohort is the group of people who are availing of, or
requiring, specialist disability services provided by the health sector on the basis of a substantial restriction in
their capacity to carry on the normal activities of daily life without support.

The target coverage for the National Physical and Sensory Disability Database (NPSDD) has been estimated by
the HRB to be 44,594 people with a physical and sensory disability which causes them substantial restriction.
The 2009 report of the NPSDD recorded a total of 29,749 persons registered, of whom 26,169 were aged 65
and under (HRB, 2010a). Because progress towards achieving target coverage for the NPSDD is uneven for
several groups and areas, it is not possible to give a comprehensive picture of the number of people with
substantial levels of disability. The figure for target coverage has been calculated by applying an estimated
norm of 10.53 people with a disability per 100,000 to the 2006 Census, which gives a target figure nationally of
44,594. Based on this calculation, the NPSDD has captured data on 67% of the number estimated to have a
physical and sensory disability.

The 2009 report of the National Intellectual Disability Database (NIDD), also managed by the HRB, recorded a
total of 26,066 people with intellectual disability, representing a prevalence rate of 6.15 per 1,000 of the
population (HRB, 2010b).
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Further information on both the NPSDD and NIDD is given in Chapter 8.

Since the first report of the NIDD in 1996, there has been a significant rise in the level of provision of residential
services, residential support services and day services, together with a change in the profile of services availed
of (Kelly et al, 2010). Key developments during the period 1996-2009 include:

e anincrease of 66% in the number of people with intellectual disability living full time in community
group homes;

e a3 71% reduction in the number of people with intellectual disability accommodated in psychiatric
hospitals;

e acontinued expansion in the availability of residential support services, particularly planned or
emergency centre-based respite services, which have grown by a substantial 437%; 4,681 people
availed of this type of service in 2009, allowing them to continue living with their families and in their
communities;

e increased provision in almost all areas of adult day services and in the level of support services
delivered as part of a package of day services to both children and adults.

Both the NIDD and NPSDD report on the future need for services. Participation in both databases is voluntary.
Data for the NIDD is collected through the disability service providers and is used in their funding discussions
with the HSE so coverage is excellent, although a small number of service users or their families have refused
to participate. Most people with physical and sensory disabilities do not have the same level of interaction with
specialist providers, making data capture more difficult, and coverage of the NPSDD is estimated to be around
67% of the target cohort (see Chapter 8 for further discussion on both national databases).

The 2005 Report 52 of the C&AG cited concerns regarding the assessment of need in the NIDD and the NPSDD,
namely that the assessment process to identify needs is not standardised nor is it independent (service
providers make a judgement on the future needs of their current service users). It was noted that the
assessment process ‘has been criticised for the tendency to identify needs from a narrow perspective and in
terms of capacity to deliver (C&AG, 2005, p. 20). The estimate of future residential needs has been reported as
being only 50% accurate, with future need for multidisciplinary services being reported as 78% accurate
(Craig, 2008).

In terms of linking needs to service requirements, the C&AG’s (2010) report on Accounts of the Public Services
2009 noted that ‘although the databases record information for individual service users, they do not capture
the level of service required by each individual, in terms of the number, type and grade of staff required’.
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Physical and sensory services

The 2009 report of the NPSDD (HRB, 2010a) reported on outstanding demand for rehabilitation and
therapeutic services, such as physiotherapy, occupational therapy and speech and language therapy:

21,891 people (83.7% of all people registered on the database) were receiving therapeutic
intervention and rehabilitation services. Of these, 5,308 people needed an enhancement to these
services.

13,263 people (50.7%) required assessment for these services.
1,801 people (6.9%) were assessed and placed on a waiting list for these services.

113 people (0.4%) were assessed, but were unable to avail of these services for a variety of reasons;
for example, the service location was not accessible by the individual.

Just over half of people registered (13,812 people) were using day services and activities. However,
3,159 people (12.1 %) still registered a need for this type of support. A further 4,080 people registered
on the database (15.6%) needed some change or alternative to their existing services.

6,121 people (23.4%) still required assessment for personal assistance and support services.
2.6% of people registered required residential supports.

Demand for respite was higher, with almost 15% of people indicating a need for assessment for
respite services.

Intellectual disability services

The 2010 report of the NIDD (HRB, 2010b) indicates that 4,539 new residential, day and/or residential support
places will be needed to meet service requirements. The following services will be needed in the period

2011-2015 (most service needs were recorded as being immediate):

2,269 full-time residential placements (a slight decrease on the 2009 figure of 2,298, which was the
highest number since the database was established — see Figure 2.1). The number of new full-time
residential services required increased consistently following a slight downward trend during the
years 2000-2002 and the latest small (1%) decrease in 2010.

The demographic profile of people with intellectual disability in Ireland suggests that the number of
people requiring full-time residential supports is likely to continue to increase over the coming years
as those with a more severe disability and those who care for them advance in age.

The 2010 NIDD report records a requirement for 2,045 residential support services (respite and
regular part-time care). This represents a small decrease of 70 (3.3%) since 2009, and a cumulative
decrease of 84 since 2008, but the level of demand is still higher than the years from 2005 to 2008
(see Table 2.1). This significant level of need persists even though there were over 5,000 people
availing of residential support services in 2009.

209 day support places (this figure excludes multidisciplinary support services and services provided
by early intervention teams). The number of new day places required has been decreasing since NIDD
data were first reported in 1996 and is now at its lowest since the database was established. This
number does not include the 908 young adults who, as they approach the age of 18, were preparing
to leave the education system to take up a range of training and supported/sheltered employment
opportunities which, traditionally have been funded by the health sector.

Page | 26



V/ALUE FOR MONEY AND Final Report
POLICY REVIEW OF

DISABILITY SERVICES

e 169 individuals who were living in psychiatric hospitals in 2009 have been identified as needing to
transfer from these locations to more appropriate accommodation.

e  Of those in receipt of services in 2009, 11,564 people required alternative, additional or enhanced
services in the period 2010-2014, a decrease of 259 (2%) since 2008. This group included people who
required an increased level of service provision, increased support within their existing services,
transfer to more appropriate placements or a service change to coincide with transition periods in
their lives, for example, movement from child to adult services, or from education to training and/or
employment placements.

In summary, to address the required service changes for people with intellectual disability over the next
5 years:

e 9,998 people who are accessing day services will require a change of service or an enhancement in
their existing service. Health-funded services are required by 6,934 individuals (69.3%), employment
services are required by 1,279 individuals (12.8%), education services are required by 1,121 individuals
(11.2%) and generic services are required by 664 individuals (6.6%). Of the 1,121 service changes
required within education, 861 (76.8%) are requirements for an alternative service and 260 (23.2%)
are requirements for an enhancement of the individual’s existing service. A large proportion of the
1,449 individuals who were attending special schools in 2009 require adult day services within the
period 2010-2014. Of this group, over one-quarter (395 individuals) require rehabilitative training,

329 (22.7%) require vocational training and 158 (10.9%) require activation programmes.

e 3,055 residential places will require changes or enhancements.

e 1,625 residential support places will require changes or enhancements.

Figure 2.1:  Future full-time residential service requirements of individuals receiving no residential service, 2005-2009
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Source: NIDD, 2005-2009
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Table 2.1:  Trend in future residential support service requirements of individuals receiving no residential support
services, 2005-2009

Foster care 2 4 4 2 2
Lives independently 73 86 93 77 60
Living semi-independently 310 316 328 334 352
Holiday residential placement 164 180 172 166 152
Crisis or planned respite 1,039 1,102 1,255 1,290 1,272
Occasional respite care with host family 100 96 88 94 94
Shared care or guardianship 7 6 8 11 9
Regular part-time care (2/3 days per week) 29 30 19 16 16
Regular part-time care (every weekend) 12 9 9 11 10
Regular part-time care (alternate weeks) 11 12 10 10 8
Other residential service 83 101 84 98 115
Overnight respite in the home 10 12 18 20 25
All services 1,840 1,954 2,088 2,129 2,115

Source: NIDD, 2005-2009

Despite high levels of service provision in 2009, there remained a significant demand for new and enhanced
multidisciplinary supports. Three-quarters (19,413 individuals) of the population registered on the NIDD
require a new or enhanced multidisciplinary support service in the period 2010-2014. There was substantial
demand for all the therapeutic inputs, in particular psychology, speech and language therapy, and occupational
therapy.

The service demands identified in the 2010 NIDD report outstrip current resources. In the medium term, based
on the profile of people currently in receipt of services, together with population growth estimates, it is
expected that the increased demand for intellectual disability services will continue.

A HRB study by Kelly et al (2009) outlines key trends in specialised health service use and need by those aged
50 years and over who are registered on the NIDD. It includes data on demographics, service use and future
need. Census data was used to compare life expectancy and morbidity in older age groups in the general
population with those of people aged 50 years and over registered on the NIDD. The main findings from the
analysis were:

e Inthe period 2003-2007, the number of people aged 50 years and over registered on the NIDD
increased by 11% — from 3,869 in 2003 to 4,279 in 2007.

e  Over the 5-year period 2003-2007, the number of males exceeded the number of females in every age
group except for the 50-years-and-over group. In this cohort, the number of females exceeded the
number of males by 8%, indicating that females with an intellectual disability are more likely to live
into old age than their male counterparts (see Figure 2.2).
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e In 2007, the proportion of people aged 65 years and over registered on the NIDD (3.8%) was
significantly less than that in the general popula