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Conference Opening: Frank Fahey TD, Minister of State, 
Department of Justice Equality and Law Reform 

Introduction 

As Minister of State with special responsibility for disability equality, I am delighted to be 
here today to open this conference. I welcome the theme of this conference, which 
focuses on disability research that can input into policy, and I especially welcome the 
speakers and participants from abroad who are here today to share their knowledge and 
expertise with us. 

The Commission on the Status of People with Disabilities highlighted the need for sound 
knowledge and recommended that a National Disability Authority should be given a 
specific remit on disability research. The National Disability Authority was established on 
12 June 2000, along with the launch of a mainstreaming approach to service delivery for 
people with disabilities. 

The principal function of the NDA is to advise my Department on developments relevant 
to policies that affect persons with disabilities. It also has functions in relation to the 
development and monitoring of standards, preparation of codes of practice, and, relevant 
to the theme of this conference, to engage in research and assist in the development of 
statistical information. My Department makes significant resources available to enable the 
NDA to carry out these functions, including its research brief. 

In this context, I also welcome the NDA's approach of consulting with all stakeholders in 
discharging its brief. Such consultation is essential if tangible results are to be achieved 
for the people with disabilities living in this country. 

The uses of research for policy-making 

Research information and research evidence can inform policy in a number of ways. To 
start with the obvious, it can inform policy by gathering information on the big picture, 
looking at the overall well being of people with disabilities in key dimensions of life such as 
income, employment and participation in community life. To make sense of this picture, 
we need to identify any differences compared to the rest of the population, examine the 
situation in other countries, and monitor what progress, if any, is being achieved over 
time. Indeed from my previous role in the Department of Enterprise, Trade, and 
Employment, I am aware of NDA research, which showed that only 26% of all people 
with disabilities between the ages of 20 and 64 are in work, compared with 70% of the 
rest of the population. 

Research can also point to emerging trends in society and the social and economic 
environment, which may impact on people with disabilities. For example, as Ireland 
becomes a more multicultural SOCiety, this raises issues on how best to address the needs 
of minority ethnic community members with a disability. 

Furthermore, research allows progress in implementing public policy goals to be 
monitored and shortcomings identified. By exploring the causes of disparities between 
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people with disabilities and others, research can throw the spotlight on priority areas for 
action. 

Finally, and perhaps most importantly, research is an essential tool for basic service 
planning. It can inform us of the level of need, areas of need, the geographical distribution 
of need, and project how needs will change over time. We can also evaluate current 
policies, consider best practice models and how these might be adapted and reviewed to 
respond to changing trends. 

In this regard, it is very positive to see the NDA's research priorities as Education, 
Employment and Training, Health, Income Adequacy, and Transport, and to see research 
projects including the Attitudes to Disability Survey from 2003, or Towards Best Practice in 
Provision o(Transport Services (or People with Disabilities in Ireland. 

I would also like to mention the NDA's coordination of the European Year of People 
with Disabilities in 2003. The Eurobarometer Survey showed that Irish people had the 
highest level of awareness of disability issues. Of course this brought Ireland great acclaim 
on the European stage, and the NDA played a significant part in this achievement. 

The National Disability Strategy 

As you are probably aware, the Government on 21 September 2004 launched the 
National Disability Strategy. The National Disability Strategy comprises a framework of 
measures that support social inclusion and builds on the existing strong legislative and 
infrastructural framework for equality. 

The Disability Bill establishes a statutory basis for -

the independent assessment of individual needs and provision of related health and 
education services 

access to public buildings, services and information 

Sectoral Plans for six key Departments to ensure that access for people with 
disabilities becomes integrated into service planning and provision 

the 3% employment target in the public sector 

restricting the use of information from genetic testing for employment and 
insurance purposes and a 

Centre for Excellence in Universal Design 

The Sectoral Plans give information on the services, facilities and activities of the 
Departments of Health and Children, Social and Family Affairs, Transport, Environment, 
Heritage and Local Government, Communications, Marine, and Natural Resources, and 
Enterprise, Trade and Employment. They set out a programme for future development to 
support the participation of people with disabilities in SOciety. The outline plans have 
been published in draft form along with the Disability Bill to allow a period of consultation 
and discussion before they are finalised. 

This range of positive action measures will, over time, fundamentally alter the way public 
services are delivered to people with disabilities. 

One of the additional roles for the NDA arising in the Bill includes the establishment of 
the Centre for Universal Design. Universal design is an important aspect of the new 
Strategy because the Centre will promote such principles in the design of buildings, 
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products and electronic systems, so that everyone, to the greatest extent possible, can 
access them. The establishment of the Centre is a major acknowledgement of the role of 
the NDA. 

Information gathering and the Disability Bill 2004 

Historically, the availability of services for people with disabilities has been informed by 
what providers offered, and relied less on any systematic assessment of needs. I am 
pleased to say that significant change is happening in this area due to a number of 
fundamental policy advances. 

The statutory right to an independent assessment of need in the recently published 
Disabilities Bill signals a fundamental change. SystematiC use of data from aggregate 
assessments of need will in turn inform policy makers and service providers. This 
approach builds on initiatives already in place to assess the level of need for services. For 
example, the National Intellectual Disability Database has since 1996 documented the 
number of people receiving intellectual disability services, and has estimated the current 
and prospective service requirements. Similar work is well advanced in compiling the 
Physical and Sensory Disability Database to facilitate the planning of other services. 

Section 12 in the Disability Bill 2004 will oblige health boards to keep records of 
assessments made and services provided to persons with disabilities. This information will 
contribute significantly to planning for the needs of people with disabilities, and planning 
for the priorities identified in providing services for them. 

Information Gathering and the Census 

We need evidence of what works and what doesn't so we can design and deliver services 
and facilities that produce the desired outcomes. If actions are to be as effective as 
possible, if resources are to be directed to where they are most needed, we need a 
reference as to where we are, to determine where we want to be. We need the baseline 
information so we can make the best policy choices within the resources available. 

For the first time, the Census of 2002 included questions on disability status. This was a 
significant development. The Census questions were of necessity short. However, some 
global indication on the prevalence of disability in Ireland was nevertheless gained, which 
allowed for further analysis. It also pointed to the clear need for a more detailed study, 
to inform policy on the basis of more complete data. I am aware that NDA 
commissioned an earlier pilot study in this area. 

I am pleased to say that the Government has agreed to a National Disability Survey as a 
follow-up to the Census 2006 to inform policy planning and provision. 

This is a major policy development. This post-Census survey will be the first of its kind in 
Ireland. The Central Statistics Office are considering the matter and will be working 
closely and in consultation with my Department, other Departments and the National 
Disability Authority to advance this project in the coming months. 
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The Research Audience 

The audience for research undertaken by public bodies like the NDA is wide. At its 
broadest level, it includes everybody with an interest in matters relating to disability in 
Irish society. In making research results available for dissection and debate within civil 
society, research makes an indirect, but nevertheless important, contribution to the 
setting of social and political priorities within the wider community. The presentation of 
research must be accessible by this wide audience involved, particularly those who will 
use these data to make a difference, either in an advocacy or in a policy-making role. 

It is useful to consider the practical issues facing decision-makers and policy-makers and 
the questions they have when framing the research questions for a study. Research needs 
to offer practical, implementable outcomes based on where the policy as it is now and the 
wider context of which it forms part. 

Conclusion 

In conclusion, I want to thank the NDA for bringing everyone together for this interesting 
and important conference, including several specialists who travelled here from overseas. 
I hope you will be having very fruitful discussion during the day, and am looking forward 
to productive research on issues of importance to the lives of people with disabilities, and 
to research, which informs actual policies in a timely and cost-conscious way. 
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Many Facets of Disability Data: Purpose, Measures and 
Uses 

Dr Jennifer H. Madans 
Associate Director for Science 
National Center for Health Statistics (NCHS) 
USA 

Orientation of this Presentation 

Using experience from work on Washington Group to give a perspective on disability 
data and the importance of: 

• Purpose 

• Measures 

• Uses 

International Activity Related to Disability Measurement The 
Washington Group 

City Groups operate under the aegis of the United Nations Statistical Division (UNSD). 

They are informal groups of experts primarily from national statistical authorities who 
meet to address important problems in statistical methods. 

Groups are named according to the location of the first meeting - we are called the 
Washington Group. 

Context 

These activities are taking place within: 

The United Nations recommended Standard Rules as adapted by the United 
Nations General Assembly in December, 1993 

The recently published International Classification of Functioning (ICF) from the 
World Health Organization (WHO) 

Washington Group: Purpose 

Our main purpose is the promotion and co-ordination of international co-operation in 
the area of health statistics by focusing on disability measures suitable for censuses and 
national surveys. which will provide basic necessary information on disability throughout 
the world. 

I I 
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Current Problem 

Currently national censuses in developing countries use one of three types of questions 
that provide widely differing estimates of national prevalence of disability. Questions 
include: 

A. Generic question about the presence of a condition 

B. Generic questions about the presence in the household of a person with a 
disability followed by a list of impairments 

C. Checklist of impairments 

Variety in National Estimates 

Developing Countries: Developed Countries: 

Cyprus - 4.0% 

Uganda - 1.2% 

Nigeria - 0.5% 

United Kingdom - 12.5% 

Washington Group: Objectives 

Develop a small setls of general disability measures 

Recommend extended setls of items to measure disability as components of 
population surveys I supplements 

Address methodological issues associated with disability measurement 

To meet these objectives, it is first necessary to: 

Put some order into the discussion of disability measurement 

Clarify the purpose of data collection in order to identify appropriate measures 

Understand choices being made when time, expenses and respondent burden limit 
number of questions 

It is important whether measuring internationally or nationally to understand the purpose 
of the data collection process. 

Purpose helps focus the way measures will be approached. First meeting of Washington 
Group demonstrated a large number of purposes that countries have for disability data 

Washington Group Identifies 3 Primary Purposes for Disability 
Data 

a) Service Provision 

b) Monitoring functioning in the population 

c) Assess equalization of opportunities 
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A. Purpose: Service provision 

Seeks to identify those with specific needs, usually the most serious problems 

Requires detailed information about the person and the environment 

B. Purpose: Monitoring Functioning in the Population 

Seeks to identify all those with activity or participation limitation 

% 

Population Reporting Work Limitation 

25 ~--------------------------------------------

20 

15 

10 

5 

o 
2005 2010 2015 2020 2025 

c. Purpose: Assess Equalisation of Opportunities 

Seeks to identify all those at greater risk than the general population for 
limitations in activity or participation. Disability as a demographic 

% Employed 

El Non-disabled III Disabled 

Linking Purpose with Measurement 

To facilitate this process the Washington Group developed the Disability Measurement 
Matrix: Conceptual matrix linking the purpose of a disability measure with conceptual and 
methodological aspects of measurement. The ICF model was used as a framework in 
developing disability measures by providing a conceptual model of the components of 
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disability. The matrix helps us identify the types of questions (topic and format) that could 
provide information to satisfy a particular purpose. 

Empirical Matrix 

The Washington Group also developed an Empirical matrix: An evaluation of the 
characteristics of general measures currently in use according to the dimensions of the 
purpose matrix. This has provided information on the areas where there are gaps in data 
to satisfy various purposes for disability data use 

Second Step 

Using the tools just described" facilitates the development of measures. Understanding 
that disability is multidimensional and recognizing that there is no "true" measure of 
disability frees the researcher to develop measures that reflect the multi-dimensions and 
to focus on those dimensions relevant to the purpose 

Examples of the Purpose- Measurement Connection 

Purpose: Service Provision 

Focus: identify those who need services 

Measure: need for help or receipt of help with self-care; presence of certain kinds 
of impairment such as blindness 

Purpose: Equalization of Opportunity 

Focus: identify those "at risk" of not being able to participate in education, 
employment opportunities 

Measure: limitations in functioning that can create problems unless there are 
environmental accommodations to modify those limitations; such as, presence of 
walking limitations 

Differences Between Administrative and Survey Data 

The focus here has been a discussion of census or survey data primarily. In those 
contexts asking questions of a respondent by whatever mode. 

However, another source of data is administrative records including. for example: 

Service organization participants 

National registries 

Recipients of government provided health or income benefits 

Administrative data reflects everyone that participated or who were recorded by 
the administrators of the program. 
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The definition of disability will be determined by the organization of the program and will 
vary across program. The data from an organization to help persons who are blind will 
only reflect the persons who meet the definition of blind and who are interested in 
participating in the program. 

Other Measurement Issues 

Excluded Populations - persons in long term care facilities, prisoners, homeless 
persons are frequently excluded from surveys and aren't always captured in censuses. 

Children - circumstances of children's lives are very different from adults and questions 
that capture aspects of disability among adults may not be useful among children. 

Use of Data 

Keys to using the disability data that is produced: 

Don't expect that one set of measures can satisfy the multiple uses of disability 
data 

Recognize the probable purpose of the measures used in the data and try to 
match your use to the original purpose 

Understand the differences between administrative data and survey data and how 
that effects use 

One Set of Measures Can't Satisfy Multiple Uses 

Question set including five questions about self-care and independence: 

Can identify a population with service needs 

Can be used to examine the equalization of opportunity for persons with service 
needs only 

Can help monitor, over time, the increases or decreases in the numbers of persons 
who have service needs only 

Can not be used to examine the equalization of opportunity for others with less 
severe disabilities who do not need help with self-care 

Policy Uses for Disability Data 

Historically, disability data has been used primarily to establish policy about service 
provision for this population 

More recently estimates from censuses, which provide the number of persons with 
disability in a population, have been used to emphasize the need for civil rights 
(equalization of opportunity) as provided by the Americans with Disabilities Act. 

Understanding the measurement purpose and domain (impairment, activity or 
participation) can provide more specificity to answer policy questions, such as: 

IS 
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Survey data can be expanded to understand general environmental factors that can 
be modified by policy changes. 

Education policies can be modified based on comparisons with non-disabled 
population that note differences in educational attainment (both survey and 
administrative data valuable here). 

Next Steps for the Washington Group 

Chose one or two sets of questions for use in censuses 

Review results of methodological testing of general measures conducted in various 
countries 

Test one or two candidate general measures in several countries (particularly developing 
countries) and report results at the next meeting 

Begin work on extended question sets for health surveys or as supplements for other 
national surveys 

Outcomes of the 4th Washington Group meeting in Bangkok 

Draft questions agreed upon conceptually, but wording revisions required prior to pilot 
testing 

New team formed to develop procedures to implement the general disability measure 
( short form) 

Decisions re: development of extended measurement setls 

Draft Questions (general disability measure) 

Response categories: No, some, a lot, unable 

Do you have difficulty seeing even if wearing glasses or are you blind? 

Do you have difficulty hearing even if using hearing aid/s or are you deaf? 

Do you have difficulty walking or climbing stairs? 

Response categories: No, some, a lot. unable 

• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Do you have difficulty remembering or concentrating? • 

Do you have difficulty with (self-care such as) washing all over or dressing? 

Because of a phYSical, mental, or emotional health condition, do you have difficulty • 
(communicating, for example) understanding or being understood? 

Implementation Team 

Questionnaire will be piloted in as many countries as possible (over eleven countries have 
agreed to participate). Protocols are to be developed in 4-month timeframe: 

Objectives and evaluation plan for pilot I cognitive testing 

16 

• 
• 
• 



• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Proceedings of the 3rd Annual NDA Disability Research Conference 

Plan for cognitive testing 

Translation 

Enumerator training 

Sample design issues 

Plan for report (including tabulation and analysis) 

New workgroup formed to coordinate with paid consultant 

Development of Extended Measurement Setls 

Purpose: assessing equalization of opportunities 

Additional questions to be developed in the area of basic activities (related to current 6 
domains and covering additional domains. A module that will go into existing national 
surveys. Paper to be developed examining aspects of participation (P) that are and are not 
covered in current surveys; how environmental factors (E) are to be included; and how 
the "at risk" population identified via the extended set links to P & E 

Meeting Products and More Information 

Full report of meetings posted on the Washington Group website along with 
presentations I papers from the meetings. 

http://www.cdc.gov/nchs/citygroup.htm 

http://www.un.orgldepts/unsd/citygrp 

Long-Range Plan will be available soon 

Publication of key papers in a special issue of Research in Social Science and Disability due 
late Winter 2004 
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Designing and Piloting a Research Instrument for a 
Proposed Irish National Disability Study 

Dr Anne Good 
Senior Research Officer 
National Disability Authority 

Background 

In 2002 the National Disability Authority (NDA) formally proposed that a National 
Disability Study (NDS) be undertaken to establish the prevalence and impact of disability 
in Ireland. Subsequently. the NDA decided that a pilot study was required in preparation 
for the proposed National Disability Study. The report on the pilot exercise forms the 
basis of this presentation. A more detailed report is available from the NDA. The focus of 
the pilot was the development of a survey instrument based on the new WHO 
International Classification of Functioning. Disability and Health (ICF). The contract was 
awarded to a team composed of the ESRI and UCD Centre for Disability Studies along 
with Ms Jacqui Browne, an independent disability consultant. This short summary of the 
project begins by outlining why an accurate picture of disability is needed for Ireland. The 
elements of the study itself are then described. The final section highlights the 
recommendations from the study. 

Obtaining an accurate picture of disability in Ireland: the role of 
the NDA 
Only a partial picture of the prevalence and impact of disability in Ireland is currently 
available and, as a consequenc~, policy and service planning is inadequately informed. Yet, 
as far back as 1996, the Commission on the Status of People with Disabilities identified 
this issue as needing urgent action. 

The National Disability Authority (NDA) was established June 2000 to "promote and help 
secure the rights of people with disabilities". One of the major challenges the NDA saw 
to the successful achievement of its mission was the lack of comprehensive data on the 
lives of people with disabilities in Ireland. To help fill this gap, the Authority 
recommended to government in 2002 that a disability study is carried out in accordance 
with the Commission's finding. An NDS would provide a comprehensive picture of the 
prevalence of disability, going well beyond the aggregate estimates currently available. As 
importantly. it would also probe the labour force status and living standards of those 
affected by disability, their need for health. education and personal social services, their 
participation in different areas of life. and the contextual factors and constraints which 
impact on their daily lives. This would provide a rounded picture of both the prevalence 
of disability and its impact in Irish society as it is currently constructed. 

As preparation for the full NDS the NDA commissioned the pilot exercise, which 
involved the drafting and testing of a disability survey questionnaire. The NDA is 
committed to two core principles in relation to its research programme: a social model of 
disability, and empowerment of people with disabilities (NDA 2000, p. 16-18). 
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The NDA ensured that these principles were honoured during the pilot exercise in a 
number of ways. 

An Advisory Group. which included people with disabilities, was 
established for the project. 

Several expert seminars were organised by the NDA for a range of 
stakeholders. 

A structured consultation process around the pilot survey itself formed a 
key element of the project. 

Most importantly. the NDA identified a new classification system to be the framework for 
the pilot. This was the International Classification of Functioning. Disability and Health 
(ICF). which were developed by the World Health Organization during the I 990s. The 
main innovation was that the ICF incorporates a social understanding of disability and was 
developed in cooperation with international disability organisations. 

The ICF 

The WHO General Assembly formally adopted the ICF in 200 I. Its aim is to provide a 
language and framework for the description of health and health-related states that can be 
used consistently across different countries and settings. Such a framework is obviously 
indispensable if valid comparisons across countries are to be possible, and is also helpful 
in providing a common framework for use by different data collectors in anyone country. 
Without such an agreed framework one is confined to a fragmented set of non
comparable observations. 

Central to the ICF definition of disability is the relationship between the individual (with a 
health condition) and environmental factors (physical, social and attitudinal). If a person 
with a given health condition lives in an environment characterised by barriers at every 
level their performance will be restricted; but if a person lives in a facilitating environment 
this will serve to increase their performance. Although a significant improvement on what 
was previously available. the ICF is not without its conceptual problems and these had to 
be addressed during the pilot. Approaches to tackling the practical problems created by 
these conceptual difficulties are being advanced as the ICF is employed across a variety of 
countries and settings. This still leaves the user with some hard choices and Significant 
uncertainty. 

The Consultation Process 

Consultation with key stakeholders was crucial in deciding which elements of the ICF to 
emphasise. since people with disabilities are uniquely qualified to assess which aspects are 
most salient. Eight groups representing various interest groups in the disability sector in 
Ireland were invited to partake in the consultation process for the pilot. Three over
arching issues of importance emerged from the consultations. 

First, it was apparent that participants believed themselves not fully informed and some 
suggested that the Census itself and/or the proposed survey instrument were impositions, 
despite the fact that they were the direct outcomes of recommendations specifically 
stated in the Report of the Commission on the Status of People with Disabilities (1996). 
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A second issue reflected current debates in disability research. Many participants referred 
to changes in the ways disability is construed and to the treatment of people with 
disabilities historically. They were concerned that these understandings should underpin 
the proposed NDS and remained to be convinced that using the ICF as a framework 
would ensure that this was the case. Third, it was apparent that frustration and scepticism 
about political activity related to disability issues imbued many responses. In brief, many 
did not see a link between the proposed prevalence study and their well being. 

Designing the Main Survey Instruments 

The process of designing the Questionnaire involved a literature search of international 
instruments and recent methodological papers. A key aspect to the design process was 
how best to link the ICF into the questionnaire in terms of the elements to choose and 
the level of detail necessary. Three surveys from overseas were particularly useful to 
initial design. These were the Survey of Disability, Ageing and Carers 200 I, undertaken 
by the Australian Bureau of Statistics; the PALS 200 I Survey, undertaken by Statistics 
Canada, and the New Zealand Household Disability Survey 200 I, undertaken by Statistics 
New Zealand. 

The ICF was used as a conceptual framework in this design process. With the help of the 
consultation process decisions were made on the broad levels to be included. Separate 
questionnaires were developed for adults and children. However, their structures were 
broadly similar and were derived from the ICF. Table I shows the components of the 
questionnaire. 

Table I: Components of the Questionnaires in ICF domains 

I I BocI~ Functions & sictures ~---rl-----
I, Vision I Hearing ! Speech ! Breathing I Pain 1 

Activities & Participation ! 

I Commu-ni-ca-t-io-n--'i-M--O-b-il-ity---' I Agility I Self Care I 
I i MajOr Life Areas I ,:1 

I Education I Employment I leisure I Social Participation . 

I 'Environ~ental Factors ' t 

~oducts Technology I Support & Relationships Attitudes I Services, Systems and pOlicies_J 

Source: adapted from Browne et 01, 2003:49, Table 15 

The main differences between the adult and child questionnaires related to issues such as 
marital status; labour market experience; transportation and driving; and intellectual 
development. 
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The Screening Stage 

Piloting the main questionnaire required a sample size of about 100 persons who had an 
activity limitation according to the definition applied. This required that the team 
undertake a sifting of the national population to identify relevant respondents for the main 
survey. The filter questions chosen had their basis in the disability filter questions used in 
the 200 I Canadian Census, which was extensively tested. 

In July 2003, the filter questionnaire was administered by telephone to a sample of 953 
households. Counties surveyed were Dublin; Westmeath, Meath; Mayo and Kerry, 
selected to ensure a reasonable rural/urban mix. Random digit dialling was used. Out of 
the 951 households contacted a total of 81 % (770) completed the survey with only 181 
(19%) refUSing to do so. This response is high for surveys of this sort. 

Over 64% of the sample (representing 497 households) was classified as having no one 
with a disability/activity limitation on the basis of the definitions employed (Le. they 
answered 'no' to all four screen questions). A further 30% of households (229 cases) 
recorded I person with a disability while the remaining 6% of households recorded 2 or 
more persons. 

The total number of individuals resident in the 770 households that successfully 
completed the pilot sift was 2,439. A total of 317 of these were identified as having a 
disability. This gives a disability prevalence rate among individuals of the order of 13%. 

Households in which a person with a disability was identified were asked if they would be 
willing to participate in the main survey. Of these, 54% (143) were willing to take part and 
provided contact details while 46% (123) were unwilling to take part for a variety of 
reasons, most frequently because they could see no benefit to so doing. 

Piloting the Main Questionnaires 

The main survey was implemented on a personally administered basis by interviewers 
visiting the respondents in their own home. In general, there was a very positive 
response to the survey with very few problems arising. 

A total of 88 of the 93 interviews with adults were completed directly by the respondent. 
One interview was a facilitated interview (the respondent was present but was assisted in 
completing the interview by a parentlguardianlfacilitator) and four interviews were 
completed by proxy. The average duration of the adult interviews was just under 40 
minutes. 

Only I of the 13 child questionnaires completed was based on direct responses from the 
child, the remainder being conducted with the parent or guardian of the child. The 
average length taken for completion was 41 minutes. 

In order to learn more from the pilot exercise, the respondents' reactions to the survey 
were investigated in a structured way on both the adult and child questionnaires. A total 
of 90 out of the 106 respondents completed the feedback section of the questionnaire. 
These responses were then analysed along with those from the interviewers. 

Training of Interviewers, Feedback and Issues Arising 

The NDA took the view that interviewers would need some specialised training in 
interviewing persons with a disability, both to ensure the interaction was appropriately 
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sensitive and to maximise the quality of the response. This element was therefore 
included in the pilot through a half-day special briefing session by the team. 

High levels of satisfaction with the interview process were recorded in terms of courtesy, 
clarity and pace, and relevance of the content. However, 6% of respondents expressed 
some level of dissatisfaction with the relevance of the questionnaire. The sensitivity of the 
questions appears not to have been a problem. Of the 88 respondents who answered this 
item, only 3 said that they were uncomfortable with particular questions. One mentioned 
age, two mentioned the questions on financial situation, and one noted that 
depression/mental illness was a sensitive topic generally. 

When respondents were asked about issues not covered, some useful comments were 
received. Over one-third of respondents mentioned at least one issue that was relevant 
to their situation. There was no clear pattern - each issue tended to be mentioned· by 
only one respondent. In view of the length of the questionnaire, it was proposed that the 
potential issues could form the basis of further consultation prior to fielding the survey 
nationally. 

Interviewers reported experiencing no particular problems in the field arising from the 
specific nature of the survey. No particular problems for those who responded were 
raised in the respondent reaction section to the survey. In addition, an ex post 'spot 
check' on approximately 15% of respondents was carried out and revealed no problems. 
On this basis, the overall assessment was that a survey of this type could be feasibly 
conducted by fieldworkers drawn from a panel of interviewers trained and experienced in 
work on general surveys oriented towards the social sciences, given appropriate training. 

Finally, some minor issues relating to the precise wording of specific questions on the 
pilot questionnaire were identified. Having made these minor amendments, the team 
believe the questionnaire as piloted provides a sound base for a full-scale national 
disability study. 

Recommendations 

The team's overall assessment of the pilot exercise was positive. The questionnaires 
appeared to have worked well; response rates were high and the actual interviewing 
stages themselves (both sift and main survey) were positively received by the populations 
in question. 

In developing both the sift and main questionnaires the team drew substantially on 
international experience. The framework of the ICF greatly facilitated the process and 
would provide data for Ireland that would be internationally comparable. The team 
recommended that the instruments developed for this pilot exercise, or some closely 
related derivative thereof, would be used in any future national disability survey. 

The feedback from both interviewers and respondents on the operational feasibility, 
clarity, length, content and relevance of the main instrument was positive. The main 
questionnaire seemed to have worked well and to have delivered the sort of ICF
consistent information necessary to allow Ireland to provide internationally comparable 
details on disability incidence and characteristics - although the detailed mapping of such 
results onto the ICF is still being developed internationally. 

A national disability survey comprises two stages: the first is the identification of the 
relevant sub-population of persons experiencing a disability, while the second stage 
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involves interviewing such people in depth. For the first stage, one option would be to 
use the telephone sift approach adopted in the first stage of this pilot exercise. This 
would be resource intensive in terms of time and labour required, but could effectively 
generate the sample for in-depth interview. The main advantages of using a survey sifting 
approach to generate the sample for main interview would include flexibility in terms of 
the number of questions specifically oriented towards the topics under consideration that 
could be included. The main disadvantages relate to sampling errors and related 
confidence intervals, as well as resource and budgetary implications. 

An alternative would be to use the national Census of Population for the sifting stage, by 
including a small number of relevant questions on the Census form. This approach would 
have a number of distinct advantages viz.: 

disaggregated analysis of the data would be feasible. This might include a 
detailed spatial as well as sOcio-demographic breakdown 

related information from the Census form on household characteristics 
could be incorporated into this analysis 

descriptive statistics from a population dataset of this nature would not be 
subject to sampling error 

the national census would provide an almost perfect sampling frame for a 
subsequent in-depth sample survey of disability in Ireland 

The disadvantages of a census approach to generate the initial target sample would 
include the following: 

the size of the Census form would be very limiting in terms of the number 
of sifting questions included and the related intensity of data collected 

there is the danger that inclusion of additional questions on a census form 
would adversely impact on overall response rates to the national census 

Finally, there is the issue of timing: with the next Census due in 2006, 
results from an in-depth follow-up survey would not be likely to be 
available before 2008 

On balance, the research team was of the view that while the sample survey approach for 
sifting purposes would be operationally feasible, the census-based approach to generating 
the main sample for interview had significant advantages. However its impact on Census 
response rates would have to be assessed in pre-testing of the Census. Such testing 
would be an essential preliminary stage to use of the 2006 Census of Population for 
screening purposes. In addition, the practical issue of when results are needed would 
clearly play a role in deciding whether to employ a surveyor Census-based sift. 

In operational terms the implementation of both surveys (i.e. the sift and main survey) did 
not pose any major technical or practical problems. The team found that the survey could 
be implemented by experienced interviewers from the ESRI's national panel, having 
provided them with appropriate advance training or briefing. 

The overall conclusion from the pilot exercise was that a national disability survey taking 
the ICF as frame of reference is eminently feasible and that the instruments developed in 
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the course of the pilot project could serve that purpose with very minor amendments. 
The obstacles, if any, to carrying out such a full-blown exercise - an exercise which the 
NDA believe would be very valuable indeed - are thus not technical in nature. 
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Survey of Students with Learning Difficulties and/or 
Disabilities in 2nd Level Schools in the Republic of Ireland 

Anne Heelan 
Director 
Association for Higher Education Access and Disability (AHEAD) 

Introduction 

This paper will examine the results of the only survey conducted into the participation 
rates of students with disabilities in second level education in the Republic of Ireland. 

Summary 

Overall, 99% of second-level schools had an enrolment of students with 
one or more disabilities 

The educational development of students with disabilities was adversely 
affected by their disability, by lack of family involvement and by socio
economic disadvantage 

Although a greater number of students with disabilities were enrolled in 
the Junior Cycle compared with other students. only 27% went forward to 
Leaving Certificate level 

Students with disabilities took considerably fewer subjects at Higher level 
and a considerably greater number at Foundation level 

Only 17% of all second-level schools were estimated to be fully accessible 

Although almost two third of all second-level schools were multi-storey, 
only 14% of these were equipped with a lift 

In terms of professional assessment, students with more obvious 
disabilities were more likely to be assessed. Assessment rates for students 
with less obvious disabilities was noticeably lower 

The number of contact hours between specialist teachers and students 
with either a visual or hearing impairment was less than one hour per 
week 

Only 4% of all second-level schools had formulated written school plans 
for students with disabilities 

The most available educational support available in schools was remedial 
teaching, the least available, care assistants 
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Recommendations 

Specialised supports need to be made available in second-level schools to 
ensure that more students with disabilities progress to the Leaving 
Certificate examination 

Students in second-level schools need to be professionally assessed in 
terms of their educational needs rather than on the basis of their disability 

Second-level schools need to be evaluated in terms of their accessibility to 
ensure that they are not presenting physical barriers to students with 
disabilities 

All second-level schools should formulate written school plans in relation 
to students with disabilities 

The provision of specialised teaching for students with hearing or visual 
impairments needs to be increased 

Introduction 

Disability is a major issue faced by society in Ireland today. Debates over the provision of 
services, the funding of those services and questions as to how to promote social 
inclusion present some of the most pressing contemporary concerns and issues. The 
education of our children is of primary concern to all, Government, policy-makers, those 
working within the education system and of course, parents and their children. 

One of the aims of the Education Act is to ensure that all children with special 
educational needs are provided with an appropriate education as a constitutional right. In 
order to achieve this aim, it is necessary for all those involved in education to promote 
access and participation within the education system and to ensure that those students 
who gain access benefit from that education. 

For a student with a disability to participate fully and remain within the education system, 
there may be a need to provide additional supports and services to facilitate the student's 
learning. It is in all our interests that students with disabilities remain at school to 
complete their education. It is in this way that they will best achieve their potential and 
take their place as active participants in our SOCiety alongside other citizens. It is the 
responsibility of all to ensure that obstacles to education and learning are, as far as 
pOSSible, removed. 

Background 

Special Education in the EU and the Republic of Ireland 

Special education within the EU is delivered through a wide range of systems, ranging 
from full integration in mainstream schools to segregation within specialised residential 
settings. Some EU Member States rely more heavily on special schools for students with 
disabilities than others. As in Ireland, access to these special schools is only gained 
through a system of mandatory assessment procedures. Most European countries provide 
education for students with disabilities within the context of mainstream schools, either 
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in special classes or in fully integrated classrooms using a modified curriculum. The EU, in 
fact, through it's 1990 resolution recommends that full integration within mainstream 
education be considered as a first option whenever possible. 

The Department of Education in the Republic of Ireland also recommended that 
education for students with disabilities be delivered within mainstream schools where 
possible in the 1993 SERC Report and the Education White Paper in 1995. 

The Commission for People with Disabilities (1995), the Irish Committee on the Rights of 
the Child (1996) and Partnership 2000 further endorsed the principle of integrated 
education with appropriate supports in reports 

In the Republic of Ireland, the education of children with disabilities between the ages of 
four and eighteen is delivered in special schools, in special or integrated classes in 
mainstream schools or in schools which have been designated as disadvantaged by the 
Department of Education and Science. 

There are a total of 761 schools in the secondary sector in the Republic of Ireland, 63 of 
which contain a Special Education Unit. All special schools in the Republic are designated 
as national or primary schools, staffed by primary teachers. Second-level subject specialist 
teachers are not normally permitted to teach in these schools even if they have a 
qualification in special education. In the 1997/98 school years, 6,965 students with 
disabilities enrolled in these special schools in Ireland. In the same school year, 15,700 
students with disabilities enrolled in second-level schools, representing 4.3% of the total 
enrolment of all students. 

SERC Report and Government White Paper Recommendations 

The most comprehensive and influential report to date on special education provision in 
the Republic of Ireland has been the Report of the Special Education Review Committee 
(SERC) submitted to the Minister in 1993. The brief of this Committee was to report and 
make recommendations on the educational provision for children with special needs in 
terms of the incidence of such pupils, their professional assessment and the most 
appropriate forms of educational provision and support service. 

The recommendations outlined in the SERC Report in 1993 played a central role in 
guiding the formulation of Government policy and planning on special education. The 
main principle embodied in the Report is the right of the child to an education 
appropriate to its needs, provided through a continuum of educational services. 

Although recognising that it may be necessary for some students with serious disabilities 
to be educated in special schools, the Report recommends that, where possible, students 
are educated alongSide their non-disabled peers in mainstream schools. 

The problems experienced by some schools in relation to the physical accessibility of the 
buildings was noted in the Report and it was recommended that the Department of 
Education ensure that funding is made available to school managers so that they modify 
school buildings or make them accessible. 

The Government White Paper also recommended that the School Psychological Service 
be expanded so that students with special needs have access to assistance if needed. The 
SERC Report highlighted the need for additional specialist staff support where required as 
well as material aids and specialised materials. In-service training for teachers of special 
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classes should be provided as appropriate and students should have access to adapted 
materials, teaching methods and curricula. 

The SERC Report and the White Paper recommended that all schools develop policies 
and plans in relation to it's provision of special education and highlighted the necessity of 
parental involvement in decision-making in relation to their children's education. 

More Recent Developments 

The issue of special education has received a greater degree of attention in the past 
decade and the move towards inclusion within mainstream schools is viewed as being a 
more egalitarian and democratic approach. In addition to progress in legislation, a number 
of reports have been commissioned and a number of expert groups have been 
established. 

Although considerable progress has been achieved in the Republic of Ireland, there is very 
little research or statistical data available to demonstrate how effective or cohesive the 
implementation of policies on special education has been. 

One relevant source of information has been the Department of Education and Science 
'Summary of All Initiatives Funded by the Department to help Alleviate Educational 
Disadvantage'. In addition to prOViding basic data on educational inclusion, the Summary 
of Initiatives also gives a brief status report on the implementation of recommendations 
from a number of reports, task forces and advisory committees as follows: 

Task Force on Autism 

Now officially recognised as having specific educational needs, children with autism are 
now taught in well resourced, dedicated classes, the number of which have been 
increased to more than eighty over the last two years. 

Advisory Committee on the Education of the Hearing Impaired 

This Committee is to review the adequacy of provision of educational support services to 
students with hearing impairments and will make recommendations as to the required 
development of the service. 

Task Force on Dyslexia 

The Minister has allocated funding of £2m to a pilot project in which eligible students 
from 31 schools will be assisted to purchase laptop computers and appropriate software. 

National Centre for the Visually Impaired 

Proposals for the development of a National Centre to deliver a range of profeSSional 
support services for the visually impaired are under consideration. Based in Drumcondra, 
the Centre would provide services to students around the country on an outreach basis. 
A project team is to assess the project. 
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Cyber Campus Pilot Project 

In 2000 the Cystic Fibrosis Society of Ireland received funding of £250,000 for an 
innovative programme, which will provide on-line education, and training for students 
with Cystic Fibrosis in their homes. 

National Educational Psychology Service (NEPS) 

A review of the psychological services for students with disabilities in 1998 found that the 
provision was limited and lacked consistency (A National Education Psychological Service
Report of Planning Group 1998). The Group recommended that a comprehensive National 
Educational Psychological Service be developed in the education sector with special 
attention being given to students with disabilities. 

NEPS plays a key role in determining access to resources and services for students with 
disabilities since this access is currently contingent upon the outcomes of psychological 
assessments. In 1999, the Government agreed the establishment of the new NEPS, laying 
down a five-year plan for the recruitment of additional with target of 200 psychologists by 
2003 so that the service may be made available to all schools. 

Although the number of educational psychologists has increased, this target has still to be 
achieved and the Task Force on Dyslexia indicates that there is a backlog of cases and 
also report difficulties in accessing psychological assessments. This Task Force also notes 
the shortage of postgraduate places in Ireland for educational psychologists with only six 
places being available at the time of writing. The Report of the Task Force on Autism 
believes that 200 psychologists will be insufficient in undertaking the intensive individual 
work required for students with ASDs. 

Policy into Practice 

Whilst there has been a considerable move towards inclusion reflected in legislation and 
policy documents on special education, there appears to be a lack of corresponding 
coherent, nation-wide policy in terms of implementation. Existing studies and reports 
from the task forces point to the arbitrary and patchy nature of the implementation 
throughout the country, with each stakeholder in the process having to negotiate the 
post-primary system on an individual basis. 

While much of the new legislation articulates the need for inclusion, some studies suggest 
that the required infrastructure is not there and that many of the barriers to inclusion 
within the education system remain unaltered. 

The Report of the Task Force on Autism also notes that the level of support available at 
primary level is not carried on into post-primary education and that there is 'considerable 
delay in procuring this provision'. 

A significant positive development however was the decision in 1998 by the former 
Minister to give schools special support teachers and/or special needs assistants if they 
could demonstrate that the school had a need. 

In terms of curricular reform, the Department aims to enhance the relevance of the 
curriculum and encourage students to remain in the system to complete their education. 
This aim may be limited. however by the lack of prescribed curricula for students with 
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disabilities and by the continued focus on state examinations as a measure of assessing 
academic achievement. 

The AHEAD Survey 

The purpose of the survey was to assess the incidence and characteristics of pupils in 
second level schools who are experiencing learning difficulties and/or disabilities. In total, 
373 schools throughout the country participated in the survey, 63 of which contained 
Special Education Units. The survey included all second~level students in special education 
classes/units in mainstream schools. A total of 275 (74%) of schools returned completed 
questionnaires. 

Main Findings 

Range and prevalence of disabilities in second~level schools 

Overall, 99% of all schools reported having an enrolment of students with 
one or more disabilities, with specific learning difficulty and psychological 
problems ranking highest among students. 

Of the 366,200 students enrolled in second-level schools for the 1997/98 
school years, 15,700 had one or more disabilities. This represents 4.3% of 
the total student enrolment for this year 

Results for the incidence of disability types indicated the following order 
of prevalence. specific learning difficulties (35%). psychological problems 
(14%), mild and moderate learning disability (11%), attention deficit 
disorder (9%), asthma (6%), other Significant health conditions (6%), other 
disabilities (5%). hearing impairment (4%). physical disability (4%). 

Four types of disability accounted for over three quarters of the 
disabilities reported in the Survey. These were: specific learning difficulties 
(35%). psychological problems 14%), mild and moderate learning disability 
(I 1%) and attention deficit disorder (9%) 

Vocational schools had the highest enrolment of students with disabilities 
(5.3%) followed by community/comprehensive schools (4.3%) and 
secondary schools «3.9) 

The percentage of students with disabilities in schools with Special 
Education Units (SEUs) was 6.7% 

Educational Development of Students with Disabilities 

The educational development of 69% of students was adversely affected by 
their disability with the severity of this effect being in direct proportion to 
the number of disabilities experienced 
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The educational development of 19% of students with disabilities was 
adversely affected by lack of family support. The incidence of this effect 
increased to 29% in students with multiple disabilities 

The educational development of 19% of students with disabilities was 
adversely affected by general community socio-economic disadvantage 

The professional Assessment of Students with Disabilities 

In general, students with learning disabilities have been assessed by an 
educational psychologist prior to their admission to SEUs 

In the school year 1997/87, 64% of all second-level students with 
disabilities were professionally assessed 

The pattern of profeSSional assessment indicated that the more obvious 
the disability. the more likely the student is to be assessed. The 
assessment rates for those students with less obvious disabilities was 
noticeably lower 

In schools with SEUs, the average rate of profeSSional assessment was 
72%, which was significantly higher than for those schools without such 
units (62%) 

Special Education Provisions 

Teaching Resources 

The following teaching resources were available to students with 
disabilities in second-Jevel schools: remedial teaching (58%), small group 
withdrawal (46%), reduced timetable/subjects (33%), counselling (32%). 
and individual tuition (28%) 

Teaching resources were well utilised by students with disabilities: 
remedial teaching (83%), small group withdrawal (77%). special classes 
(69%). counselling (66%) and reduced timetable/subjects (64%) 

The most frequently available educational support available in second·level 
schools was remedial teaching (94%) and the least available was care 
assistants (67%) 

The number of contact hours between specialist teachers and students 
with either visual or hearing impairments appears to be no more than an 
hour per week 
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Physical Access 

School Principals estimated that only 17% of all second-level schools were 
fully accessible with schools with SEUs being more accessible than those 
without SEUs 

Almost two thirds of all second-level schools are multi-storey and only 
14% of these are equipped with a lift. Just over half of SEUs are multi
storey and less than half of these have lifts 

Exam Arrangements 

Special provision for Sitting in-house examinations was the type of learning 
support most frequently made available by second-level schools to 
students with disabilities 

Second-level schools with SEUs provided access to a greater number of 
facilities for sitting examinations than did other schools 

The examination facility most frequently requested by students was that of 
alerting examiners to issues of readability 

Educational Attainment of Students with Disabilities 
A greater number of students with disabilities (70%) were enrolled in the 
Junior Cycle compared with other students (56%) 

Only 27% of students with disabilities were enrolled in the Senior Cycle 
compared with 34% for the general student population 

Students with disabilities took conSiderably fewer subjects at Higher level 
(104%) and a conSiderably greater number at Foundation level (4%) 

Students registered in SEUs took considerably fewer subjects at Higher 
level (104%) and a considerably greater number of subjects at Foundation 
level (4%) than their peers with disabilities 

The only students from the sample taking the more flexibly assessed 
Junior Certificate Schools programme were the estimated 200 students 
registered in SE Us 

Integration of Students with Disabilities 
The principals of almost half of the 63 second-level schools with SEUs 
estimated that students registered in SEUs were fully integrated in the 
social and educational activities of the school 
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Only 4% of second-level schools had formulated written school plans for 
students with disabilities. This figure increased to 13% in the case of 
schools with SEUs. 

Results indicated that 61 % of second-level schools involved parents of 
students with disabilities in decisions about their children's education. 
Schools with SEUs reported a higher degree of parental involvement (73%) 
in comparison to other second-level schools (60%) 
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Meeting the Challenge of Challenging Behaviour 

Sheila Kissane 
Senior Psychologist, South Eastern Health Board 

Dr Suzanne Guerin 
Dept of Psychology. University College, Dublin 

Background 

This presentation is based on a comprehensive review that was commissioned and 
undertaken by the South Eastern Health Board in 2003/2004. The review sought to 
develop a policy framework and vision for the development and delivery of services for 
people with intellectual disabilities and challenging behaviour. Central to the review was 
the need to consider the views and experiences of a number of key stakeholders 
including; service users, parents, schools and service providers, SEHB staff and service 
planners. Research in evidence-based treatment approaches and models of best practice 
in service provision to meet the needs of people with intellectual disabilities and 
challenging behaviour, including those with co-occurring mental disorder was also an 
integral part of the review. This paper will present the methodology and data from the 
review and highlight the key findings. 

Two working groups were established for the review. One group was established to 
specifically consider the needs of those who are placed outside the region or who are 
without a service because of challenging behaviour. An additional sub group was 
established to consider the needs of people with intellectual disabilities and challenging 
behaviour who have a co-occurring psychiatric disorder (dual diagnosis). Given, that there 
is a limited time for this presentation, the key findings of these sub groups will not be 
discussed in detail in this paper but some of the main recommendations will be 
highlighted. 

Introduction 

Challenging behaviour amongst people with intellectual disabilities can significantly 
interfere with their quality of life, the quality of life of other service users and those who 
live with and care for them. Those with inte"ectual disabilities and challenging behaviour 
may be excluded from schools or day services. They may be prescribed high levels of 
medication to control their behaviour. Their families may reach 'breaking point' and 
request alternative residential provision. Many people with intellectual disabilities and 
challenging behaviour have additional mental health needs that require specialist 
psychiatric intervention. Challenging behaviour has led to an increased demand for 
specialist services. The 'challenge' is to establish a pattern of service that will respond 
effectively to the needs of people with intellectual disabilities and challenging behaviour. 

This review is based on the key values and principles outlined in the United Nations 
(1975) Declaration on the Rights of Disabled Persons and the Health Strategy (2002). The 
first principle is based on the recognition of the human rights of all people with disabilities. 
People with disabilities have the right to enjoy a decent and normal and full life as 
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possible. The second principle is based on equality and equity. People with disabilities must 
be recognised and treated as having equal status with all other citizens. All people with 
intellectual disabilities, including those with challenging behaviour should have fair access 
to services. Individualised and person-centered supports will be needed to ensure the 
participation of all persons with disabilities. People with intellectual disabilities should be 
consulted about their needs; involved in decisions about services they receive and able to 
exercise choice wherever possible. A person-centered service is organised and provided 
around what is important to the service user from their perspective. There should be 
quality services and interventions to support people with intellectual disabilities and 
challenging behaviours that are based on current best practice and research. Service 
provision should be responsive to service user needs and based on providing the best 
personal outcome for the individual, which will eventually lead to an improvement in the 
person's quality of life. 

The values that underpinned the review are based on a positive approach philosophy in 
which all individuals are treated with dignity and respect. People's behaviour usually 
changes for the better when they are supported to live in a manner that better meets 
their needs. The focus of the positive approach is on building competencies and creating 
opportunities and offering choices that help each person live a fulfilling life. The positive 
approach assumes that all behaviour has a meaning and that an individual's behaviour can 
be a method to communicate needs and wants. We need to understand what the person 
is trying to communicate to us through their challenging behaviour, and then aim to teach 
the person more effective ways of communicating the message or alternative skills for 
achieving the purpose. A positive approach involves changes to the environment to 
achieve a better fit with the needs and characteristics of the person. This requires getting 
to know a person, their unique qualities, their personal history and their living 
environment. 

A Challenging Behaviour Project steering group was established by the South Eastern 
Health Board to oversee the implementation of the terms of reference for the review. 
The first stage of the review was to gather information on the current service provision 
for children and adults with intellectual disabilities and challenging behaviour in the SEHB 
Region and to highlight the gaps in service provision. 

The SEHB Region covers five counties, Carlow, Kilkenny, Tipperary (South), Waterford 
and Wexford, with a total population of 412,616. The number of people included in the 
South Eastern Regional Intellectual Disability Database (200 I) is 3284, which represents 
approximately 13% of the general population in the region. There are a large number of 
voluntary organisations (over 25 service providers) providing day and residential services 
in the South Eastern Health Board Region. These include some large organisations, such 
as Brothers of Charity, SOS in Kilkenny and Sisters of Bon Sauveur in Dungarven and 
some smaller service providers such as, Delta Itd in Co. Carlow, CWCW, Enniscorthy 
and a number of Camphill Communities. There are also II schools providing special 
education in the South Eastern Health Board region. 

'Challenging behaviour' is a global term to describe severe problem behaviour that may 
include a variety of behaviours, including physical aggression, self-injurious behaviour, and 
property destruction. The global nature of the term has led to problems of definition. 
Behaviour can only be defined as challenging in particular contexts. For example, physical 
aggreSSion is encouraged in the boxing ring but not in a hospital setting. Different people 
have different ideas about what is 'challenging'. Identical behaviour may be seen as 
challenging by staff in one setting but not in another. Different interpretations of 

38 

• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 



• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
;'. 
• 
• 
• 
• 
• 
• 
• 
• 

Proceedings of the 3rd Annual NDA Disability Research Conference 

challenging behaviour have a major impact on prevalence figures. Chung et al (1996) 
found that the prevalence rate in reported studies usually fell between 8% and 38% of the 
surveyed population of people with learning disabilities. The UK and US studies of 
prevalence rates of challenging behaviour (Quershi. 1994. Emerson. 200 I and Borthwick
Duffy, (1994). are the best available to date on which to base estimates for other 
populations. In these studies. for every 100,000 of the general population. there are 
between 24 and 63 people on average who had an intellectual disability and seriously 
challenging behaviour. 

In many cases, a multiplicity of factors may be important when trying to understand the 
underlying causes of challenging behaviour. Most of the time, when people exhibit 
challenging behaviours, a close look at a person's environment can show us why the 
person is having difficulties. Often. altering the environment to meet a person's need can 
alleviate the distress and the related maladaptive behaviour. Environmental factors may 
include; too few structured activities in place (under-stimulation) or, too much noise or 
activity (over-stimulation); or carers employing inconsistent approaches with service 
users. 

Often a person who is presenting with challenging behaviours has communication 
difficulties and cannot articulate wants and needs. Those with a difficulty expressing 
themselves must be offered any tool available that might enable coml)lunication. Physical 
and mental illnesses need to be accurately diagnosed and treated or ruled out. Physical 
factors. such as, constipation, stomach aches. headaches, addiction problems etc. can lead 
to physical discomfort and distress. A person may present with challenging behaviours as 
a result of physical discomfort and distress. For example, a person with limited verbal 
communication skills who has an earache may respond by hitting his ear, in order to 
communicate pain. A person with an intellectual disability and a mental illness may be 
distressed, confused and anxious and may respond by becoming verbally aggressive 
towards carers. Many people cannot report their subjective experiences due to 
limitations in communication and therefore, symptoms of physical and mental illness are 
often misinterpreted. 

Challenging Behaviour Survey 

For the purposes of this review. a challenging behaviour survey was developed by a 
multidisciplinary group of professionals working in disability services in the South Eastern 
Health Board region to gather information about the extent of challenging behaviour in 
services. Criteria adapted from previous research on challenging behaviour were used 
(Quershi. 1994). It was agreed that a person is to be identified as having 'challenging 
behaviour' if their behaviour meets one of more of the following: 

The behaviour causes repeated injury (bruising, bleeding. tissue damage) 
or repeated risk of injury to self or others or serious property damage. 

The behaviour seriously limits the use of or results in the person being 
denied access to ordinary community facilities 

The behaviour causes significant management problems (intervention 
requires more than one member of staff for control and! or the behaviour 
causes daily disruption for the duration of at least an hour) 
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Methodology 

The questionnaire was piloted and then later sent to the managers of disability services. 
Managers were asked to distribute the questionnaire to each setting within their 
organisation. Separate questionnaires were to be returned for each residential house. day 
centre, school etc. A supervisor I designated person who works directly with the service 
users in that setting was to be nominated by the manager to complete the questionnaire. 
Service user confidentiality and anonymity was ensured. as no service user identifying 
information was required for the study. All the residential services. rehabilitative training 
centres. day centres. sheltered workshops. special schools. pre-schools, and psychiatric 
hospitals that provide services to people with intellectual disabilities in the South Eastern 
Health Board were included in the survey. There was a 95% response rate with a total of 
182 questionnaires returned. Respondents were asked to record how many people are 
living in! attending the service and to indicate how many of those people are presenting 
with challenging behaviour according to the criteria above. 

Findings 

The questionnaire included questions regarding the age group and level of intellectual 
disability of those presenting with challenging behaviour. Most people with challenging 
behaviour in services are over 18 and have a moderate or severe level of intellectual 
disability. 

Table I: The percentage of people with an Intellectual Disability and Challenging 
Behaviour in each service category in the South Eastern Health Board region. 

behaviour 

Activation for Adults 

19% 

58% 

5% 

55% 

Residential Community~~~_e ___ -+_3._1 O_% ____ . ___________________ ---l 

17% 

Sheltered Work 16% 

Sheltered t-mnlnvm,pn~ 0% 

There was a total of 3051 residential/day placements represented in the study. 710 of 
these placements or 23% of the settings surveyed have people with challenging behaviour. 
It should be noted that the same person may be attending 2 services Le. a residential 
service and a day service and these figures do not represent the overall number of people 
with challenging behaviour but the number of settings in which there are people attending 
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with challenging behaviour. Psychiatric hospitals are the settings that have the highest 
percentage of people with intellectual disabilities and challenging behaviour (58%). The 
survey only included wards were there are people with intellectual disabilities living for 
long periods in hospital. 

Residential houses on the campus grounds of services, such as Brothers of Charity, also 
have a high percentage of people with challenging behaviour (55%). Surveys were 
returned for 21 residential homes on campus. There are 104 of the 189 people living in 
houses on campus presenting with challenging behaviours. There are a number of people 
living in houses in the community with challenging behaviours (31 %). There are also a high 
percentage of people living in life sharing Camphill Communities that have challenging 
behaviours (31%). There are very few people in supported employment (0%) or in 
Rehabilitative Training with challenging behaviour (5%). 19% of children placed in special 
pre-schools have challenging behaviour. 17% of children placed in special schools have 
challenging behaviour. 34 % of a total of 53 children attending day activation services have 
challenging behaviour. 24% of adults in day activation services and 16% of people in 
sheltered work settings have challenging behaviours. 

In order to get information on the amount of physical aggreSSion in services, respondents 
were asked to indicate how many incident reports of physical injury to others have been 
made in the last 4 weeks. Table 2 shows the number of incidents of physical injury 
reported over a four-week period in the South Eastern Health Board region. 

Table 2: The number of incidents of physical injury reported in services over a four
week period in each community care area in the SEHB region. 
I------.--.-.. ~. ----.. -.--
! Commufl!ty Care Area ! Reported incidents of physical injury I 
, Carlow!Kilkenny 135 ____ .. ___ ...... _. 

i South Tipperary 34 

r .. ~~terfor~___ .... _~_._ ...... _. __ ...... _ __-._ -_ -_ -...... -. -3-9----....... -.... ~~~ ... -_-.... -'J' 

• Wexford 33 

i Carlow/Kilkenny 135 L-=..: _______ ..... ____ ............. ___ . ____ . --_._-_ .. -' 

There were a total of 241 incidents of physical injury to others recorded over a 4-week 
period in the South Eastern Health Board region. Most of the incidents (135) occurred in 
the Carlow/Kilkenny community care area. In the other areas, there was an average of 35 
incident reports of physical injury over a 4-week period. It should be noted that there 
might be only a few individuals within each community care area involved in these 
incidents. 

As shown in Figure 3 below, the majority of these incidents occurred in schools providing 
special education (66 of the 241 incidents occurred in schools). There were also a lot of 
incident reports of physical injury in residential houses in the community (51) and on 
campus (43). There were a number of incident reports of physical injury in the Camphill 
Communities (35) and interestingly, not so many incidents in the Psychiatric Hospitals. 
There were very few incidents of physical injury in Rehabilitative Training Centres (2), 
Sheltered Work settings (3) or Supported Employment settings (0). 
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Table 3: Physical injury incidents reported in each type of service in the SEHB region 
over a 4 -week period 

No. of Incidents 

20 

35 

Pre-School 

Psychiatric Hospital 17 

2 

43 

Home 51 

66 

3 

The Challenging Behaviour survey included questions regarding the factors contributing to 
challenging behaviour. The respondents cited inappropriate environments, boredom, 
insufficient or inadequately trained staff and a number of individual mental health and 
physical factors as key factors. The respondents were asked to indicate what helps to 
manage challenging behaviour effectively and the key areas identified were having a safe 
and suitable environment with experienced skilled staff that have a good understanding of 
the needs of the service users and are consistent in their approach. The respondents 
stressed the need for teamwork with regular communication and access to specialist 
multidisciplinary support. They also stressed that the service users need to be involved in 
meaningful activities. 

There were a number of questions regarding treatment and interventions to address the 
challenging behaviour. respondents were asked to indicate how many of the people 
identified with challenging behaviour are on medication for their challenging behaviour 
and how many people had been reviewed or assessed by a psychologist or a psychiatrist 
in the last 3 months. 53% of those with challenging behaviour are on medication for their 
behaviour. As might be expected. 98% of the people with intellectual disabilities in 
psychiatric hospitals are on psychotropic medication for their behaviour. However, a very 
large percentage (74%) of the people with challenging behaviour in sheltered work 
settings and those living on campus (73%) are on medication to manage their behaviour. 

33% of those with challenging behaviour have been reviewed or assessed by a psychiatrist 
in the last 3 months when the survey was completed. The number of people with 
challenging behaviour that have been assessed or reviewed by a psychologist in the last 3 
months is very small (11 %). There are also very few people identified with challenging 
behaviour (17%) that have a current behaviour management programme. 

Stakeholder Consultation 

Following the survey, the second phase of data collection involved the completion of a 
process of consultation with representations of groups identified as stakeholders in the 
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review. Central to any consultation is the need for discussions with as many groups as 
possible. As such five groups of people were targeted, service users, parents (of both 
child and adult service users), staff, school principals, and finally disability co-ordinators 
and liaison counsellors. 

Method 

Participants: Overall 14 parents contributed in two separate focus groups, all of who 
were known to be currently dealing with challenging behaviour in the home. One group 
consisted of parents of adults with various levels of disability, who ranged in age from 20 
years to 31 years of age, while the second group consisted of parents of children also 
with various levels of disability between the ages of 6 years and 16 years of age. In 
addition I 0 service users took part in a further two groups. These included three females 
and seven males, with an age range of 15 years to 35 years. Service users who 
participated were all either attending a high support service or were members of an 
advocacy group and represented both individuals with challenging behaviour and those 
who have been exposed to challenging behaviour. Six staff members from a variety of 
organisations took part in another group. They were all members of the regional 
challenging behaviour support network and were selected from across a number of 
organizations. The service provider group consisted of principals from the six schools 
providing special education in the health board area. The final focus group consisted of 
nine disability co-ordinators and liaison counsellors from within the South Eastern Health 
Board. This included the regional co-ordinator, a number of area co-ordinators and a 
number of liaison counsellors. 

Design: In designing the study a semi-structured qualitative approach was favoured, in 
order to explore pertinent issues with the different groups. Focus groups were chosen 
for a number of reasons. The group format allows individuals to contribute as much or as 
little to the discussion as they wish (which may be particularly important in light of 
possible power issues with service users or their parents). In addition, the dynamiCS of a 
group discussion can led to both a greater range of issues and more in-depth discussions. 
Finally focus groups allow access to the views of more people in less time, The focus 
groups were transcribed and content analysis was be used to explore the main themes 
identified by the participants in each group. Content analysis involves reviewing the 
group's discussion and identifying common themes that occur during the course of the 
discussion. In order to ensure the objective analysis of the information collected an 
independent researcher was invited to carry out the analysis. 

Findings: Parents and Service Users Perspectives 

One of the main themes that emerged from both groups was the variety of behaviours 
that could be described as challenging behaviours. Service users talked about physical and 
verbal aggression as well as destruction of property, while parents talked about non
compliance, physical aggression, and tantrums. 

Both groups also considered the broad impact of challenging behaviour. Parents described 
challenging behaviour as having a negative impact on the whole family; including restricted 
social activities, less attention for siblings, and a sense of frustration and isolation among 
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parents. In addition service users considered the impact of challenging behaviour on both 
service users and staff. 

In relation to factors associated with challenging behaviour were somewhat similar across 
the two groups. Parents associated attention seeking and boredom with challenging 
behaviour, while service users described attention seeking and emotions such as anger 
and stress as reasons for challenging behaviour. 

Finally, parents discussed a number of issues around support, including the need to 
increase home support into the evening and described some of the difficulties of looking 
after their children during holidays. Parents feel they need more information on the 
services available to their children. Service users spoke more specifically about strategies 
for preventing and dealing with challenging behaviour including leaving the situation, 
venting anger in other ways, isolating the individual and sanctions or consequences. 

Findings: Staff and service providers' perspectives 

In reviewing the themes that emerged from these groups a number of similarities are 
clear. Both groups talked about the importance of communication in dealing with 
challenging behaviour, as well as the need for cooperation and teamwork. both within the 
service and the school and externally with other services. 

Themes emerging from the school principals' discussions were also similar to those of the 
parents and service users. They described a variety of behaviours as challenging, including 
physical and verbal aggression and also considered the broad impact of challenging 
behaviour, referring to the impact on the student, their classmates, and staff in the school. 
Principals' suggestions around strategies for dealing with challenging behaviour were also 
in line with service users' comments, mentioning separating students and the use of quiet 
places. 

Both groups also discussed staff issues with service providers referring to structural 
issues around workload and principals referring to the difficulties in supporting staff and 
the benefit of special needs assistants (SNAs). However they did stress the need to 
ensure SNAs were trained and experienced. This was echoed by the staff group who 
reported that experience and training were essential for staff to understand clients and 
the nature of their individual behaviours. 

Finally the two groups discussed issues of service provision, but in different ways. Staff 
members considered the impact of the model of service provision impact on challenging 
behaviour is perceived and were critical of a medical model, while principals talked about 
the nature of services and particularly the need for early intervention. 

Findings: Health Board Perspective 

One of the main themes discussed by this group related to models of service. One 
predominant issue was the provision of services for clients diagnosed with a mild 
intellectual disability who also exhibited challenging behaviours. It was felt that mental 
health and disability services would have to cooperate and coordinate service provision 
for this group. 

On a more specific level the group-discussed factors effecting the provision of services, 
one of which was the high demand for the various services. A related factor is that of 
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resources, including staffing, and the need for both dedicated key workers and access to 
specialised services 

The final section of the group's discussions focused on the development of additional 
services to support clients and their families. The issue of supporting families was seen as 
essential by many members of the group, echoing back to the issues raised by parents in 
their own discussions. 

Discussion 
As a result of the review, a number of recommendations have been made regarding the 
models of service provision, the treatment interventions and the supports required for 
people with intellectual disabilities and challenging behaviour. 

A flexible system with a continuum of service provision is required to support the diverse 
needs of people with challenging behaviour which will include the allocation of additional 
resources to existing services and the establishment of specialist long- term high support 
housing and day services and specialist community-based mental health and challenging 
behaviour support teams. 

People with challenging behaviour should have a comprehensive needs assessment, 
intensive case management and person-centred planning. There needs to be collaborative 
and consultative planning between disability and mental health services. Beds are needed 
in an appropriate setting to provide in-patient assessment and acute treatment for people 
with intellectual disabilities with a mental disorder who present major risks to themselves 
or others. 

There is a large group of people with a mild intellectual disability and challenging 
behaviour who cannot or fail to access mainstream services. People with mild intellectual 
disabilities need a range of supports. A case manager system to coordinate the integration 
of mental health services, social services, and disability services for people with mild 
intellectual disabilities is required. Specialist sexuality assessment and therapeutic services 
are required for people with problematic sexualised behaviour. 

Staff should have training in evidence-based treatment approaches and ongoing 
supervision of practice of safe and effective ways to manage challenging behaviour. Better 
outcomes are associated with those services, which employ 'active support' in the areas 
of person-centred planning, activity planning and training and support of staff. The most 
effective strategies for challenging behaviour known at the present time are derived from 
Applied Behaviour Analysis. Communication, information sharing and the development of 
support networks are critical in the management of challenging behaviour. 

A range of family support services is needed to support a person with challenging 
behaviour living in a family home. People with challenging behaviour should have regular 
access to respite services that meets their needs. Emergency respite services and crisis 
after hour support services need to be developed further and evaluated. 
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The Power Relationship in Sexual Abuse:An Analysis of 
Irish Data relating to Victims and Perpetrators with 
Learning Disabilities 

Dr Bob McCormack, St Michael's House, Dublin 9 

Abstract 

Recent years have seen a growing acknowledgement of the prevalence of sexual abuse of 
children and adults with learning disabilities, and a corresponding effort on the part of 
agencies to prevent abuse happening or continuing. A variety of risk factors have been 
identified in the literature. These factors include gender, age. caring role. disability, 
communication difficulties, leisure settings and activities, need for intimate care, and 
number of carers. Brown & Turk (1992) have suggested that an underlying factor in abuse 
is the presence of a significant power imbalance between the victim and the perpetrator. 
This paper explores six sources of power imbalance in data derived from a large-scale 
incidence study of sexual abuse of and by people with learning disabilities (McCormack et 
ai, 2004). Results indicate that power imbalance is indeed a discernable underlying factor 
in the majority of confirmed episodes of abuse. The implications for service users, service 
providers and families are discussed. 

Introduction 

The realisation that children with disabilities were at risk of sexual abuse was slow to be 
acknowledged. The thought that the most vulnerable children in society were the most 
abused was so abhorrent as to inconceivable to many. However, there is no doubt that 
children with disabilities are at increased risk of sexual abuse (Crosse et ai, 1993; Sobsey 
et ai, I 997); in one large-scale Kansas study, children with disabilities were found to be 
more than 3 times more likely to be sexually abused than non-disabled children (Sullivan 
& Knutson, 2000). American estimates suggest that as many as l-in-3 adolescents with 
learning disabilities have been sexually abused, compared with a UK figure of I-in-IO 
(Allington-Smith et ai, 2002). 

What characteristics make children and adults with disabilities more at risk of sexual 
abuse~ The NSPCC in its report It Doesn't Happen To Disabled Children (2003) 
identified ... 

a need for intimate care 

being less able to resist or avoid abuse, and 

communication difficulties 

as factors which increase the vulnerability of children with disabilities. 

A more extensive list of risk factors for sexual abuse in children with learning disabilities 
was identified by Allington-Smith et al (2002) and included: 

The child having multiple carers 
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Having care away from the family home (respite, residential, on special 
transport. shared care schemes) 

Having a continuing need for intimate care 

Having communication problems 

Having a sensory impairment 

Having a physical disability - inability to escape 

The child's lack of sexual knowledge. 

Many of these risk factors overlap. limited communications. for example. is an obstacle to 
learning about risk. and to disclosure of abuse when it occurs. In Turk & Brown's (1993) 
UK survey of adults with learning disabilities. 70% of adult victims had an additional 
handicap. most frequently communication. 

A number of characteristics of perpetrators have been identified in the abuse literature. 
Perpetrators with learning disabilities are overwhelmingly male (Gust et ai, 2003). usually 
90% or more (Mansell et al. 1997); however learning disabilities studies have shown that a 
significant proportion of the victims are also male - up to 65% reported by Gust et al 
(2003). The abuse tended to be somewhat less serious (Brown & Stein. 1997) though 
there is little research on the impact of the abuse on the victims (O'Callaghan et ai, 2003). 

Perpetrators tended to be older, except where the victim was elderly (Gust et ai, 2003). 
while victims are more likely to have less verbal ability, more severe learning disabilities 
and a lower age. Those who abuse others often have low self-esteem, and redirect on to 
the victim their frustration and anger with more powerful others (Sobsey, 1994). Their 
actions seek to dominate the person and create dependency and fear. 

Many of the characteristics of both perpetrators and victims identified in the literature 
reflect a significant power imbalance - between a more powerful abuser and a more 
dependent victim. In the area of sexuality, a significant power imbalance is a barrier to 
meaningful consent (Brown & Turk. 1992) as the victim is under undue pressure to 
comply with the perpetrator's wishes. Role power is one example of this imbalance. 
Brown & Turk identified five types of power, which staff may have over service users with 
learning disabilities. Staff ... 

can legitimately tell the other what to do; 

give the other intimate care; 

have more status or credibility than the other (e.g. money, position, looks, 
age, strength) 

may have other sexual relationships 

provide access to material goods (e.g. clothes, food, cigarettes) 

McCarthy and Thompson (1997) note that some power differences exist in most sexual 
relationships, but where one party exploits significant power differences, any consent on 
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the part of the other is invalid. They noted examples from their study of such 
exploitation: 

Perpetrator was a family member 

Perpetrator was in a care-giving or authority role 

Perpetrator was significantly more intellectually able 

Victim was afraid of perpetrator. based on past experience or 
perpetrator's reputation 

Power imbalance based on physical size 

Power imbalance based on gender 

While there may be other underlying factors in the dynamics of sexual abuse. it is clear 
that significant power differences are common where abuse occurs. 

The Present Study 

As part of a longitudinal study of sexual abuse of children and adults with learning 
disabilities (see McCormack et al. 2004). the authors examined 118 episodes of confirmed 
sexual abuse where the perpetrator or victim had a learning disability. 

(An episode was defined as all the sexual abuse occurring between one particular 
perpetrator and one victim.) 

In most of these episodes the victim had a learning disability (77%), while the perpetrator 
had a learning disability in more than half the episodes (56%). A notable feature was the 
number of perpetrators with learning disabilities who had more than one victim (almost 
one-third). Relatively few episodes (14%) involved children as victims. Perpetrators were 
predominantly male (94% where known) while victims were both male (47%) and female 
(53%) in almost equal proportions. 

Based on a review of the literature and the available data, seven indicators of significant 
power imbalance were selected for analysis in the study, namely: 

Ability level of the perpetrator and the victim, using a 5-point scale, from 
no learning disability to severe learning disability; 

Age grouping of the perpetrator and the victim: under-12, 12-18 years; 19-
29 years; over-30. 

Gender of the perpetrator and the victim: where the perpetrator was 
male and the victim female. 

Role power, where the perpetrator was in a care-giving role: family 
member/relative, staff member or volunteer worker. 

Communication skills. where the perpetrator was a more able 
communicator than the victim, based on 5-point scale, from 'uses full 
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sentences, easily understood', to 'does not use words or signs consistently 
and meaningfully'. 

Physical threat, where the perpetrator was described as having 
Challenging Behaviour. 

Additional vulnerability, where the victim had a physical or sensory 
disability in addition to their learning disability. 

Each of the I 18 confirmed episodes was analysed to identify the proportion where the 
perpetrator had significant power over the victim based on these Power Imbalance 
Indicators. 

Results 
In every episode, sexual abuse was confirmed to have occurred. The types of abuse, 
based on the categories indicated in Children First (Dept of Health & Children, 1999) are 
set out in Table I. The most common type of abuse was sexual touch, followed by 
penetration: 

Table I: Type of Sexual Abuse (N= 118*) 

N % 

abuse 2S 21 

70 S9 

24 20 

9 8 

8 7 

30 2S 

* more than one type of abuse was recorded in some episodes 

Where the perpetrator had a learning disability, the abuse was more likely to be sexual 
touch (80% of S4 episodes); where the perpetrator was a relative, the abuse was more 
likely to be attempted or actual penetration (50% of 28 episodes). Abuse by staff or 
volunteers were more likely to be sexual touch (S4% of 13 episodes). Abuse by other 
familiar adults or by strangers was more likely to be actual or attempted penetration 
(53% of 19 episodes). 

Using the seven Power Indicators already identified, the extent to which the perpetrator 
was in a position of power or control over the victim is set out in Table 2 below. 
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Table 2: Perpetrators' Sources of Power and Control (N= I 18 Episodes) 
r-------------------------------------------------------------------------------------------------------------------------, I I 

: N % : 
~-----------------------~-------------------------------------------------------------------------------------------------~ 
I Perpetrator of higher ability 59 50 I 
t-------------------------------------------------------------------------------------------------------------------------~ 
I I 

! Perpetrator in older age group 58 49 ! 
~-------------------------------------------------------------------------------------------------------------------------~ I I 

I Perpetrator male; victim female 56 47 1 
~-------------------------------------------------------------------------------------------------------------------------1 I I I Perpetrator in care-giving role I 
I I 
I I 

! (family/relatives, staff. volunteer) 39 33 ! 
~-------------------------------------------------------------------------------------------------------------------------~ I I 

! Perpetrator more able communicator 32 27 ! 
~-------------------------------------------------------------------------------------------------------------------------1 I I 

I Perpetrator has challenging behaviour 24 20 I r----------------------------------------------------------------------------------------------... ---------------------, 
I I 

! Victim has physical or sensory disability 9 8 ! L _________________________________________________________________________________________________________________________ J 

In many instances, perpetrators had more than one source of power, as Figure I shows. 
In only 8 of the I 18 episodes was none of the seven power sources found to be present, 
while two or more sources were present in 76% of episodes (mean 2.3 indicators). 

Figure I: No. of Power Indicators arising in each Abuse Episode (N= I 18 
r 
I 
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No. of Power Indicators 

The most prominent power sources were ability, age and gender, at least one of which 
was present in all but '5 of the I 18 episodes. To what extent do these Power Indicators 
overlap with each other? The extend of the overlap can be measured in the strength of 
the correlation, and is indicated in Table 3 below, using the phi coefficient test for 
significance. 
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Table 3: Significant Correlations between the seven Power Indicators (N= 118; 
p<O.05) 

r--------------------------------------------------------------------------------------------------------------------------i 
I I 
I I 

~--------------------------------------------------------------------------------------------------------------------------~ I , 

!Perpetrator •.. • •. In Care giving Role... More Able Communicator! 
~--------------------------------------------------------------------------------------------------------------------------~ I I 

I Higher Ability Phi P Phi P I :---------------------------------------------------------------------------------.... -----------------------------I 
I .198 .03 I 404 .000 I 
~--------------------------------------------------------------------------------------------------------------------------4 I I 

lOlder Age Group .390 .000 -.202 .028 ! 
~--------------------------------------------------------------------------------------------------------------------------~ I I 

IChallenging Behaviour -.355 .000 I L __________________________________________________________________________________________________________________________ ~ 

I I 
I I 

!Male perpetrator IFemale victim .204 .027 ! L __________________________ ~ ____________________________________________________________________________________________ ~ 

The Power Indicators were largely independent of each other. with only six significant 
correlations of a possible 21. Many of the overlaps make sense: Caregivers tended have 
higher ability, to be in an older age group, and not to have challenging behaviour. More 
able communicators tend to be of higher intellectual ability. The correlations between the 
perpetrator being a more able communicator and having a female victim suggests an 
element of verbal manipulation or grooming however the negative correlation between 
communication skills and age is not obvious - 'though this is a weak correlation. 

Discussion 
These findings suggest that a significant power imbalance is a common feature of sexual 
abuse, and while abuse of power had been a theme in the literature. this is the first study 
to demonstrate its widespread application in relation to abuse involving children and 
adults with learning disabilities. 

At least one of the Power Imbalance Indicators arose in 14 out of every 15 cases in this 
study, suggesting that some form of power imbalance arises in almost every instance. The 
most common indicators were ability level, age group and gender. Each of these indicates 
different kinds of advantage to the perpetrator: ability level representing capacity for 
persuasion, trickery and manipulation; age representing greater experience and authority; 
and gender indicating greater physical power. 

Role power is evident where the abuser is in a care-giving role as a staff member, 
volunteer or relative. Greater communication skills suggest an ability to persuade, to 
groom the potential victim, as well as less risk of being reported. Where the perpetrator 
has challenging behaviour, there is likely to be apprehension and fear of violence on the 
part of the victim. Where the victim has a physical or sensory disability, there is additional 
vulnerability, but it didn't feature is a strong indicator here, perhaps because relatively few 
service users had physical or sensory disabilities. 

Of the seven Indicators examined here, only one ('Victim has physical or sensory 
disability') was found in less than 20% of episodes of sexual abuse. This would suggest that 
there are 6 strong indicators of power imbalance found frequently in abuse of children 
and adults with learning disabilities, which service providers and families should be 
sensitive to. 
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In general terms these relate to three kinds of power imbalance: 

Physical Power: gender, age, challenging behaviour 

Persuasive I Manipulative Power: ability level, communication skills, age 

Role Power: carer (staff, volunteer, relative) 

With any disempowered group, risk of exploitation and abuse is increased. In relation to 
children and adults with learning disabilities, this power imbalance arises for a great 
variety of reasons and in a wide range of contexts - differences in general intellectual 
ability and understanding of what is taking place, physical power imbalance due to lower 
stature and less agilitylfitness than the general population, lifelong training in compliance, 
,the number of authority figures in their lives and the wide extent of their control, a need 
for assistance witli bodily functions, their much more limited life experience, and their 
lack of formal or informal sexuality education. All of these features increase their , 
dependency on others and contribute to their inability to successfully protect themselves 
against abuse. 

Implications 

In order to minimise the risk of abuse, it is essential that service providers implement 
best practice in relation to screening of staff and volunteers, procedures for intimate care, 
and use of recreational facilities. The development of a culture of respect for the person, 
the elimination of all dehumanising practices, and the giving of choice and daily control 
back to people - all will act as a bulwark against the abuse of power. 

People with learning disabilities need strategies to communicate concerns to adults they 
trust. This may mean learning alternative communication strategies (LAMH, PECS, Talking 
Mats, etc) and an understanding of their sexuality (good touch, bad touch, etc). There 
must also be zero tolerance of unwanted physical contract that is sometimes prevalent in 
centres - grabbing or being hugged, pulling of blouses and sweaters. unwanted stroking, 
patting and rubbing which is distressing to the recipient (Barlow, 2003). 

In a wider context, there is a need for legislation, which provides similar protection to 
vulnerable adults as is presently prOVided to ,children (Rickard-Clarke, 2003). This 
includes protection for whistle blowers and the mandatory involvement of Health Boards 
in abuse investigations. There is also a need to extend the present screening procedures 
for new staff, to relief staff and volunteers and short-term workers, and to introduce a 
Protection of Vulnerable Adults register similar to that operating in the UK (Sale, 2004). 
These improvements will require moderate resourcing at national level. 

Prevention of abuse requires vigilance on all our parts. Developing a ~etter understanding 
of the dynamics of abuse, and the role of power differences in sexual abuse will sharpen 
that vigilance. 
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Quality of Life of Young People with Intellectual Disability 
in Ireland 

Maureen O'Eath and Maria Walls, National Federation of Voluntary Bodies Providing 
Services to People with Intellectual Oisability 

Margaret Hodgins and Mary Cronin, National University of Ireland, Galway 

Introduction 

This project focuses on the quality of life of teenagers with intellectual disability in Ireland. 
Recently, there has been increased focus on improving the health and quality of life of 
children and young people (e.g. Best Health for Children, 1999: National Health 
Promotion Strategy, 2000: Our Children - Their Lives, 2000) and within this, the need to 
consult with children and young people about services and initiatives intended to improve 
their health and lives generally. There has been significant development in research 
exploring factors impacting on children's well being in the recent longitudinal study on the 
well being of children. Quality and Fairness (200 I) the current national health strategy 
places considerable emphasis on increased person centered services which include 
assessing service user perspectives on needs and service provision. Thus, quality of life 
assessment has become an important element in health services. 

Young people with disabilities constitute a significant proportion of the population of 
young people. Research exploring factors that impact on positive quality of life outcomes 
for children and young persons with intellectual disability has been minimal in Ireland to 
date (Lawlor, 1999). Crucial needs remain unmet and may require a consequential shift in 
resources for this to become a reality (Towards an Independent Future, 1996, Strategy 
for Equality, 1996). 

Quality of Life is increasingly being used to plan, deliver and evaluate services for people 
with intellectual disabilities. It has its roots in the 'normalisation' and 'inclusion' 
movements and its influences can be seen in legislation, policies and programmes that aim 
to improve the lives, personal satisfaction, success, community membership and 
participation of individuals with disabilities (Silvana et al., 2002). It is considered a 
potentially unifying concept for service providers allowing them to assess the value of 
their programmes by the impact that they have on the quality of the services users' lives 
(Felce, 1997). To successfully secure equal citizenship and promote positive quality of life 
for young people with intellectual disability we need to explore what supports are 
required for such outcomes and what barriers young persons perceive may exist in their 
environment in the attainment of that quality of life. 

Project Aims 

The project aimed to: 

Consult directly with children and families in order to develop new approaches 
towards positive quality of life outcomes. 

Identify perceived supports to positive quality of life outcomes for young persons with 
disability to live full and active lives. 
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Identify perceived barriers to such outcomes for young persons. 

Highlight areas where change is required. 

The project was funded by the Heath Research Board, and substantially supported by the 
Health Services National Partnership Forum. The project represented a partnership 
between the National Federation of Voluntary Bodies and the National University of 
Ireland, Galway. It was supported by an Advisory Board made up of academics, 
experienced researchers and professionals in the field of Intellectual disability. 

Methodology 

The social model of disability informed the work of the project, the principles of health 
promotion and by emanCipatory research. The social model of disability places the 
emphasis not on individual impairments as the source of disability but on the way in which 
physical, cultural and social environments exclude or disadvantage people who are 
labelled disabled. (Barnes 200 I). The social model separates out disabling barriers and 
impairments. The action required to vindicate a person's right will differ according to 
situations (Oliver 1990): "Sometimes it's about being treated the same as everyone else. 
sometimes it's about being treated differently so that we can then achieve the same things as 
everyone else" (Morris 2000). 

The principles of emancipatory and participatory research were realised by providing an 
opportunity for young people with intellectual disability in .Ireland to inform the research 
process from the early stages of the project. The young people, along with their parents. 
siblings and key workers, provided the information from which the qualitative interviews 
were developed. Other adolescents with intellectual disabilities were directly involved in 
the second phase of the project as they were interviewed individually. Each adolescent 
had an opportunity to contribute their perspective on an equal basis to all other 
partiCipants to this study. Notwithstanding the challenges posed by such principles -
particularly when dealing with children, young people (Ward 1997) and with persons with 
intellectual disability, the whole project is fundamentally inclusive of teenagers with an 
intellectual disability and their families. It is also intended that the research findings will be 
disseminated in an accessible format and. where possible, by young people themselves. 
The Project Process was undertaken in the following steps: 

literature Review 

Data collection - Phase I 

Decisions on methodology for phase 2 

Data collection - Phase 2 

Analysis - 3,165 Questions 

Preparation of Reports 

The final report is due to be issued shortly - this paper provides an overview of the 
project. 
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Literature Review 

In order to fully inform the conduct of the project an extensive review of the literature 
was carried out. As the project is concerned with the quality of life of adolescents with 
intellectual disability in Ireland today. it was necessary to review that literature which 
relates to the concept of quality of life and that which relates to the relevant issues that 
arise during the period of adolescence and the related matters of friends. leisure and self 
development. The research reviewed literature in the following two main sections: 

Quality of Ufe: to establish how this concept has been developed and to consider the 
debate about the values of subjective and objective indicators of quality of life. The review 
will also examine the emerging consensus on the conceptualisation, measurement and 
application of the concept of quality of life of people with intellectual disability. 

Adolescence within lJfe Span Development: to consider how adolescence is defined and to 
examine adolescence as a period of transition. Aspects of the adolescent experience 
both generally and as they pertain to adolescents with intellectual disability. are examined, 
including aspects relating to Friends. Leisure and Self Concept. 

Quality of Life 

The concept of Quality of life has been developed over many decades and applied to a 
wide range of target groups and whole populations. Although widely used, it is often 
poorly defined (McGee, 1999; Zissi and Barry, 2004), leading to conceptual confusion and 
limiting practical application. Raphael (200 I) identifies two distinct approaches to the 
study of quality of life. The first. the health-related approach, the second. the social 
indicators approach. This study is set within the social indicators tradition, focused, as it is 
on broad environmental determinants of quality of life and individual appraisal of life 
quality in a general every day living context. 

Defining and measuring the quality of life of people with intellectual disability extends 
through the past 20 years (Schalock et al.. 2002). Schalock (1990). one of the key 
researchers in the field of quality of life for people with disabilities, defines quality of life 
as: "the outcome of individuals meeting basic needs and fulfilling basic responsibilities in 
community settings (family recreational, school and work). Individuals who are able to meet 
needs and fulfil responsibilities in ways satisfaaory to themselves and to significant others in 
community settings experience a high quality of life in those settings". 

As we said earlier. Quality of life is increasingly being used to plan, deliver and evaluate 
services for people with intellectual disabilities, and consensus is now emerging about the 
conceptualisation. measurement and application of the concept to people with intellectual 
disabilities (Victoria Department of Human Services, 200 I). One of the key issues in the 
Quality of life debate has been the value of objective and subjective indicators. The major 
value of the measurement of objective indicators is their value for comparison purposes 
allowing quality of life or service measurement for persons with developmental disabilities 
to be anchored to a baseline provided by the general publiC (Cummins. 1994), 

Objective indicators, however. take no account of the value or otherwise that any 
individual may place on any of the specified indicators. T aylor and Bogdan (1996) 
unambiguously stated: "Quality of life is a matter of subjective experience, The concept has no 
meaning opart from what a person feels and experiences", Accordingly. increasing emphasis 
has been placed on incorporating individual perspectives - more recently a 'goodness of 
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fit' approach has been taken to assessing quality of life. This approach reflects on how well 
the current environment suits the individual and thus represents an important advance on 
deficit driven approaches (Victoria Department of Human Services, 200 I ). 

It has been further argued that the satisfaction that an individual ascribes to any aspect of 
their lives can only be judged alongside an expression of the importance that they attach 
to that particular aspect. If health status is not perceived as important to an individual, 
then they will express satisfaction with a level of health intervention that may be 
unacceptable to other persons. In 1992 Cummins suggested that objective and subjective 
assessments should be considered alongside personal valuation by the individual of the 
importance of the factors under consideration. In the same vein, Felce & Perry (1995) 
proposed a three-element model to reflect the interaction of life conditions, satisfaction 
and personal values in the determination of quality of life: 

life conditions are the objective description of individuals and their circumstances 

Subjective well being refers to personal satisfaction with such life conditions or lifestyle. 

Personal values and aspirations are the relative weights or importance which an 
individual attaches to various aspects of their objective life conditions or subjective 
well-being 

The Special Interest Research Group of the International Association for the Scientific. 
Study of Intellectual Disabilities presented their consensus understanding about the 
conceptualisation, measurement and application of the concept of quality of life of people 
with intellectual disabilities (December 2002). They agreed that quality of life: 

Is composed of those same factors and relationships for people with intellectual 
disabilities that are important to those without disabilities; 

Is experienced when a person's needs and wants are met and when one has the 
opportunity to pursue life enrichment in major life setting; 

Has both subjective and objective components, but is primarily the perception of the 
individual that reflects the quality of life he/she experiences; 

Is based on individual needs, choices and control 

Is a multidimensional construct influenced by personal and environmental factors, such 
as intimate relationships, family life, friendships, work, neighbourhood, city or town of 
residence, housing, education, health, standard of living and the state of one's nation 

This international group stated that any quality of life instrument should measure the 
degree to which life's domains contribute to a full and interconnected life, that each 
domain should encompass a substantial but discrete portion of the quality of life 
construct. They also argued that the main domains are the same for people with or 
without disabilities although some may vary to be appropriate to special needs. They 
identified the eight core domains as being: 

Physical well-being Emotional well-being 

Interpersonal relations 

Personal development 

Social inclusion 

Material well-being 

Self-determination 

Rights 

In summary, Quality of Life is a universal concept that is experienced individually by every 
single person. It is a multidimensional construct influenced by both personal and 
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environmental factors, including intimate relationships, family life, and access to work and 
educational opportunities, resources and facilities. It has both subjective and objective 
components, but is primarily the perception of the individual that reflects the quality of 
life he/she experiences. The concept is as relevant to people with intellectual disabilities 
as it is to all other persons in a sOciety, although some particular considerations pertain 
when measuring the quality of life of this sector of the population. Strategies exist to 
maximise the validity of quality of life data collected from people with intellectual 
disabilities and for those individuals whose capacity to actively participate is reduced, 
consideration may be given to the use of proxies. 

Adolescence 

This study, although reviewing a wide scope of adolescent theory, focuses particularly on 
psychosocial aspects of development in adolescence, in the context of family, school and 
community. Adolescence is viewed as a transition from childhood to adulthood, and a 
means of preparation for the tasks of adulthood, such as employment and parenthood. 
Generally, identity formation, increasing independence and individuation from the family, 
and expanding peer relations are widely agreed to be the key issues in adolescent 
psychosocial development. 

Steinberg (200 I) identifies five sets of psychosocial concerns that, while they are 
important throughout the entire life cycle, assume special Significance during adolescence. 
He classifies the five issues as: 

identity: an adolescent discovering and understanding him/herself as individual; 

autanomy: the adolescent establishing a healthy sense of independence; 

intimacy: the adolescent forming close and caring relationships with other people; 

sexuality: enjoying physical contact with others and expressing sexual feelings; 

achievement: the adolescent becoming a successful and competent member of society. 

Young people with intellectual disability may experience the need for independence in the 
same way as their peers without disability. Yet their desire for increased autonomy may 
be thwarted by their continued reliance on parental support. The high level of parental 
involvement in the lives of children with intellectual disability, which continues into 
adulthood, may render individuation from parents particularly difficult. 

Friendship and Peer Relationships 

In exploring the development of autonomy and individuation from family during 
adolescence, both friendship and peer relations merit particular attention. Peer groups 
usually form during early adolescence conSisting of a clique of about six teenagers of the 
same sex who share common interests and activities. Brown (2000) finds that peer 
groups perform special roles in the transition to adulthood, which are: 

Assisting in the negotiation of relationships with the oppOSite sex, for example, 
establishing the 'rules' or norms of behaviour and interaction. 

Providing support in the task of adjusting to new environments, for example to 
secondary school or pre-third level. 
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Functioning as a sort of mirror, helping adolescents gauge how others will see and 
interpret their behaviours. assisting with the process of self-definition 

Providing a sounding board for exploring and defining values and aspirations 

The principles that underpin friendship are equality. mutual caring, mutual respect, mutual 
trust and, most importantly, symmetrical reciprocity. Thus, through friendships, 
adolescents are able to experience themselves as individuals outside their families. People 
with intellectual disabilities have the same capacity to be friends. However, while many 
people with intellectual disabilities have fulfilled and satisfying social lives, studies have 
consistently highlighted substantial loneliness and isolation. Guralnick (1999) estimates 
that over 50% of children with mild developmental delays have 'substantially poorer peer
related social competence than would be expected given their individual developmental 
levels'. With limited social experience. the effect of social skill deficits can carry through 
into adolescence. 

The barriers that hamper people with disabilities from making and maintaining meaningful 
friendships have been established and are identified consistently throughout the relevant 
studies. limited opportunities for contact lack of transport lack of autonomy, and lack of 
access to or ability to use telecommunications all conspire to give young people with 
disability little experience of friendships. 

Leisure activities: a context for expanding friendships and peer 
relations 

Leisure activities provide an important context for making and maintaining friendships and 
providing opportunities for more general peer group interaction. Positive outcomes of 
leisure and recreation are identified as including opportunities to enhance or develop 
social relationships, to be creative, to enhance social communication, to promote 
personal development and to aid self-actualisation. Apart from family and school, leisure is 
a central feature in the lives of most adolescents and it is generally reported as the most 
enjoyable activity in their lives. It has been calculated that 40% of adolescents' waking 
hours are spent at leisure (Steinberg 1996). 

Talking with friends has long been recognised as one of the most popular ways for 
adolescents to spend their leisure time and much of it may take place in informal settings 
such as shopping centres or street corners (Fine et ai, (1990). Pass more (200 I) used 
responses from teenagers to develop a three-factor classification of adolescent leisure. 
Leisure was classified as: 

achievement leisure which incorporates activities that provide a sense of personal 
challenge including sports, playing music, dance and creative arts 

time-out leisure which is characterised as relaxing, with undemanding pursuits that 
were usually undertaken alone such as listening to music, watching television and lying 
in bed 

social leisure which was rated as the most enjoyable form of leisure and includes 
talking and talking on the telephone, visiting, eating with friends, going out with friends 
and just 'hanging out'. 

Leisure is not just about 'structured activity' for adolescents - it is more about "mutually 
enjoyable relationships". Adolescents with intellectual disabilities have the same amount of 
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leisure time as adolescents without disability, however they may spend it very differently. 
Their leisure activities are certainly more organised than are their peers. 

In summary, adolescence may be characterised as a period of transition from childhood 
to adulthood. A young person with intellectual disabilities may experience adolescence in 
much the same way as their peers without disability experience it. Many of the issues of 
concern are common to both groups including those of identity, friendship and leisure 
activities. While these issues may be considered separately, their interconnectedness is 
apparent. An adolescent's sense of self may be developed by reference to how they are 
perceived by others and, in particular, their peers. Adolescent friends and peers provide 
each other with the security to individuate from families and establish adult identities. 
Friends are central to the satisfying enjoyment of leisure and leisure, in turn, facilitates the 
expansion of an adolescent's social circle. Specific issues may also arise for adolescents 
with disabilities during this period and it is, therefore. particularly relevant to consider 
their quality of life at this particular life stage. 

Phase I - Focus Groups 

The project was conducted in two phases. Phase One comprised a series of focus groups 
with teenagers and their parents to inform the development of a questionnaire for Phase 
2 and an evaluation of standardized questionnaires on Quality of Life to assist the 
selection of an appropriate quantitative instrument to administer in conjunction with the 
questionnaires in Phase 2. 

During the first phase of the project, interviews and focus groups were conducted with: 

teenagers with intellectual disabilities (3) 

teenagers without disabilities (I) 

teenagers with and teenagers without intellectual disabilities (I) 

parents of teenagers with intellectual disabilities (2) and 

support workers of teenagers with a very Significant level of intellectual disabilities 

The participants were identified by member organisations of the National Federation of 
Voluntary Bodies. The interviews were conducted in various locations throughout the 
country. The participants were from both rural and urban areas and reflected the relevant 
age range (13-18) and a wide range of level of disability. The key issues to emerge during 
the analysis of the focus group data were: 

Friends 

The Future 

Family 

Leisure and Independence 

A key aim of the focus groups was both to identify those issues that are important to the 
quality of life of the adolescents and also to determine the barriers and supports that they 
perceived as having an impact on the enjoyment of a good quality of life. However, the 
analysiS of this data showed that while the teenagers clearly identified those issues that 
were important to them. they did not identify barriers and supports. It was only through 
the discussions between the parents that the existence and extent of the barriers was 
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revealed and that some of the existing or required supports were identified. This lead to 
a reconfiguration of the methodology to be deployed. 

Initially. the proposed second phase of the project was to involve the administration of a 
standardised Quality of Life instrument and a Quality of Life questionnaire to 1,000 young 
people. their parents and carers and a series of in-depth interviews. It was intended that 
the Quality of Life questionnaire would be developed from the focus group data. Concern 
that barriers and supports may not emerge from interviews with the teenagers led the 
Advisory Board to strongly recommend a reorienting of the second phase of the project 
to a more in-depth qualitative approach. As few Quality of Life studies have been carried 
out to date with adolescents with intellectual disabilities in Ireland, it was considered that 
qualitative research methodology is the most appropriate for the essentially exploratory 
nature of this project. It was agreed to concentrate on a three priority topics: friends. 
leisure/social activities and self. The redirection of the project allowed for a more 
exhaustive exploration of a number of prioritised themes and the opportunity to explore 
the barriers and supports in more depth. 

Standardised Questionnaire 

Parallel to the collection and analysis of the qualitative data. an evaluation was carried out 
on the standardised questionnaires designed to measure Quality of Life. In 2000, 
Cummins listed 550 instruments designed to measure Quality of Life and Cognate Areas. 
A Review Group for the State of Victoria reviewed 3S of these in detail to identify any 
existing instrument that would be appropriate for a large-scale assessment of the quality 
of life of individuals with a disability and the resource implications of carrying out such a 
measurement. This Australian study found that: "very few (if any) published methodologies 
were found to be suitable for universal use without modi~cation in the Victorian State-funded 
disability context" 

For the purposes of this study, three instruments were agreed by the Advisory Board as 
the most suitable to be administered alongside the question'naire developed from the 
focus group data. These were: 

The Comprehensive Quality of Life Scale (Cummins. 1997) 

The University of Toronto Quality of Life Profile for People with Developmental 
Disabilities (Raphael et al 1997) and the 

Quality of Life Questionnaire (Schalock & Keith I 993) 

The option of devising a new questionnaire was considered but not proceeded with. as 
time constraints would not allow for the adequate testing of the psychometrics of the 
instrument. Each of the above instruments was examined in considerable detail and it was 
disappointing that none proved to be ideal for the purposes of the project. The Cummins 
scale met the requirements of the project but was subject to caveats issued by its author 
in 2002 (Cummins 2002). Despite this, the instrument has many positive features: it has a 
very useful pre-testing protocol for use with persons with intellectual disabilities, it is 
quickly and easily administered, it's psychometrics are established and it has norms for 
persons without disability. The Advisory Board decided that, in the context of it being 
used alongside a well-devised interview schedule from the focus groups, that the 
Comprehensive Quality of Life Scale - Intellectual/Cognitive Disability (Cummins 1997) 
should be included as a component of Phase Two of the project. 
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In this way. the scales relevance and usefulness as a measure in this context can be 
assessed for future research. The Intellectual/Cognitive Disability version of the 
COMQOL contained some questions that were not appropriate to an adolescent sample. 
Therefore. it was decided that those questions would be replaced by the corresponding 
questions on the parallel adolescent version of the COMQOL. 

Phase Two - Sampling 

It was intended that this comprehensive insight would provide clear indicators about what 
is important to these young people and what is currently blocking or supporting their 
ability to lead full and active lives. This multi-faceted approach consisted of semi
structured interviews with: 

Each teenager using a schedule developed from the focus group data 

A parent who will discuss the issues from the perspective of their son or daughter 

A sibling who will discuss the issues from both the teenager's perspective and their 
own perspective 

A key worker 

Each teenager or his or her advocate also worked with the interviewer to complete 
the Comprehensive Quality of Life Scale -Intellectual! Cognitive Disability. 

Member organisations of the National Federation of Voluntary Bodies were contacted 
and asked to become involved in the Project. Eleven organisations participated in Phase 
two of the Project and their locations represented a wide geographical spread. The 
organisations were asked to nominate an experienced psychologist or social worker who 
would identify the families to be interviewed and who would also carry out the 
interviews. In each case the interview was carried out by an experienced psychologist 
who knew the adolescent; this meant that issues of verbal skills and! or unfamiliarity 
were minimised. The researcher requested the psychologist or social worker to select 
the participants according to the project requirements of a broad sample incorporating 
the spectrum of disability. both genders and an urban!rural mix. Each interviewer was 
supported and briefed by the study's full-time researcher, to maximise consistency across 
the interviews. The participating psychologists were provided with a comprehensive range 
of materials prior to their initial contact with the families, and a protocol for the 
procedures of the project was agreed. 

Eighteen teenagers participated in the second phase of the project. The age range of the 
teenagers was between twelve and nineteen. Twelve of the teenagers were male and six 
were female. Two teenagers attend mainstream schools and the others are in special 
schools. One teenager was classified as having a 'severe' degree of intellectual disability, 
two were classed 'mild-to-moderate', and eight were classed as 'moderate' and seven as 
'mild'. Two of the teenagers were interviewed through a proxy who was asked to 
respond from the perspective of the teenager; one proxy was a key worker and one was 
a parent of the teenager. In addition eighteen parents were interviewed, comprising 
fifteen mothers and three fathers. Fifteen siblings participated. nine of whom were sisters 
and three of whom were brothers. Seventeen key workers were interviewed. Eleven of 
the key workers were involved with the teenagers in an educational situation and seven 
were involved within a respite or supported living situation. 
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Findings 

The analysis of the data was grounded in the concept of Quality of Life in adolescence and 
the key features of these concepts were used to create a framework for analysis. The 
data from the Comprehensive Quality of Life Scale (COMQOL) interviews was scored 
and analysed in accordance with analysis procedures specified by the author. The 
qualitative interviews sought to gather detailed information in relation to a range of 
factors influencing the quality of life of adolescents with an intellectual disability in Ireland. 

The questions were also designed to focus on factors pertinent to the period of 
adolescence. In the final report. the findings are presented under the following four 
themes, whish are closely related to the interview structure: 

Sense of Well.being and Sense of Self 

Friends, Peers and Community 

Leisure and Recreation 

Choice, Responsibility and Skills for Independence 

However it is not possible to review these here so we will briefly describe the overall 
emergent themes. 

Emergent Themes 
Three major themes emerged from the qualitative data; these were 'Social Isolation', 
'Reliance on Family' and 'Progress towards Adulthood and Independence'. 

Social Isolation 

The study found that a small number of adolescents with an intellectual disability have a 
high level of community involvement and they, and their Significant others, consider them 
to be well known and popular members of their community, deriving pleasure from 
community contact. Where 'community' appeared in responses it appears to refer to a 
local, geographical community. However the majority of adolescents in this study 
experience a significant degree of social isolation, which is influenced by a range of factors. 
The theme of social isolation is among the most dominant theme in the data. 

All of the teenagers said that they had friends and most said friendship was important to 
them. Many described their friends in terms of enjoyment and reciprocity and clearly 
valued their friendships highly. Most of the other respondents agreed that the teenagers 
had friends. All teenagers said they had friends in school and also in respite care or 
supported living, if they availed of these. Despite the acknowledged importance of their 
friends, teenagers have very few opportunities to meet their school friends outside school 
hours and many never see their friends except at school or in respite. Parents 
repeatedly called for more activities to be organised by the school' or service providers 
and one asserted that parents would be very willing to assist with these activities once 
they had been organised. Distance was identified as a major barrier, as was transport. 
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Reliance on Family 

Adolescence is a period when teenagers begin to develop new relationships with peers, 
which have an impact on their relationship with their parents and siblings. Significant 
others, particularly friends and peers, become increasingly important as sources of 
friendship, social contact, new knowledge, and new experiences. Yet this study has found 
that adolescents with an intellectual disability do not follow the typical norms of 
adolescence outlined in international literature; they maintain very strong relationships 
with their family, particularly to parents but also to siblings. In fact there is some 
evidence of an increasing rather than decreasing dependence on family. 

Outside of school and I or respite care the teenagers socialise exclusively or 
predominantly with family members and friends of family members. Some teenagers 
expressed a desire to spend more time with their friends. A few of the teenage boys 
appeared to have particularly close relationships with their fathers sharing their hobbies 
and their friends. Teenage boys tended to spend more time with siblings and friends of 
siblings than did teenage girls even when the friends of the siblings were said to just 
'tolerate' or 'humour' the teenager. 

A few of the teenagers in the study discussed or alluded to episodes of bullying and these 
usually referred to name calling or 'mocking'. One girl spoke at length about the way in 
which her friends sometimes excluded her .and the hurt. which this caused her. 
However, bullying was an issue that was more commonly raised by the other 
respondents. Some of the bullying took place within the schools and one key worker 
discussed how well the 'system' had dealt with the problem when it had been identified. 
No teenager referred to bullying outside the school situation even where family members 
confirmed that such incidents had happened. Some parents curbed their teenager's 
independence because of worries about how the teenager would be treated. Family 
members were seen as offering protection to the teenagers and some teenagers benefited 
from the reflected respect that others felt towards the family of the teenager. 

Progress towards Adulthood and Independence 

The findings reinforce the inextricable connections between friendships and leisure and in 
particular the importance of leisure activities during adolescence. The themes of reliance 
on family and lack of access to friends predominate the participants' considerations about 
leisure. Some of the teenagers were considered to have a satisfying leisure life. One 
young man's life is so full that he does not have the space to take on more activities: "he 
has a very busy life - out and about a lot of the time, his brothers and sisters bring him out a 
lot". Most of the others who were portrayed as having a fulfilled social life either enjoyed 
a high level of casual local contact or were involved in mainstream clubs or social 
activities. These were the teenagers who had the most frequent contact with other young 
people of their own age group in their own localities with whom they shared mutual 
interests. 

The overwhelming majority of the participants considered that it was important for the 
young people to have things to do and places to go. Such high levels of satisfaction may 
be a product of low expectations or may represent a resignation to a perceived reality of 
the teenager's lives: "he needs somewhere to go but there is nowhere". Most of the teenagers 
participated in age appropriate leisure activities such as swimming, bowling and the 
cinema. The teenagers who avail of respite services had access to a wide range of 
community facilities. 

67 

I 



Proceedings of the 3nl Annual NDA Disability Research Conference 

With important exceptions, many of the teenagers were portrayed as passive participants 
in their own leisure lives. Most teenagers did not have opportunities to make positive 
choices with respect to their leisure experiences and only had the possibility to opt out 
of activities rather than the opportunity to become involved in pursuits of their chOOSing. 
Many parents called on service providers to organise events and activities but most 
responses suggested a sense of inertia concerning the whole area of leisure and 
recreation. No teenager was involved in a strategy to use leisure as an opportunity for 
personal development or as an opportunity to expand social interaction, 

Sexuality and Intimate Relationships 

Adolescence is a period of awakening and discovery in relation to sexuality. While the 
interview did not contain any questions specifically related to sexuality some replies 
alluded directly and indirectly to this topic. Overall however, the level of mention of 
sexuality was low considering the age group under consideration. Within the interviews, 
one of the most commonly cited differences that having an intellectual disability makes to 
a persons life focused on relationships and marriage. Many parents, siblings and key 
workers stated that without an intellectual disability, the teenagers would by now have 
had a girlfriend or a boyfriend and several parents suggested that their teenager would 
like to be involved in such a relationship. No respondent suggested that the teenagers 
would marry in future years. 

Preparation for Adulthood 

In some of the accounts of the lives of the teenagers, the evidence of their personal 
development was apparent. Some teenagers have recently started to travel or shop 
independently and others are encouraged to take up part time employment or assist with 
household chores. A few teenagers were perceived to be pushing boundaries. The 
interview schedule did not include any direct questions that projected into the teenager's 
life as adults. However, issues concerning the future arose implicitly and explicitly across 
the range of responses to the extent that the future emerged as a theme of the data 
including employment, future living arrangements and support in the future. 

ComQol Analysis 

The Comprehensive Quality of Life Scale (ComQol), devised in 1997, is a scale, which 
'contains features of construction which reflect contemporary understanding of the QoL 
construct,' (Cummins. 1997). As such it is multidimensional, operationalising quality of life 
as the aggregate of the seven domains; material well being, emotional well being, health, 
productivity, intimacy, safety and place in the community; and it is multi-axial, containing 
separate sub-scales for objective and subjective quality of life. The objective scale is 
comprised of the aggregate of 3 items for each of the seven domains. The subjective scale 
is comprised of a single item assessment (How satisfied are you with .... ?) for each of the 
seven domains. Importance ratings for domains, contained in the testing protocol, were 
not utilised in the analysis. The ComQol-1 is a form of the scale specifically developed for 
those with intellectual disability or cognitive impairment. 
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ComQoL-1 - Group 

The aggregate scores for each domain and in total for objective and subjective 
assessments are presented below in Table 3.1. Aggregates were calculated both including 
and excluding proxy responses. In each case the effect of exclusion of proxy scores was 
negligible, in one case altering scores by 2% and in all other domains by less than I %. Thus 
only aggregates including proxies are reported. 

Table 3.1: Mean objective and subjective ratings 

i Domain 

!Intimacy 

i Material well-being 

I Emotional Well-being 
:----
l!'lace in Community 

: ~ean Objective Score i -:ean Satisfaction Score ~ 

i 58 --+-1 9-5' 1 
t I ~: 
168 185 
i 28 --- 180 I 

! Safety 

_. ___ .....,If--6_3 __________ -+-1_8_2 _________ ~ 
I Health I 75 I 84 I 

i Productivity 

~ota-I----------~1-6-3-.8---------------=:1=8=5-._8-=====~ __ · ______ ~ 

The overall average subjectively assessed life quality for the group is 85.8. Bearing in mind 
that average life satisfaction or quality of life is 75% (+1- 2.5) of maximal scale values 
(Cummins, 1995; Felce. 1997) this indicates that these teenagers have an above average, 
subjectively assessed quality of life as measured by the ComQoL-1. Muldoon (2000) 
reported an aggregate score of 89 for a group of adults in group homes in the south of 
Ireland. Both compare favourably to aggregate scores of Australian groups. for example; 
65.8 and 69.8 (Cummins, 1997) and 71.4 and 74.6 (Cummins. 1995). No other 
comparisons are available. The overall objectively assessed life quality for the group is 
63.8. Since objective assessment is more sensitive than subjective (Cummins. 200 I) the 
disparity between this score and the subjective score is not surprising. Again. the score 
for Muldoon's group was a little higher at 69.4. both groups comparing favourably to two 
groups assessed by Cummins. with total objective scores of 57.1 % and 59.3%. 

Material well being and safety were the domains displaying highest levels of satisfaction. 
While this is consistent with the high objective score in the case of safety. it is curious 
that the objective score for material well being is quite low. The same pattern emerged 
in two of the Australian studies, although in each case the domain means were lower at 
79.5 and 77.9 for safety and 36.8 and 35.5 for material well being (Cummins. 1997). 
Material well-being and safety were less satisfying to Muldoon's participants, being ranked 
third and sixth most satisfying respectively (Muldoon. 2000). Material well-being was also 
rated low objectively. at 32. 'Place in the Community' (PCm) receives the lowest 
satisfaction rating and consistent with this a very low objective score. In Muldoon's study 
PCm receives the second lowest subjective and objective rating. (88.2 and 37.5 
respectively) a pattern which is mirrored in the Cummins' studies although the 
satisfaction domain aggregates were substantially lower, at 65% and 37% in the Australian 
studies. 
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Critique of ComQol 

The ComQol is one the two most frequently used scales in quality of life measurement in 
the intellectual disability field. It has a proven utility as a quality of life measure (Cummins, 
2002). it has been used to evaluate a number of relocation interventions in Australia, and 
is deemed an acceptable instrument to benchmark client QoL to whole population norms 
(State of Victoria. 2000). Although chiefly used at group level, it can be utilised by service 
providers and practitioners as a diagnostic tool for individuals (Cummins, 1997). 

In this study the ComQol-1 performed reasonably well at the level of the group. The 
aggregated data for the group compared favourably to those of other groups reported in 
the literature. Further, Muldoon (2000) reported similar levels of subjective life 
satisfaction in an Irish residential sample. It is worth noting that the aggregate subjective 
score for the present group, and for the group in the MWHB (Muldoon, 2000) was 
beyond the range for 'normal' levels of life satisfaction (70-80% of maximal scale values). 
implying that this group has particularly high subjective life quality. The overall objectively 
assessed life quality for the group is 63.8, again comparing favourably to other groups (e.g. 
57.1, 59.3 Cummins. 1997). 

More serious limitations emerge when we explored the data at the individual level in 
tandem with the transcripts from the interviews. The measure does not appear to 
accurately reflect quality of life of the individual and specific questions yield inaccurate and 
misleading information. Specific questions were raised in relation to the comparative 
interview and COMQOL data in intimacy. emotional well being, place in the community 
and health. Accepting that the ComQol-1 is only intended. with 21 questions in total, to 
give a broad indication of life quality, the interview data revealed that there are significant 
omissions. For example in intimacy. in every interview the need for more opportunities 
for contact with and SOCialising with friends outside of school was identified. Despite this 
very obvious unmet need. many of our respondents scored well in the intimacy and 
emotional well-being domains. One of the 3 questions to assess quality of life in relation 
to intimacy is how frequently the respondent talks to his or her friends. We had instances 
of respondents stating "every day", presumably in school or in the training centre. Yet 
what these teenagers lacked and yearned for was to see their friends at weekends, in the 
evenings and during summer holidays. Issues that emerged in the interviews related to 
transport, sleepovers, and opportunities just to 'hang-out' with friends. Just talking to 
friends at school was clearly inadequate for good life quality. 

In summary. while the ComQol rendered an indication of quality of life that appeared 
reasonably accurate for the group, this was only in the broadest sense. The ComQol-1 it 
did not yield accurate or informative data at the individual level and, if used to develop 
individual plans or programmes could be at best unhelpful, and at worst damaging, to 
service users. 

Discussion 

This study was unique in its approach to investigating the Quality of Life of Adolescents. 
The study designed a questionnaire for the teenagers, their siblings. parents and key 
workers from focus group data provided by other teenagers, parents and key workers. 
The mUlti-perspective qualitative method ensured a panoramic inSight into the lives of the 
teenagers. The inclusion of a Standardised Quality of Life Questionnaire allowed for a 
comparison of the data collected by the two methodologies and also permitted an 
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evaluation of the usefulness of the tool in the context in which it was used. In order to 
develop new approaches towards positive quality of life outcomes. the project: 

Consulted directly with eighteen teenagers. their families and key workers 

Explored how the quality of life of the teenagers is experienced and perceived by the 
teenagers themselves and by other people who are significant in their lives 

Identified barriers that are perceived to affect the teenager's quality of life 

Identified perceived supports to positive quality of life outcomes for young people 
with intellectual disability to live full and active lives. 

The mUlti-perspective approach to data collection used in this project proved to be both 
useful and instructive. Each aspect of the data collection produced its own distinctive 
features as they combined to produce a multi-dimensional snapshot picture of the quality 
of life of the adolescents who were involved in the study. The multiple perspectives often 
lend clarity to the primary interview (with the teenager) explaining important details, for 
example. about bullying. It is only through the multiple perspectives that we get a sense of 
tensions in some of the teenager's lives and the struggle for independence. There were 
also a few cases in which there were strong contrasts between the accounts of the 
various parties. 

The lives of teenagers with intellectual disability need not, and in some cases cannot, be 
identical to the lives of teenagers without intellectual disability but they can and should be 
of an equal quality. Greater consideration must be given to the lives of teenagers with 
intellectual disabilities in Ireland today, greater planning must go into the transitional 
purpose of the period of adolescence and families must be supported by holistic services 
to overcome the barriers that face the teenagers as they move towards adulthood. To 
this end, the following recommendations were made: 

Recommendations 

Some important recommendations and actions were identified to improve the quality of 
life of the teenagers: 

We need to develop a greater understanding of the purpose and tasks of adolescence 
in the bridge to adulthood 

We need to develop the necessary supports for leisure activities to remove the 
reliance on families, which will include, 

Practical support e.g. support workers I leisure coaches 

Support development of community of interests 

Developing community inclusion and community responsiveness 

We need to build and develop a model of transition to adulthood with adolescents to 
address threefold need 

Supports for friendship 

leisure and recreational activities 

Develop community of interests 
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Semi Independent Living Programme for People with an 
Intellectual Disability in the North Western Health Board 
(NWHB) 

Mary Talbot & Winnie Connolly, Learning Disability Services, North Western Health 
Board (NWHB) 

Introduction 

The following paper outlines details of a comprehensive Needs Assessment Study (NAS) 
200 I which was undertaken by the Intellectual Disability services of the North Western 
Health Board (NWHB) in partnership with non-statutory agenCies. The main aim of this 
study was 

To identify the future needs of service users and their families/carers in 
the Sligo/LeitrimlWest Cavan area to 2006. 

To give service users and their familieslcarers a voice so that they could 
inform and influence all future developments in the Intellectual Disability 
Services. 

An overview of all the findings will be shown but the main focus of this paper and 
presentation will be on where and what type of accommodation would service users like 
for the future. The findings from this section of the research indicated that a number of 
services users were requesting an alternative model of care, which would enable them to 
live with, independence, autonomy and dignity. 

Within the constraints of this paper the authors will endeavour to demonstrate how this 
research was used to impact on policy and practice thus proving a new social and human 
rights based approach to care for the persons with an Intellectual Disability. This process 
empowered the service users to choose the type of accommodation they wanted to live 
in and the type of support they wanted within the house. 

Strategic Context 

The mission statement of the NWHB states that; 

"The NWHB will respect the dignity, rights and independence of each person with an 
Intellectual Disability while facilitating their full social, educational and 
vocational/employment opportunities. This will be achieved in partnership with carers, 
families and voluntary agencies". 

In addition to this the NWHB produced the report on future development of services for 
people with Learning Disabilities (NWHB 2000) which states that people with an 
Intellectual Disability: 

Are individual people 

Should be asked about the services they need and be involved in making 
choices about they want 
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Should be supported to live in their own community and, if that is not 
feasible, in a home like type of setting. 

Should be valued. They should be asked and encouraged to contribute to 
the community they live in 

Should be able to use the same local services as everyone else and should 
benefit from specialist social. health and education services. 

The above report challenged the NWHB to strategically plan services for people with an 
Intellectual Disability and their carers/families based on their individual need. As a result 
the NWHB carried out a comprehensive NAS 200 I in partnership with non-statutory 
agencies in order to identify the present and future needs of all the service users and 
familieslcarers. 

The findings from this research stimulated the need for the development of a person 
centred approach in keeping with best practice models of community-based services. 

The Study Process 

A project team made up of staff from the NWHB carried out this research study. From 
the outset, Intellectual disability services personnel were invited to participate in the 
process. The team chose to use a quantitative, non-experimental research design. A 
working group was set up specifically to design questionnaire. The final document 
contained open and closed ended questions and rating scales. 

The population was all those service users in the Sligo, Leitrim and West Cavan region 
who were registered on the National Database. A sample group was identified and a pilot 
study was carried out. Thirty-one staff from the Intellectual Disability services 
volunteered to participate in the NAS as interviewers and they were given in-depth 
training. The NAS interviewed 860 people, which took seven weeks in total. The 
questionnaires were completed at the interview directly by the service user themselves 
or their parentlcarer. The vast amount of data collected was analysed by using the 
Statistical Package for Social Sciences (SPSS) 

Results of Study 

The study results demonstrate the service users age and gender profile and degree of 
disability. Following on from that it details where people currently live and what day 
service they are receiving. The next section outlines the key findings what people wanted 
for the future in the following areas, where to live, go during the day. respite. home 
support, social & leisure, MDT supports. The focus of this paper is the section on where 
people want to live in the future. 

The findings below show a Significant demand for change in where people with an 
Intellectual Disability want to live. The table demonstrates that 287 people requested to 
live in staffed community group homes, 21 people requested to live independently and 16 
people requested to live semi-independently. The findings are unambiguous in challenging 
the board and its partner providers, to not only reconfigure exis~ing provision, but also to 
prove increased opportunity for people with an Intellectual Disability to live 
independently or semi independently. 
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Table I 

Area Community Group Independent i Semi-independent 
Home Living living 

West Cavan 3 - -
North Leitrim 5 1 2 

South Leitrim 31 4 1 

East Sligo 27 1 I 

West Sligo 19 3 I 

North Sligo 40 12 10 

Cloonamahon Services 72 - -

Cregg St::1 VI\.-t:::. 90 - I 

Total 287 21 ! 16 

Source: NAS, 200 I 

Service Planning 

The topic of community integration has been seen as a key aspect of successful service 
provision ever since the issue of Normalisation (Wolfensberger 1970, 1972) and Social 
Role Valorisation (Wolfensberger 1992, 1995, 2000) started to impact on service 
delivery. The NWHB has made huge steps in recent years in adopting this philosophy by 
developing home like staffed accommodation for individuals who lived in large residential 
centres and for those who requested out of home accommodation. In providing this type 
of accommodation the service was meeting the needs of service users who strove for 
independence and community integration. The ethos of this type of accommodation was 
to provide a home like environment while promoting the skills of independent living for 
each individual and assist him or her in all aspects of community participation. 

What is independence? Rock (1988, p.27) found that disabled people regarded 
independence as " .... an infinitely variable self concept unique to the individual. which 
concerns control and choice rather than any absolute measure of competence". 
Independence then is about personal power and control over ones life rather than doing 
things for you unassisted. In an effort to assist individuals to exercise personal power. 
control and choice the Intellectual Disability service formulated an action plan to progress 
a semi-independent living initiative. which will respond to their requests made in the NAS. 

The provision of semi independent or supported housing programme has been widely 
researched and has been proven to produce positive outcomes for people. Ryan (1998) is 
one of many authors who calls for national and local policy makers to re-evaluate the 
systems. procedures and practices which have led to the continued use of structured 
regimes of institutionalised care for people with an intellectual disability. It is hoped that 
the NWHB is answering this call by providing this proactive approach to care. 

This model of care aims to enhance quality of life, promoting independence and prove a 
person centred holistic approach to delivery of care. It also gave the service users an 
opportunity to progress from the supported setting where they acquired the skills of 
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independent living to an environment where they would be able to put these skills into 
practice in an empowered way. 

Ten service users were ready for immediate uptake of the semi-independent living 
programme. This programme was planned and delivered by the service users and guided 
by a multi disciplinary team, which consisted of the following disCiplines; 

Assessment and placement officer 

Community nurse 

Social worker 

Behaviour therapist 

Psychologist 

Personal outcome measures co-coordinator 

Community group home manager 

This team held many review meetings with the service users and family members. 
Agendas were set and actions agreed. 

Focus Group interviews 
The initial step was to hold focus group meetings with service users, staff, family and 
carers. The aim of these meetings was to seek out the views of everyone of what their 
vision for their future was. The service users were empowered to have a full say in the 
planning of their accommodation. Decisions were also made as to what other agencies 
would need to be brought on board. One of these key agencies was the Sligo 
Corporation and in particular the department responsible for housing. All of the service 
users were on the housing authority list long term and were eligible for a local authority 
house. 

Quality of life assessments 
One of the formal assessment tool staff used to ensure that both service user and staff 
had the same focus was a quality of life assessment. Quality of life assessments were 
carried to explore further the identified need at an individual level. Personal Outcome 
Measures (The Council 1997) is an assessment tool, which has been adopted by the 
Intellectual disability Services. which focuses on items, and issues that are most important 
in a person's life. This assessment has twenty-five different questions the most relevant 
for this presentation being the following: 

People choose where and with whom they live 

People live in integrated environments 

People participate in the life of the community 

People interact with other members of the community 
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The main focus of this service development for the users is to assist them to achieve 
positive outcomes in all of the above areas. The quality of life assessment will also be used 
as an auditing tool to measure service users satisfaction with this new model of care. 

Adaptive functioning 
Formal assessments of adaptive functioning were undertaken with each individual and this 
helped to identify the staff supports that would be necessary as well as a training package 
for the service users. Areas of strengths and weakness were identified and these were 
discussed with each service users. Areas were identified as priorities for independent 
living. long and short-term goals were agreed and training requirements identified. 

Risk Assessments 

The effective assessment and management of risk is essential for the support of vulnerable 
people in the community. With increased independence there is inevitably an increased 
risk. A thorough assessment of all risks was carried out. Each risk was graded into low, 
medium or high. Strategies were identified to either eliminate or at least minimize the 
potential risk to all those involved and were included in the person centred care plan. 

Once the planning and assessment stages were concluded a proposal for this programme 
was compiled and submitted to be included in the service plan as evidence based, service 
user driven initiative. 

Program Implementation 
The main goal of the semi-independent living programme is to support people in ways 
that will enable them to achieve personally desired outcomes and lead self directed lives. 

The ladies and gentlemen who wished to avail of this service expressed their wishes as to 
who they would like to live with and they were also assessed as having similar skills and 
abilities. With approval granted it paved the way for staff to guide the service users 
through a comprehensive training package. 

The following are some of the areas of training, which were identified as necessary to be 
included; 

First aid and obtaining assistance in an emergency 

Nutrition, meal planning and preparation 

Personal appearance and hygiene 

Social. recreation and transportation skills including appropriate behaviour 

Using the phone and other facilities 

Safety issues 

Obtaining and maintaining a home. 

learning and exercising rights and responsibilities of community living 
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Shopping and budgeting 

Self-administration of medication. 

A training manual, which was specifically designed to be user friendly. was given to each 
service user. This enabled the service user to keep a record of the areas of training they 
were competent in and which areas in their lives where the needed further help. This 
training took place over a period of time both in their current day service and the Staff 
accommodation that they currently live in. Each service user and staff identified long and 
short-term goals. These goals were met through the use of formal practical training, role
play sessions, video making and watching and peer discussions. 

Skills building programmes were devised and task analysis done with the more 
complicated skills. This helped break down the skill into more manageable parts and made 
it easier to meet the agreed goals. 

A collaborative approach between the service users and the staff was maintained 
throughout the entire assessment, planning and implementation stage that ensured both 
parties were fully informed and in agreement. 

Conclusion 

In conclusion this paper has demonstrated how research can have the necessary impact 
on policy and practice for people with an Intellectual Disability. It can inform decision 
making with regard to person centred delivery of care, which has positive outcomes for 
service users and is also cost effective. 

It shows how the needs of the service users can be more appropriately met by putting 
research-based knowledge into practice. This study highlighted how important it is to 
have a shared sense of direction at all levels in service planning and provision so as to. 
encourage as many people with an Intellectual Disability to have a voice in attaining the 
personalized lifestyle of their choice (NAS 200 I). 

Finally. it is evident that this piece of research has succeeded in having the desired impact 
on the lives of the ten service users who availed of this service. In addition to this it has 
succeeded in impacting on the lives of everyone who participated in this study with an 
overall improvement in service provision, which was directly requested by the service 
users themselves, their carers or family members. 
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Parental Views on Inclusive Education for Children with 
Special Educational Needs 

Una 0' Connor, UNESCO Centre, School of Education, University of Ulster 

Introduction 

In 1998 the Department of Education (DE) in Northern Ireland introduced the Code of 
Practice on the Identification and Assessment of Special Educational Needs (SEN). The 
Code set down provision similar to that already operated in England and Wales. It 
offered practical guidance on how to identify, assess and monitor all pupils with SEN. The 
Code standardised provision for children with SEN and was developed with the view that 
the learning needs of most children could be identified and addressed in a mainstream 
setting alongside their peers. 

The research was commissioned by the Department of Education and formed part of 
larger project into parental attitudes to the statutory assessment and statementing 
procedures (O'Connor et ai, 2003). Its aim was to investigate the experiences of 
parents of statemented children and their views on an inclusive educational policy in 
Northern Ireland. This was the first time that parents in Northern Ireland had been 
consulted on special needs provision. Partnerships with parents have been promoted as 
essential to the education of all children, yet surprisingly little research has been 
conducted into parental views on their child's attendance at mainstream, unit or special 
school. Although the study focused on one geographic area, it was anticipated that the 
information gained would have more general applicability nationally and internationally 
regarding parental expectations and aspirations. 

It is acknowledged that parents have a central role to play in their child's education. In 
England and Wales, the Department for Education and Employment (DfEE) through Local 
Education Authorities (LEAs), has made active efforts to engage parents in the special 
educational provision of their child through Parent Partnership Schemes (PPS). The aim 
of PPS is to ensure that parents of children with additional needs have access to 
information, advice and guidance in relation to the SEN of their child so they can fully 
participate in decision-making and make appropriate informed decisions. One of the 
recommendations of the Dyson Report ( 1998) was that DE should strive to ensure the 
early involvement of parental support and lobby groups. At present, there is no 
equivalent body representing parents within the Northern Ireland education system. 

Recent surveys have suggested support among the general public for a more inclusive 
system of schooling. A total of 1,292 persons aged 16 years and over throughout 
Northern Ireland were individually interviewed as part of an Omnibus Survey (Office of 
the First Minister and Deputy First Minister, 20(4). In all, 59% agreed or strongly agreed 
with the statement that children with disabilities should attend the same schools as other 
children; a further 18% were unsure and 23% disagreed. 

This paper will outline a qualitative study on the attitudes of parents towards the 
inclusion of children with special educational needs (SEN) into mainstream classrooms. 
The implications of the findings are considered within the context of an improved 
working partnership with parents in developing more inclusive options for children with 
statements of special educational needs. It is consistently argued that future decisions 
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about the form and content of statutory procedures for children with special educational 
needs must be done in full consultation with parents and against the evolving values that 
underpin society's responses to diversity and our understanding of what it means to have 
a disability. The viewpoint of the child also needs to be considered further than existing 
arrangements and the dearth of research in this area is noted. 

Background 

Current policy has evolved from the Warnock Report (Department of Education and 
Science, 1978). The report was revolutionary in transforming thought on children with 
SEN and formed the basis of subsequent policy and legislation. Importantly, it 
acknowledged the need for parents to have legal redress to ensure their children's needs 
are identified and plans made for meeting them. The key stakeholders in education are 
children, families and schools. The idea of a mutually supportive relationship between 
school and home was identified in the Warnock Report which viewed the relationship 
between parent and professional as a partnership, and ideally, an equal one (Department 
of Education and Science, 1978). This has been codified within domestic policy and 
legislation - most notably in the Children (Northern Ireland) Order (1995) and the 
Education (Northern Ireland) Order (1996), which parallels similar legislation in Great 
Britain. 

The partnership model defines a relationship where teachers are viewed as being experts 
on education and parents are viewed as being experts on their children. The relationship 
between teachers and parents can then be a partnership, which involves sharing of 
expertise and control in order to provide the optimum education for children with 
special educational needs (Hornby et ai, 1997). If an integrated approach is to be 
developed towards special educational needs provision, account must be taken of the 
individual perspectives of each of these stakeholders (Frederickson & Cline, 2002). Yet to 
date, the literature on inclusive education has tended to be dominated by the concerns of 
teachers and of education professionals (Feiler and Gibson, 1999) with little consideration 
given to exploring the attitudes of parents. 

The Salamanca Statement, drawn up at the UNESCO World Conference (1994) 
continues to reflect the ethos of Warnocl<, calling on governments to adopt as a matter 
of law or policy, the principle of inclusive education, enrolling all children in regular 
schools, unless there are compelling reasons for doing otherwise. The shift towards 
inclusive schooling is also becoming more apparent with nearly all statemented children in 
some Local Education Authorities in Great Britain attending mainstream schools 
(Norwich. 2003; Scottish Executive, 2003). This also appears to be in accord with parent 
and public wishes (McConkey, O'Connor and Hartop. 2004). 

The inclusive education debate is increasingly presented within equal opportunities, most 
recently in the Special Educational Needs Discrimination Act (2002). Although this places 
responsibilities on schools and colleges to ensure they do not discriminate unfairly against 
students on the basis of their disability, it does not imply that all schools can equally meet 
the needs of all pupils. Although legislation and policy can challenge prevailing trends 
regarding the integration of disability and SEN, MacKay (2002) argues that it is equally 
important to avoid the inappropriate mainstreaming of children. which neither meets 
their educational needs nor those of their classmates. Despite the amount of resources 
devoted to this legal processes of inclusion, there has been remarkably little formal 
evaluation of its efficacy. In recent years however concerns have been expressed that it is 
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overly costly and bureaucratic; it diverts professional resources from meeting children's 
needs; it is stressful to parents and offers little extra reassurance to them, and it fails to 
support inclusive practices within schools (Audit Commission, 2002). 

Historically the role of the parent has been that of client. It is a role that has a perceived 
status of dependency and passivity, thereby reducing the capacity to engage in an equal 
relationship with other stakeholders. To develop an integrated approach to SEN 
provision, the individual role of all stakeholders should be considered (Frederickson & 
Cline, 2002). Wolfendale (1983) has stated that if parents are seen as partners in their 
child's education, they are recognised as having a knowledge and expertise to actively 
contribute to the decision-making process. Pugh (1989) points out that a power-sharing 
relationship between parents and educators can encourage greater empowerment and 
equality in decision-making, leading to agreed parameters of mutual accountability and 
responsibility. 

The emergence of increased co-operative practice between parents and professionals is 
of particular Significance as inclusion becomes more visible in governmental, educational 
and social policy. A recent critique by Riddel et al (200 I) has identified changes in 
procedural justice that are reflective of the shifting balance in power in 
parent/professional relationships, amongst them special needs legislation, the increasing 
use of voice by parents' groups and organisations and the growth of public sector 
accountability . 

The promotion of parents as consumers in a market-oriented education system has 
highlighted the opportunity for greater educational choice and means of redress if the 
expectation is not fulfilled (Frederickson and Cline, 2002). Evans and Vincent (1997) 
however, point out that parents of children with special educational needs can sometimes 
be perceived not to conform to this category. There is the risk then that they may be 
automatically positioned as less effective, less powerful consumers (Goacher et ai, 1988). 
The partnership model is an attempt to redress the perceived imbalance in provision, 
whereby the relationship between teachers and parents involves sharing of expertise and 
control in order to provide the optimum education for children with special needs 
(Hornby et al 1997). 

The Research Study 

The aim of the initial research study was to engage as large a sample of parents as 
possible in the study. The most efficient means of doing this within available resources 
was through a self-completed, postal questionnaire. From an initial sample of 2,)'46 
parents who indicated a willingness to participate in the survey, a total of 1,032 (44%) 
completed the questionnaire. This data was supplemented with telephone interviews with 
a randomly selected subgroup of parents. A sample of 122 families was chosen at random 
from 623 respondents who had indicated willingness in the questionnaire to be contacted 
by the University. Of these 96 were contactable in the time available. Following 
Wolfendale's (1999) guidance on optimising representative ness, the parents were 
selected equally from two groupings; those who expressed overall dissatisfaction with the 
assessment and statementing process (N= 149) and those who were satisfied (N=432). 
This would ensure that the views of a minority of parents would be better captured in 
the qualitative phase of the study. 
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The interviews served two main purposes: to validate the replies given to a selection of 
key questions in the self-completion questionnaire, but more importantly, to enable 
parents to elaborate on the improvements they felt were needed to the assessment and 
statementing processes. Further information was also sought on their views for the 
education of children with special needs in mainstream schools. A researcher using a 
semi-structured interview schedule based around several key themes telephoned the 
parents at home; 

What are the benefits/drawbacks of your child's present school 
placement? 

Would you support the inclusions of children with special educational 
needs into mainstream schools? What are your reasons for your choice? 

What do you think would be the benefits and/or drawbacks of inclusion? 

The interview data was analysed by thematic content analysis. Although the findings may 
not be wholly representative of Northern Irish parents, they do lend support to four 
main conclusions. First, parents in Northern Ireland were largely satisfied with the school 
in which their child is placed and only a very small percentage in this survey went as far as 
initiating Tribunal proceedings. Second, parents of children with SEN are broadly 
supportive of inclusive education. Third, their main rationale for inclusion centred on 
opportunities for their child to socialize with their peers and to challenge negative 
stereotypes of children with disabilities. Fourth parents were alert to the difficulties of 
achieving inclusion in general and for their own child in particular if they had more 
complex needs. 

The over-riding question then is one of how might educational systems develop closer 
partnerships with parents in evolving policies and practices for special education needs 
provision. It is important that the impetus for the establishment of such groups is not the 
sole responsibility of parents. As previously stated, in England and Wales active efforts to 
engage parents through Parent Partnership Schemes have been implemented. It is still 
early days to assess the success of these initiatives, although research undertaken by the 
National Children's Bureau (1998) found that the scheme has had a pOSitive impact but 
would require ongoing attention to maintain good practice. 

Another promising strategy for greater partnership with parents is the introduction of 
Named Person Schemes (Ainscow et ai, 1999). This initiative provides a personal contact 
for each family and facilitates the contribution of parents at each stage of the assessment 
and statementing process. Additionally, the Scottish Parliamentary Enquiry has praised 
those schools that had made use of parents as a source of information and advice to 
teachers and recommended more widespread use of this resource (Allan, 2002). 

It is likely that the move towards greater inclusion will continue given the increased 
emphasis on anti-discriminatory legislation (Thomas, 1997). With specific regard to 
education however, the increased promotion of an inclusion agenda as a feature of other 
educational and governmental initiatives (such as the School Improvement Programme 
and Targeting Social Need) should be considered. 

A central issue then becomes the future role of special schooling. This data suggests that 
parents may be more relaxed than educationalists about a reduction in special school 
proviSion, provided that some of the benefits it offers can be maintained in mainstream 
schooling. The main consideration is the preparation and competence of teachers both at 
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initial and in-service level, and the provision and possible training of non-teaching support. 
Greater linkages between mainstream and special schools with pupils going back and forth 
or special school staff acting as outreach support teachers in mainstream settings and vice 
versa is a further possibility. 

Conclusion 

Arguably the major obstacle to inclusive education is the limited capacity of the current 
system to meet the diversity of children's learning needs (Weddell, 2000). Parents in this 
study were well aware of the challenges and limitations experienced by educators. 
However just as they as a family have had to adapt and accommodate to the special needs 
of their child with little pre-warning or preparation, so too the educational system is most 
likely to change when the children are physically present within the system. 
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Access to Mainstream Primary Education for Students 
with Intellectual and/or Developmental Disability 

Sheelah Flatman Watson, National University of Ireland, Maynooth 

Introd uction 

Access to an education is the constitutional right of all children. This right was endorsed 
by the enactment of the Education Act on December 23rd 1998. The passing of the Act 
affords the Irish education system a reference point for service providers. It was the 
culmination of years of progressive campaigning, research and consultation with parents, 
advocates and professionals, including persons with a specific interest in the education of 
students with intellectual and developmental disability (ID/DD). Nominally, the Act 
acknowledges that all children have the right to be educated alongside their peers 
regardless of ability, and further, have the right to supports as deemed necessary to 
facilitate their education.' 

Today many parents of students with ID/DD are seeking inclusion in mainstream 
education with support as deemed appropriate, rather than placing their child/ren in the 
special system, which may have been the only placement offered or deemed appropriate, 
historically. Societal norms are changing and are being challenged. The education 
system is in a state of transition. It has moved from a state of almost total exclusion from 
mainstream of students with a disability to inclusion at varying levels. 

This paper explores the current situation with respect to access to a mainstream 
educational placement for students with an intellectual and/or developmental disability. It 
sets out both the schools' and the parents' perspective. It explores how the lack of 
special educational needs and learning support training may inhibit the implementation of 
the policies outlined in the Education Act. 

Research Methodology 

Schools Survey 

A questionnaire was mailed to all education providers in the Department of Education 
and Science primary sector in Dublin and Kildare. a total of 578 schools, of which 252 
returned replies (43.5%). 245 (42%) are included in the data set. (3 questionnaires were 
returned blank, 3 schools explained that they either had no students or had no students 
under age of twelve and I was returned unopened. not known at the address). 

As Table I details. mainstream schools represent almost 66% (65.57%) of this cohort, 
many of whom educate students with special educational needs. 25% of the sample is 
mainstream schools with special class/es, of which more than 14% are for students with a 
general learning disability, almost 5% are for students with a developmental emotional or 
behavioural difficulty and 6% have disadvantaged status or disadvantaged status and a 
special class. The remaining 9% of respondent schools are from the special/specialist 
education section. 

I Govemment of Ireland 1998 
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Table I: School Sample by Type 
r------------------------------------------------------------------------------------------,--------.., , , , 
! School Type I % ! 
~---------- ... -... ------------------------------------------------.... ----------------------------;----------1 , . , 
I Mainstream I 66% ! 
~---------------------------------------------------------------------------------------------------~-------~ . , , 
i With Special Class (general learning disability) ! 14% ! 
r-------------------------------------------------------------------------------------------------~---------~ . , , 
I With special Class (developmental. Emotional or behavioural difficulty) I 5% I 
~------------------------------------------------------------------------------------------------1----------. , , , 
! Disadvantaged & disadvantaged with special class I 6% I 
t----------------------------------------------------------------------------------------------------i---------i , , , 
l~~~~~~~~:;~~~~~~!~~_~_:~i~~ _______________________________________________________________ J_~% ____ J 

Parents Survey 

Research criteria 

The parent survey was targeted at the parents of students with a recognised intellectual 
and or developmental disability, which were identified prior to seeking enrolment in a 
primary school. Parents of 388 students, deemed by the schools' personnel to meet the 
research criteria, were forwarded a questionnaire. 

To date this has yielded 127 completed questionnaires (c33%), of which 114 (29%) are 
included in the data. One questionnaire was returned blank. 12 students did not meet 
the criteria for the research. The research sample includes 58 parents of a child/ren who 
have a general learning disability and 56 parents of a child/ren with a developmental 
disability. Table 2 illustrates that the sample includes a good balance of respondents from 
the various placement types. 42 students attend mainstream, 40 attend a mainstream 
with a special/specialist class and 32 students attend special/specialist schools. Within the 
special school category II respondents represent schools for general learning disability, 
15 represent schools for developmental disability and 6 students attend a special school 
for children with emotional/behavioural difficulties. 

Table 2: Number of respondents and school type 
r----------------------------------------------------------------------------------------------------~---------~ , , , 
! School Type ! % ! , , , 
r----------------------------------------------------------------------------------------------------~--------~ I I , 

I Mainstream School t 37% t 
~----------------------------------------------------------------------------------------------------1----------1 I , , 

I Mainstream School with Special Class ! 35% I L ____________________________________________________________________________________________________ ~ _________ ~ 

, , , , , , 
l_~~~~!~~~:>~~~~~~~~_~~!!~~~ ___________________________________________________________________ J_ 28~~J 

Higher Qualification in Special Educational Needs/Learning Support 
(SEN/LS) of Teaching Staff 

Further education toward facilitating special educational needs (SEN) in the education 
system may enhance the understanding and capability of school personnel to facilitate the 
needs of all students. 

Teaching qualifications to date have not included mandatory modules in SEN/LS. Specific 
higher qualification programmes have been available for approximately thirty years but 
with a very limited number of placements and generally limited to specific members of 
teaching staff in the primary sector. At present there are 50 placements per year 
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specifically for Primary educators, with a further 85 per year for a mixture of Primary and 
Secondary educators. Access to enrolment is restricted. Candidates for these courses 
must already have 3 year's experience of teaching and at least one with children with 
SEN/LS and must be in a permanent special educational post before being allowed to 
apply for one of the available programmes.2 

Distribution of Qualifications 

A total of 12.62% of schools' teaching personnel in the sample, reported having 
completed a higher qualification in Special Education Needs or Learning Support. This 
cohort represents 1.63% of school principals, 8.18% of classroom teachers, 18.30% of 
resource teachers, 43.60% of remedial teachers and 12.90% of peripatetic teachers. 

Distribution of Posts 

However, when one looks at the distribution of posts within the sample. (figure 4), one 
can see the beginnings of the possible difficulty that schools' personnel may have with 
facilitating inclusion. A less favourable picture becomes evident. 

Table 3: Percentage of Teaching Staff with Higher Qualification SEN/LS 

Teachers 

",m."nl::l Teachers 

ic Teachers 

Table 4: Staff Post as % of Whole Teaching Staff 

7.3% 

Classroom teachers 69.9% 

Resource Teachers 

Remedial Teachers 

Teachers 

Part-time teachers 

Principal teachers. some of whom hold teaching posts, forms a little more than 7% of the 
total educational posts. Although only 1.63% have a higher qualification this may not be 
significant in the day-to-day education of the individual student. On the other hand, it 
may become most significant when a parent wishes to enrol a child with a disability. The 
prinCipal is usually the first and possibly the only person to meet with the parent when 
enrolment is sought. 

2 Department of Education and Science Circular 3 1/04 Section 6 (i) 
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Classroom teachers occupy almost 70% of all fulltime teaching posts, while only 8 % of 
the cohort has attained SEN/LS qualifications. Classroom teachers have overall 
responsibility for the education of each individual student in their class and therefore may 
be considered an important factor in facilitating placements for the student group 
addressed in this research. 

Remedial teachers, with the highest level of the higher qualification by post type, at almost 
44%, hold less than 6% of posts. Remedial hours are generally granted on a short-term 
basis. Student with ID/DD would not normally be granted remedial hours as the learning 
difficulty is generally regarded as long term. 

Resource teachers, 10% of who have the SEN/LS qualification, hold I I % of fulltime 
teaching posts. Students with ID/DD will generally be assigned 2.5 - 5 hours resource per 
week, (Le. probably less than 20% of their school week) if they qualify. This is not 
necessarily even given on a one to one basis.3 This situation may appear to be relatively 
good as not all students need the support of resource and remedial teachers, but the 
majority of students with ID/DD will require at least this level of support. 

Teaching staff that work on a part time basis only, account for almost 7% of the total. 
Almost 25% of resource teachers are employed on a part time basis only. When part 
time teaching posts figures are removed from the equation the percentage of classroom 
teachers as a portion of all full time teaching staff rises to almost 75%. 

77 (31 %) schools report that they have no full time resource assignment. 12 schools 
reported that the position was not applicable for them. Further analyses of the data 
would be necessary to ascertain if these figures relate significantly to the numbers of 
children with support needs in the individual schools. 

Experience 

Experience of meeting students' varied educational needs within a teaching career is also 
very valuable. Many teachers attend in-service training and 16 (6%) schools have 
personnel who have taken a module in SEN/LS in their degree course. Some personnel 
may have experience of disability in their own lives through family members or voluntary 
work. These various experiences over a period of time, along side suitably qualified 
personnel in schools, may enhance openness to inclusion and willingness to adapt to new 
challenges. Some schools have embraced the opportunity to develop their experience, 
whilst others, in spite of the Act, continue to refuse or defer admission for students with 
intellectual and/or developmental disabilities. 

Enrolment Applications 

Schools' Survey 

78 (34%) respondents in the school survey confirmed having denied or deferred 
placements to students of the client group, with 14 (6%) leaving this question 
unanswered. 

3 Department of Education and Science Circular 24/03 Section 6 
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79 respondents offered 128 reasons for this practice. Broadly speaking these came under 
four themes, namely, 'waiting' 15 (12%) responses, 'deficiencies' within schools 63 (49%), 
'student characteristics' 36 (28%), and 'parent or professional' issues at variance with 
what the school are capable of accommodating, account for 14 (11 %). 

The theme 'waiting' includes responses citing waiting to get an assessment carried out for 
a student or the results of same, procurement of resource hours as outlined in 
completed assessments, supports in the form of personnel, typically care assistant or 
resource teacher aSSignment, or simply waiting for an answer from the Department of 
Education and Science 

'Deficiencies', accounting for 80% of reasons offered for refusals. include not having 
suitable personnel. resources, space or physical access to facilitate the student. 

'Student characteristics' ranged from disability type or degree (I I), the level of care need 
(7) that the student would require or the behavioural difficulties (2) that needed to be 
catered for. Further, 14 responses deemed the student not suitable for the particular 
school. Half of these placements relate to the special system. Criteria for such 
placements are not necessarily transparent with degree of disability being the major 
division between facilities. 

A Gael Scoil cites dual language difficulty, which would appear to make good sense unless 
the child's first language is Irish. However, 2 schools explained that they had to consider 
the interests of other children in the school. In one case the decision included 
consultation with a psychologist but in the other it stated the reason as; 

"lack of specific help from DES" 

"Child's behaviour such that other children's education would suffer (one 
child)' 

Overview 

Of the 78 schools that confirmed having denied or deferred enrolment only I I % offered 
a place once the required supports were in place. Over 70% of schools stated that they 
have a written policy on inclusion. However, only one school noted that they have a 
proviso stipulated in this policy document: 'written policy on inclusion in general for 
special needs with provision of waiting until necessary and appropriate support services, 
resources and structures are in place' 

Parent Survey 

The parent responses differ somewhat from those of the schools. Parents were asked: 

Have you been denied admission to any school for your child? 

Has admission been deferred/delayed by a school for your child? 

Have any school personnel advised you to seek education for your child elsewhere 
rather than in their school? 

Have you been advised to move your child to another school after enrolment and 
attendance in the school? 

61 parents representing 54% of respondents in the survey have experienced negative 
outcomes with two thirds of this cohort experiencing multiple refusals. The most 
common response is that advice was given to look for placements elsewhere. This was 
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the experience in 45 (39%) cases. 36 (31 %) parents were denied a placement and 21 
(18%) had placements deferred till the school were satisfied that the child could be 
adequately catered for. Having secured placements and attended at the school, 14 
placements were withdrawn and parents were asked to seek placements for their 
children elsewhere. 

When parents were asked to note reason for placement denial, if known, a total of 72 
responses were given by 55 respondents who had answered yes in one or more of the 
above four questions. The balance of responses shifts in comparison with those of 
schools' responses. 

Deficiencies in individual schools that accounted for 80% of responses in the schools 
survey. account for only 49% (35) of responses in the parent survey. 

Students' characteristics, which accounted for 36% (26) of responses in the parent 
experience, only accounted for 28% in the schools survey. 

Waiting for relevant services such as assessments, resource hours, supports. accessible 
buildings and suitable transport to be put in place. accounts for I 1% (8) responses in the 
parents' survey, similar to the schools' numbers. 

Parent comments on reason(s) for denial of access include; 

"can't remember all the names" 

"letter of application ignored, calls unanswered" 

"lack of places in special unit" 

"lack of knowledge around autism" 

"school principal most unhelpful and made it clear, he did not want any 
more special needs children" 

"principal did not "deny" place, instead he shouted abuse down the phone 
and told me they would never get the "support" from the Department to 
deal with ---. The principal never replied in writing to any 
correspondence I sent." 

"The child in question is diagnosed with Asperger Syndrome, with mild 
level of developmental difficulty and has to travel THREE hours a day to 
access education at age 5". 

Overview 

Therefore, of 55 parents who between them afforded 72 responses. with respect to 
reasons for placements not being available when and where requested, only I I % were 
availed of the opportunity to enrol their child once the correct services had been put in 
place. This means that 8CJO~. 64 responses was an outright denial of placement at the time 
of application and parents therefore went elsewhere to find an educational placement for 
their child. 
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Parent Experience in General 

Access to Information 

Only 10 respondents in the parent survey had previous experience of intellectual or 
developmental disabilities. Four respondents had a sibling with a disability and five had 
experience through their work. Endeavouring to choose an educational placement for a 
child with an intellectual or developmental disability was a new experience for the 
majority of parents. 

Parents, new to the situation may require a lot of support and access to information. 
However, on the question of access to information being readily available locally, the 
majority of parents, 70%, disagreed that this was so with half of them actually ticking the 
strongly disagree option. A further 9% were not sure if there is information available 
locally. This is a significant group of parents, 79% of respondents. However, 54% of 
respondents agreed that assessment personnel were helpful in supporting access to the 
parents' choice of educational setting. This still leaves almost half of the parents either 
unsure of the situation or without this support. 

Decision-making 

Sound decision-making is based on comprehensive information assimilation. The absence 
of access to information locally may create difficulty for a parent in choosing an 
educational placement and especially so when the local school has been denied them for 
their child. Only 42% of parents found decision-making straightforward. Having made the 
decision on placement and making application to the chosen school, only 39% of parents 
found that their choice of placement was/is available to them when and as required. 
Again, this leaves a significant number of parents having to source alternative facilities. 

Availability of Mainstream Placements 

Not all parents want a mainstream placement for their child. Slightly more than half 
(53%) of respondents believe that a mainstream placement is available to them locally. 
Interestingly, 72% of respondents' children are in mainstream placements, 41 % in fully 
inclusive placements whilst 3 I % are in a special class within a mainstream school. 

This would suggest that many of these children who are in mainstream placements are 
not actually attending their own local schools. Further investigation of the data is needed 
to ascertain the level of access afforded to students' in their own local schools. 

Resources and Supports 

Recommended supports as assessed by a psychologist are outlined in a child's report. 
When parents were asked if the supports outlined in their child's assessment is available 
to their child only 48% of parents agreed that this was so. Nevertheless, when asked if 
adequate resource and remedial teaching is available to the child, up to 55% agreed that it 
is. This would suggest that although there is availability of some supports they do not 
meet the suggested recommendations of the assessor. Upwards of 10% were unsure of 
the situation but over a third of parents disagreed that the required support is available 
or that adequate resource and remedial teaching in place for their child. Again this 
question requires further analyses to discover if there is a particular trend with a specific 
disability type or if this is the situation across the board. 
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Education 

It would appear from the parent survey that the correct education is more important 
than distance travelled as 87% of parents agreed that this is so, with 57%, ticking the 
strongly agree. Only 8% disagreed. The greater majority of parents therefore have high 
aspirations for their child/ren with an intellectual or developmental disability and want the 
best education possible to enable their children reach their full potential. 

Conclusion 

Access to primary education placements and more particularly in the mainstream domain 
(72% of respondents) is not a straightforward process for many parents of students with 
an ID/DD. More than half of the parents in this study have experienced negative 
outcomes when seeking enrolment of their child. 

A large number of schools, 34% confirmed that they did not enrol members of this 
student group when placements were requested and only 12% of these were prepared to 
enrol the student if and when the correct structures were in place. 

Many schools offered credible reasons as to why they have engaged in this practice. Back 
up from the Department of Education and Science with respect to assessments, resource 
hours, and qualified personnel to provide supports as required, and the lack of care 
assistants, make inclusion difficult to attain. 

There is a lack of suitably qualified teachers in the primary education sector. Only 8% of 
classroom teachers, all of whom have responsibility for the education of each individual 
child in their class, are equipped with further education qualifications in SEN/LS. Without 
this training fear of the unknown may deter schools' personnel from supporting inclusion. 
When a child is enrolled they will generally be in the placement for up to eight years 
depending on the school deSignation. Schools' personnel need good structures to be in 
place and have the back up of the department if Government policy is to become practise 
with a satisfactory outcome for all parties. 

The following quote is representative of a view frequently expressed by schools principals 
in this sample; 

<If a child has obvious physical needs we would not be able to accommodate them as our 
school is full of steps. As regard intellectual disadvantage we can cater for mild in our one 
special class which works on a withdrawal basis from mainstream class but if the learning 
difficulty was sever we would not have the facilities to cater for that We have no speech 
therapist etc. If you accept a child with severe learning needs and the government do not give 
the required help she needs this would be very difficult to manage in a mainstream school. If 
she came with required helper that would be fine' 

Parents likewise have needs ranging from access to information through faith in the 
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transparency of the system. Some schools have embraced the inclusion ethos. However • 
some parents and their children are rejected, some repeatedly. 

There is much work to be done before schools will be in a position to meet the • 
aspirations of the Education Act of 1998, almost six years in existence at this point. The 
Disabilities Bill 2004, recently finalised, will hopefully continue the drive for positive 
change toward an inclusive society. Educators, especially at primary level where the • 
formative years are spent, can enhance this process. This paper has outlined a major gap 
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between policy and practice for students with 10/00, possibly the most vulnerable group 
of people with a disability. 
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Key Factors for Successful Implementation of Assistive 
Technology in Education 

Ger Craddock PhD, Client Technical Services Manager, Central Remedial Clinic, Dublin 

Introduction 

It is generally acknowledged today that we are living in a knowledge sOciety. In Ireland 
the government recognises that technology is central to a modern, progressive and 
successful society, bringing greater employment prospects, boosting productivity. 
enhancing knowledge and alternative work practices, increasing educational opportunities, 
and providing new ways of communication. However, this recognition has not been 
afforded to assistive technology, an area developing with equal pace, which offers the 
same opportunities to people with disabilities yet is largely considered the "Cinderella of 
Cinderella services" (Audit Commission 2002 UK). There are neither structures nor 
planning in place at the legislative level in regards to AT. One could be overwhelmed by 
the barriers and limitations in policy and service in the provision of technology for 
students in 2nd and lrd level education. these are briefly outlined however, a large part of 
this paper will concentrate on the main factors that arose from this study that need to be 
in place to support students to successfully use technology in education. 

Background 

Assistive technology explores how technology can enhance the independent functioning 
of people who have physical sensory or learning impairments. AT devices range from 
low-tech such as pencil wedges, to high tech devices, such as portable computer based 
communication systems. The ABLEDATA database, the largest and best know general 
source of information on products for individual with disabilities contains more than 
25,000 listings of devices. Technology is advancing rapidly and as with the rest of society, 
has had an impact on people with disabilities. New technologies, telecommunications and 
computerisation in the business world augur well for people with disabilities, as they 
search for better adaptive devices and programs to facilitate and speed production. This 
is providing greater choice with easier and faster methods of access. 

The students of this study are part of a new generation of thinking within disability, which 
has rejected institutionalism, discrimination and marginalisation of people with disabilities. 
Largely to date, technology based services have been determined by the interests of 
rehabilitation and technology professionals rather then by people with disabilities 
themselves. Disability is still principally seen as the responsibility of the health services and 
within the health service AT is largely considered as aids and appliances and the concern 
of community therapists. There is an opinion that technology is simply an adjunct of 
therapy services and little recognition that AT requires expertise and knowledge if its 
benefits are to be utilised for people with disabilities. In America, it has been found that 
AT devices are among the most widely prescribed and recommended therapies for 
individuals with disabilities, and yet, one-third of the devices are abandoned, largely due to 
the wrong choice of equipment to meet the user's needs and lack of support and training. 
AT service providers often persist in making the individual fit the device, rather than 
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adapting the device to meet the needs of the individual. In Ireland there is a serious lack 
of any meaningful planning in AT area amongst government departments that fund the 
service providers and this has resulted in a number of problems that are plaguing the AT 
delivery system. The most serious problem is untrained personnel allowed to recommend 
costly equipment without the proper assessment of the client or their environment. 
There is also a lack of consistent funding that brings the student from primary through to 
secondary and if chosen, on to third level. There is no co·ordination between the three 
departments. To date there is one scheme M I 1/95 offered by the Department of 
Education providing a grant for technical aids, but there is no funding for training, support 
and maintenance. 

This study offers an account of the success of and need for a user focused, person 
centred AT service. (Craddock 200 I (2)) It is now almost universally considered that a 
holistic approach, which includes the physical and psychosocial needs of the individual are 
essential in the assessment of AT needs. Research has shown that if service users play a 
larger role during the assessment, then it is more likely that the most appropriate 
assistive devices will be prescribed to meet their needs (Baum 1998, Gray et al 1998. 
Scherer 1994). This study supports this research in the assertion that a user focused AT 
process leads to the selection of the most appropriate AT device, which has been shown 
to enhance the quality of life and self-esteem of the students who were involved in this 
research. These results emerged from a mixed methods design based on both qualitative 
and quantitative methods. 

Study 

Forty-five students in their final year of secondary school participated in the study. The 
students all required a significant amount of technology and other services and supports 
to take their second level exams and proceed on to third level education. In this study, 
all the students had made life choices of further education when they had finished their 
final state examination at second level education. The pre-test was conducted two 
months before the examinations began and the post-test one-year later. The key 
elements to emerge for the successful use of AT in education were 

Participation in Education 

Statement of Need 

Supportive environment both informal and formal supports 

Highllow technologies 

The timing and time of the introduction of the technology 

Participation in Education 

A key element in quality of life is the level of involvement and participation in day-to-day 
life activities. Participation in education is critical for success, (Lynch 1999) yet for many 
students with disabilities participation can be a constant struggle (Daly 2000, Lynch 1999). 
The findings of this study indicate that AT played a critical role in augmenting participation 
of the students at both a social and educational level. In particular the students reported 
that the AT gave them the opportunity to show that they had the ability and the skills 
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that they knew they had but had not previously the means to demonstrate this. In 
general the students reported that AT increased their skills, their ability and 
communication. They were able to work better and faster and cover more of the 
curriculum. They felt with the technology they had a chance to complete their education 
on an equal status with their peers. Moreover, they were able to work faster, increase 
their skills and have more time for other pursuits. 

"Back on par with others, especially around exams" (student using computer for exams) 

"Kept me with them and ahead of a lot of them" (student referring to his classmates) 

"AT levelled the playing field." 

The students' quality of life was improved by reducing the length of time they had to 
spend studying. The technology made life easier by allowing them to concentrate on 
learning rather than struggling to read, write and understand what was said or written. 
This also provided time to do other things outside of education that had not been 
possible before. 

"I come out and do a bit of exerdse, have my dinner, revise, and then relax. Whereas in third 
year it was just come home at 4.30, do homework until 9.00, a bit of exercise and then bed. 
Now it's more relaxing ... I've got more time to myself. That is a big plus for me. " 

"Since I received the technology my life has become unbelievably easier. The Kurzweill3000 
reads the material I need out to me." 

"I could never have believed that reading and studying could be this enjoyable" (Student's 
comment regarding their change in perception around learning due to the use of AT) 

"Without the technology, it would have isolated me from society" (StUdent's belief that the 
technology has helped him in constructing his own knowledge) 

Supportive Environments 

An important factor to emerge in the satisfaction of AT use was the provision of a 
supportive or unsupportive environment within society. Environmental issues in an 
unsupported environment clearly had repercussions on AT use. A non-responsive 
environment included problems such as inaccessibility due to lack of ramps or lifts, 
inaccessible lecture halls, toilets and other facilities, lack of awareness of disability 
amongst college staff and the lack of a Disability Liaison Officer (DLO) on campus to 
provide information or intervention on behalf of students with disabilities. 

"I feel I could do better educationally if I had better supports" (Student that did not have a 
DLO on campus and felt a lack of support from others e.g. library staff and lecturers) 

"Three years later still having to tell them (lecturers) to wear the radio aid" (A student with a 
hearing impairment's frustration with the lecturers after three years in the college) 

"Not having the technology at home, means staying in college in the evenings and I am a long 
way from home and also means I have to go into the college on Saturdays and Sundays" 

On the other end of the scale, a responsive environment provided ongOing opportunities to 
learn new skills. Certainly, it was evident that the students who were able to fully utilise 
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the technology were given the necessary support in a responsive environment. These 
findings are supported in research by Murrel (1999), who argues that learning occurs 
within an environment where individuals are able to state their needs, desires and 
constraints assertively. With clear lines of communication, ongoing positive relationships 
can develop between the provider and user. The findings of this study showed that the 
most successful users of AT had good relationships with their teachers, their lecturers, 
their families and with the provider of AT. 

"There was good communication between the schools (second and postsecondary level plc 
course) they knew what to do in advance, no difficulties with technology and it transferring with 
me" (Student's comment regarding the good communication between the two schools 
and her easy transfer including the technology moving with her) 

"I gained confidence because I knew someone out there to help me" (Student comment about 
having a teacher to support her) 

This was also evident at the pre-test stage when the students were still at second level 
education. The type of school the students attended emerged as a factor in the successful 
or non-successful use of the technology, but no one type of school, i.e. community, 
secondary, private and special emerged as better or worse. The difference lay again, in 
whether there was a responsive environment. accessible classrooms, classroom aids, 
assistive technology, personal assistants and understanding teachers. In many cases, it was 
the support of individual teachers', which materialised as a critical factor in a complex 
unstructured network. However, what clearly distinguished the students of this study 
and many other students with disabilities is the amount of work and the interminable 
obstacles they had to go through to achieve what they had already achieved before the 
project began. For the expert users, the amount of effort and exertion was no less then 
the other students but they were fortunate to have a supportive environment from either 
their families, schools or teachers. The fact that these formal supports were ad hoc and 
largely dependent on individual cases was a regrettable factor that had discernible 
consequences for the other students. 

Informal supports 

Their mothers predominantly provided by their families and in particular informal 
supports. These findings are also supported in work by Davis et al (1995) who found that 
children with disabilities depend on their parents and in particular their mothers a good 
deal longer than their non-disabled peers. 

"Only for her I would be lost all together" (Student talking about the support from their 
mother) 

In an Irish context. parental support is vital due to the lack of resources and supports that 
are available for students with disabilities. Personal assistance is not legislated for by the 
state, although The Centre for Independent Living set up by People with Disabilities does 
provide personal assistants (PA) but this is means tested, depends on availability of PAs 
and on whether financial resources are available. While at school, parents, fellow 
students and teachers principally provided the personal assistants, basic access, mobility 
and curriculum support the students needed. The students have no choice, as there were 
no other supports available and this dependency seriously hinders their relationships with 
other students and their teachers. The lack of personal assistances or technical aids and 
this subsequent reliance on other students creates an imbalance with their peers. Indeed 
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paradoxically it is the school environment, which proves to be the greatest barrier to 
curricular access and to making friends. These findings are corroborated in other studies, 
(Shevlin & O'Moore 2000. Daly 1997 and Kenny et al 2000) 

Statement of Need (SON) 
The provision of support from the Statement project significantly affected the successful 
use or non-use of the technology, both from the evaluation service, which resulted in the 
Statement of Need and from the ongoing technical support and training. In particular the 
assessment process made a "good match" between the student and the technology. The 
Matching Person with Technology (MPT) (Scherer 1996) instrument guided this process. 
The user focused assessment procedure involved the student in all elements in their 
choosing of the technology. Research has shown that successful use of technologies 
depends on the individual's belief that they will benefit from using the technology. 
(Craddock 2002) Understanding a potential user's expectations of the technology in light 
of their present capabilities and goals is extremely important. 

High/Low Technologies 
A further important factor to emerge within the satisfaction of AT use subscale was the 
type of technology that the students used. This was broken down into high and low 
technologies. The students with high satisfaction were also the users of high technology 
while low satisfaction was associated with low technology use. The high technologies 
were mainly a combination of mainstream ICT and assistive technologies, such laptop 
computer with screen reading software, voice recognition, f1atbed scanner and speech 
output software, portable radio aid etc 

Low technology devices were predominately standalone assistive technology devices such 
as Hand held magnifiers or dedicated portable word processors 

It was a combination of mainstream and high assistive technologies that the students 
found most satisfactory . 

Time and Timing - crucial elements in the AT process 
A critical element to emerge in the change process was the importance of both time and 
timing, particularly in the following respects, 

The Timing of the intervention in relation to the person's life development 

Timing of Receipt of AT within the educational continuum 

The length of time that the students were using the technology and the 
duration of the evaluation process 

Length of time for change to occur 

These students were in the transition phase from adolescence to youth at the pre-test 
stage. This was a time when new developments, new choices and life changes were 
occurring. For experienced users of AT, the intervention was an opportune time for 
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them to reassess the technology they were using and investigate the new possibilities or 
possible upgrades to their existing AT systems. They were able to dramatically increase 
both the quality and quantity of their work. However, for the novice user who was just 
been introduced to AT, the timing was not right. They were going through personal, 
social and educational changes all within a short time period. They were experiencing 
many adjustments in their life cycle; transitioning from adolescence into young adulthood, 
moving into post second level education with less formal supports, absorbing new social 
and educational situations and in some instances moving out of the family home. 
Nonetheless, an option to obtain AT presented itself and the students did not want to 
miss this opportunity. They had difficulties finding support within their social 
environment, which would help them to absorb and use the AT to its optimum. 
Certainly, the students exhibited great expectation at the pre-test stage; this is 
demonstrated by their application to the project. 

However there were too many obstacles to realise these expectations, many which was 
outside their control. In particular it was found that the students had missed a window 
of opportunity earlier in their secondary school education, outside of the pressure of 
exams and college, during a period when there is time to introduce new technology at a 
measured and supported pace. The power users that had developed their technology 
expertise were now in a position to upgrade their technologies to more powerful and 
sophisticated devices. A key recommendation, from the Statement project made to policy 
makers in the Department of Education was that the technology should be in place at the 
beginning of second level education: this was reiterated by a number of students in the 
study. 

The duration of the intervention was critical for all users but in particular for the novice 
user. The intervention period of the project was approximately 12 months. The students 
were contacted in the spring of 1999 and went through an eight-stage evaluation process, 
pre-assessment, assessment, post-assessment, report, feedback including specific training 
on their new technologies and support. This training obviously only benefited the 
students who received their technologies before the Statement project finished in late 
Spring 2000. This period enabled students to significantly improve their understanding of 
technology and many users did progress from the novice to the transition phase and even 
to the power phase. Many of the experienced users were able to exploit the individual 
training available during the lifetime of the project but for the others it had a minimal 
impact for the following reasons: 

Students did not get all of the technology, which meant that they were 
unable to use the technology or just using it at a basic level where training 
was not required. 

Students did not get the recommended technology or technology that was 
of a lower specification that prevented them from using either specialised 
hardware or software. 

Students did not get any technology. 

The statistics show it was extremely difficult for the students to get their technology. 
The lack of resources available through the Department of Education and the extreme 
delays are discussed later in the conclusions. With great perseverance, a number of the 
students did succeed in getting various technologies through their own funding or with 
support from their families and friends. 
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The results of this study indicate that the AT process can take up to five years for a 
successful outcome to be achieved, although a number of students who got their 
technologies within a supportive environment did progress eventually from novice to 
power lJsers of technology. Certainly. this progression could have been a good deal easier 
and on a similar development as the power users, if they had had access to an evaluation 
earlier in their schooling and time to assimilate AT from low technologies to the 
advanced high technologies. The power users were introduced to AT early in their 
secondary education. By developing their expertise over a longer period, they were able 
to adapt and assimilate a number of newer and more advanced technologies in greater 
depth. the technology having broken down many of the obstacles within their 
environment and was now part of their daily activities. The situation was very different 
for the novice users. who were still in the initial phase of AT use, although many 
recognised the benefit of the AT, they considered it more as an adjunct to the strategies 
that they had already adopted. 

Conclusions 

The study identified three types of users, novice, transition and power user. Each type of 
user is indicative of what stage the student is in aSSimilating AT as part oftheir learning. 
It was found that both time and the environment governed their proficiency through the 
AT process and in particular the timing of the intervention in relation to the person's life 
cycle, educational cycle, the length of time that the students were using the technol9gy 
and the duration of the assessment process. These four elements were instrumental in 
the length of time it took for change to occur within the student's assimilation of AT. 
Furthermore, it was important the student's environment was supportive, in the variety 
of formal supports inside the educational setting such as informed teachers or lecturers, 
mentors or disability liaison officers or outside the educational setting such as AT 
assessment and training personnel. Whether these supports were inside or outside the 
educational system had a major bearing on the student's assimilation of AT. The formal 
supports offered by schools in this study were mainly provided by individual teachers or 
principals rather than through standard structures or procedures that were in place. 
Other formal supports were provided by outside service providers such as the AT 
personnel working on the Statement project. These were concentrated and structured 
around the provision of AT, however they were available only as long as the project was 
funded, which in this case was for one year. 

Informal supports were equally important the families, extended families and friends were 
all instrumental in the level of expertise that the students attained in the use of AT. 
Numerous studies have cited the importance of support provided by families and 
particularly by mothers of the students with special needs. They are particularly involved 
in the progression of the students through a mainly complex, controlling and 
un supportive educational system. 

A personal assistant or the presence of a OLO (Disability Liaison Officer) in their college 
enabled the students to successfully participate in all aspects of the educational process as 
an equal with their non-disabled peers. 

The Statement project provided a new approach to the prOVision of AT services, a 
proactive approach, informing the students what technologies were available to enable 
them to participate equally with their non-disabled peers. (Craddock 2002) It was 
evident that many of the students had not heard of AT nor availed of any prior 
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assessment service. The assessment process involved the student or user in all decisions 
taken about them and resulted in the Statement of Need. The approach taken in 
delivering the service was that the students had to take ownership of their own statement 
of need. It had to reflect their needs and wishes. The students were able to use the 
Statement of Need in discussions of their requirements with administrators at post 
second level education. The students reported that they felt empowered in the process. 
They had an official document, in the preparation of which they were instrumental and 
more importantly. they believed it reflected their real needs and wishes .. 

The students' own approach to education changed, they began to take a more proactive 
part. At second level education, the novice and transition users managed to struggle 
through, working and studying by themselves with little support. The Statement project 
informed them that supports were there and they were entitled to avail of them. The 
results indicated at post-test stage that the students did avail of support from the college. 
although not uniformly offered by all colleges. A number of the larger colleges provided 
formal support structures and personnel specifically employed for students with 
disabilities. The power users had experience of a supportive environment at second-level; 
consequently, it was a simple question of sourcing or demanding the supports available at 
post second level education. 

Finally the most significant factor for sustained and successful use of AT was a change in 
the students' beliefs about themselves. For students who were previous recipients of 
services within education, the technology gave the means to transform them into active 
participants and contributors to their own learning. AT was clearly considered a major 
innovation in their educational process. The students spoke of enjoyment and celebration 
in learning and allowed them time for participation in the wider context of their daily 
living. Many of them began using the Internet and email to gather information for their 
own studies rather than waiting for instructions or materials from their lecturers. To 
understand the enormity of these advances it must be considered within the context of 
the students' previous experiences, involving years of frustration, as they were unable to 
adequately perform basic activities such as reading and writing for themselves. The 
technology removed this frustration and provided them the means to produce their own 
work. 

Implications for Practice 

Disability and subsequently AT is still largely considered the responsibility of the health 
services. Within the remit of the health services AT is consigned to low technical aids 
such as hoists and ramps. However a different expertise is required for the provision of 
AT and it is important that its management is consigned to personnel who have AT 
expertise. A valuable resource is lost or wasted if not provided with proper support and 
assessment. The measurement of outcomes has become a driving force behind AT 
assessment in America (DeRuyter 1998). Th is has been due to the pressure to 
economise, the demands for consumer satisfaction and concerns about quality in relation 
to costs. AT performance and monitoring has been an element of service provision in 
America for the past decade. It is important that it is introduced and implemented in 
Ireland if people with disabilities are to be afforded the requiSite technology and service 
support they need. 

The educational environment, the academic processes and social relations in schools do 
not provide adequate supports for the full spectrum of students needs. Educators 
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consider students as the potential beneficiaries of knowledge. Achievement is measured 
in terms of acquiring qualification skills; determined societal attitudes are considered 
improvements for the good of the children. It is rarely considered that students could be 
participants in the process of change. The majority of curriculum innovations are directed 
at cognitive/academic goals rather than personal or SOcial-development goals. These 
goals are easier to implement and measure as are academic achievements. Individual, 
interpersonal, and social attitudes do not receive appropriate attention. 

This study provides evidence that in a collaborative/partnership approach, the student is 
more than willing to become a participant in his or her own educational development. A 
significant change in the approach to technology within education is required if assistive 
technology is to be included as an essential tool for students with disabilities. Information 
and communication technologies (ICT) are still considered a support to existing 
classroom activities and AT as a tool for students with disabilities to fit into the existing 
structures. New technologies can vastly increase access and learning opportunities; yet 
new media have yet to be exploited within the educational setting, talking books, and 
descriptive video, instructional environments where students are consistently supported 
in learning how to learn. An educational system is needed where there is not one 
'typical' learner but a variety of learners each provided with adequate supports. Change 
can occur at many levels but in particular, in the classroom setting where the teacher 
could view technology as a means for creating a collaborative learning environment. 

Note: This research was funded by Central Remedial Research Trust 
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Thriving and Surviving at Work: Disabled Peoples' 
Employment Strategies 

Alan Roulstone, University of Sunderland 

Lorraine Gradwell, Breakthrough UK 

Preamble and Policy Context 

To date important research findings point to the barriers that continue to limit workers 
with impairments. Disabled people are far less likely to be in paid work. in lower paid and 
less senior posts. Disability and poverty is all too often synonymous in the United 
Kingdom4, These findings are vital to our understanding the required policy and practice 
changes in the workplace. A parallel development is the growing activity geared to 
opening up the labour market to disabled job seekers. These ideas are diverse and draw 
on human rights discourses5

, the business case6 and managing workplace diversity7. What 
these ideas have in common is the notions that many disabled people are employable and 
keen to work. The key obstacles to employment are seen as the environmental, 
attitudinal, organisational and information/communication barriers that continue to 
undervalue and undermine disabled job seekers. 

The piloting of the New Deal for Disabled People (NDDP) symbolises the UK 
government's commitment to link more squarely the benefits system and the world of 
work 8 ~he development of personal advisors and the ONE service do represent more 
joined up responses to the question of the work and welfare relationship, although 
interpretations do differ on the exact motivations of the NDDp10

• One obvious limitation 
of NDDP is that it does little to alter employer attitudes and behaviour, this in part 
explains why a recent government study established that only 30% of NDDP opportunity 

.. Graham, P., Jordan, A. and Lamb, B. (1990) An Equal Chance or No Chance? The Spastics 
SOciety, London., Labour Force Survey, Spring, 2003, TSO, London., Burchardt. T (2003). 
Disability, Capability and Social Exclusion. In Millar, J Understanding Social Security 

5 Daw. R. (2000) The Impact of the Human Rights Act on Disabled People. Disability Rights 
Commission. London. 

6 Zadek, S. and Scott-Parker, S. (200 I) Unlocking Potential: Disability and the Business Case. 
Employers' Forum on Disability. London. 

7 International Labour Organisation (200 I) Code of Practice on Managing Disability at the 
Workplace. ILO. Geneva. 
8 Department for Education and Employment (1998) New Personal Advisors Service will Help 
Disabled People. Press Release 30 March. 

9 Department of Social Security (1999) The Welfare Reform and Pensions Bill. October 1999. 

10 Roulstone, A (2000) Disability, New Deal and Disabled People in Disability and Sodety Vol 15 
N03 

109 

I 



I 

Proceedings of the 3rd Annual NDA Disability Research Conference 

providers were achieving the targets set for them and only 2 providers were achieving 
targets nationally". This limited success rate may also be explained by the continued 
'innovative' pilot nature of NDDP, with an obvious and urgent need to mainstream the 
service. Of note the northwest consortium City Pride suggests that the New Deal should 
aim for 'parity of outcomes' for disabled people on the range of New Deal programmes. 
Other key policy developments such as the UK job Retention pilots, also suffer from the 
same provisional status, and it is difficult to predict how effective and long-term job 
retention activity will be. More importantly the job retention agenda has been hijacked 
somewhat by the wider concern about workplace absence, a policy programme that has a 
punitive air that is unlikely to engender disabled peoples' remaining in the workforce 
except by force. This is ultimately to no ones real advantage. 

The Disability Discrimination Act 1995 has also clearly been invested with much promise 
in its role of reducing discrimination in the workplace. Sadly the evidence to date suggests 
that despite a few landmark cases the Act remains limited in the recruitment arena, is 
reactive rather then proactive and offers severe legal tests that very few disabled 
complainants can pass 12. Clearly, more positive and employment focused initiatives and 
understandings run in parallel with legal and policy level developments. 

An additional development is the increase in case study evidence and highlighting of good 
practice in the employment of disabled people. The growth of the Employers Forum on 
Disability, the recent announcement of the work of Centrica l3 in enhancing employment 
opportunities and the social-model successes of Breakthrough Manchester'" all attest to 
recent high profile efforts to enhance disabled peoples' employment. These are very 
important developments and key lessons can be learned from these initiatives. We have 
to be cautious however to overlook the importance of the uniqueness of organisational 
contexts and not to ignore the daily and often small-scale use of strategies and supports 
being used by disabled workers, their colleagues and managers. 

This study took as its starting point the need to identify, explore, analyse and disseminate 
the strategies and supports that enabled workers with a range of impairments to survive 
or thrive in the workplace. In this sense the researchers aimed to draw out from detailed 
discussions with disabled workers the evolution and role of supports and strategies over 
time. In this way the research acknowledged that workplace survival and success do not 
occur overnight. It was recognised at an early stage in the research that the complex 
relationship between disabled worker, colleagues, changing employment environment, 
role seniority and even discrimination or disadvantage linked to other personal or social 
characteristics needed to be understood. 

There was recognition that previous disability and employment research has noted the 
significance of impairment, its interrelation with workplace barriers and facilitators. This 
suggested to the research team the need to define impairment inclUSively so as to include 
people with present or previous mental health issues, people with learning difficulties in 
addition to people with physical and sensory impairments. This in no way compromised 

11 Department for Work and Pensions. (2002) Press Release. 
12 Income Data Services (2000) Monitoring the Disability Discrimination Act 1995. Second 

Report. 
13 Centrica (2001) Recruitment That Works. Centrica, Employers' Forum on Disability and 

Carers UK. 
14 Breakthrough UK Ltd. (2001) Landing a Job: Working in Partnership to Employ More 

Disabled People. Breakthrough UK Ltd., Manchester. 
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the social model focus of the study in identifying external barriers as the main limitation 
to workers with impairments. The research is clear however that the relationship 
between impairment, perceived impairment and workplace dynamics are very important 
and under explored. This research was undertaken with the objective of learning lessons 
from disabled workers that can be passed on to other disabled workers, employer 
organisations, organisations of disabled people and policy makers. 

Outline Methodology 

This research aimed to maximise the range of employment experiences whilst retaining a 
depth of research findings. A two-stage methodology was adopted which allowed for a 
large range of support and strategies to be mapped in Phase I of the study of 156 
questionnaire of employed disabled respondents; in Phase 2, 33 in-depth interviews were 
selected to reflect the range of strategies and supports identified in phase one 
participants. 

Additionally the research findings (summarised) were presented to two focus group 
meetings, one in Manchester, one in London with the aim of verifying and testing research 
findings with phase two participants. This methodology allowed for both a range of 
national experiences and an illustrative depth of findings on supports and strategies. 

Both Phases I and 2 of the research were piloted and every effort was made to provide 
alternative format questionnaires and appropriately designed interviews. Most interviews 
were undertaken by telephone. Where speech issues, hearing impairment or learning 
difficulties were an issue, face-to-face interviews were undertaken. These latter Interviews 
took place across the United Kingdom from Doncaster to Brighton. 

Disabled people were fully consulted on the development of the research tools used. The 
two researchers and the academic consultant to the project identify as disabled people; 
members of the Project Advisory Group also represented a range of disability, 
impairment and employment issues and experiences from a range of perspectives. 

Pre-Employment Strategies 

Research Findings 

The acknowledgement that impairment related experience can be a workplace asset was 
expressed by a number of participants. 

" .... I have spent all my working life in what you might call a hearing world and I did have a fairly 
strong feeling that I wanted to focus on something I really did know about 
I know about a lot of things. but I wanted to work in the field of deafness. Yes I think it probably 
was because of my own impairment, because I had worked on a voluntary basis for many 
organisations to do with deafness but I have never been paid for it And I think it was about 
acknowledging there is valid expertise that I have picked up because I am deaf and so okay. that 
is a faa and I'm not trying to ignore that, but turn it into something, a selling point if you like" 
(Mary) 

Mary is here talking about the importance of opportunities for Deaf people, but also 
which draw directly on their experience of living in a dominant hearing world. This 
validation of Mary's experience can be seen at both the level of employment and self-
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enhancement. It is clear from Mary's wider comments that whilst once reticent about 
asserting her rights to communication and inclusion she had found a more direct 
approach was of value over time . 

...... I think that part of my personal development was around caring less about whether other 
people didn't like it or not and feeling more confident about the fad that I had a right to 
partidpate in something" (Mary) 

Katherine pulls together many of the above in noting the value of further education, 
voluntary work. outside expertise and personal drive. All these are discernible in 
Katherine's comments 

"I went to see the college first of all, got the prospeaus, went to see my DEA and said I'd like 
funding to come to 8rigden College for the 8lind (8C8), and he wasn't sure of the process, so I 
had to kind of nudge him along, I'd been here before when I was sixteen so I knew a bit about 
the set up for funding and things, and working in the voluntary sedor you know you pick things 
up. So he was good, he did help get the funding, got the funding first of all and then I got an 
assessment here (8C8) and was accepted" Katherine). 

The importance of friends and family featured in two participants comments and whilst 
most felt that strategic use of family and friends seemed too formal or planned. it is worth 
reflecting on these comments: 

"So I have always needed to have some call it, not exactly deaf support but it acknowledges that 
in me .. .1 have always managed to find a group of people or it might be at home, partners, friends 
who aaually nourish me as a whole person and that has been quite an important strategy". 
(Mary) 

This last comment suggests that strategies to seek out the help and inspiration of others 
whilst benefiting disabled people at work. may have wider implications for future personal 
growth and development. 

Strategies in Work 
This was perhaps not surprisingly the most commonly cited context within which 
strategies are used to thrive or survive in the workplace. The cumulative effect of 
attempting strategies and the recency of use of these strategies explains this abundance of 
responses. Additionally. the ability to seek out employment in which strategies are more 
likely to be successful is evident in some of the disabled workers responses. 

We begin by looking at strategies to enhance environmental control. Mary has a hearing 
impairment and meets recurring barriers in an employment environment where verbal 
communication ordinarily predominates. Here she relates how the choice of 
communication helps limit the amount of voice related communication with managers and 
colleagues at work. 

"I make greot use of fax and minicom, I have a uniphone at work and e-mail, that's one of the 
other things that I have done is to stop using voice phone as much ... sometimes I don't put my 
phone number on, I just put the fax number on and on my fax I have a message, which says: this 
telephone receives fax calls only, please fax on this number or something like that" (Mary). 

A similar strategy to shape the use of preferred workplace communication is adopted by 
Alan a worker with cerebral palsy who notes: 
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"Outside of meetings I use a lot of email. Probably more than other people. I use it literolly all the 
time. I use it within the Department and within the Unit I use it for ease of communication 
yes"(Alan). 

Similarly Josh notes: 

"I use the telephone more than other people do. It maybe doesn't just put me on a level basis 
with other people but maybe it actually puts me at a slight advantage .. .1 don't always pick up on 
conversational cues and therefore I will leap in. But on the telephone we are very much working 
on audio cues and therefore that evens things out" Oosh). 

Another strategy for controlling the environmental barriers at work is offered by Joanne. 
here it is not the features of a current job that have been adjusted, but a conscious choice 
not to move into work which would entail substantially increased physical demands. Here 
Joanne describes the decision not to take promotion to the position of property manager, 
as this would be a much more physically grounded job. 

"Oh yes because at the time of my oppraisals she [manager] did aaually ask me if I wanted to 
become a property manager and I said no and the reason I said no was not the administration 
work or the phoning people, but because you had to go round and out and visit the properties 
which was not a practical thing for me to do" Ooanne). 

Whilst additional more flexible thinking around job redesign and allocation are likely in 
the light of the Disability Discrimination Act (DDA) 1995, here is an example of a clear 
strategy of appraising a promoted post in terms which relate to the added environmental 
barriers that the new role might bring. Even with the DDA, this form of strategic 
appraisal is not likely to disappear. although there is dearly much scope for job design and 
task allocation in many employment areas. 

The most commonly cited focus for the use of strategies in the research findings was in 
relationship to colleagues and managers. Ordinarily this meant adopting strategies that 
directly involved colleagues in influencing work or which relied on strategies. which in 
part were informed by colleagues. Here is a selection of comments made. The first 
relates to the belief held by Ruth that being assertive and taking control are important 
workplace strategies in self-empowerment. 

Taking Control 

"I feel that particularly with disability but I think that it is also true in other areas there is a 
danger of the disabled person or woman or black person ending up the passive victim of other 
people's radal harassment or radsm or anti disability attitudes .. .1 believe very strongly that pan of 
what disabled people have to do is empower ourselves. Equality is never going to be given to us 
we have to assen It in a way that is positive, to be assertive and not aggressive requires a great 
deal of self-esteem, confidence and self-belief and so forth"(Ruth). 

These are ambitious ideas, but offer a pointer as to the wider strategic thinking that might 
underpin more specific day-to-day strategies to survive and thrive in the workplace. Here 
more concrete examples of strategies are being described. 
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Information Management 

A very interesting cluster of strategies might be seen as information strategies. Some 
participants felt the need for openness and at the earliest point in an employment, other 
felt that keeping quiet or playing down impairment and disability issues paid dividends. For 
some workers they were selective in how much information they allowed to each 
colleague and manager often weaving a complex web of information. For others the 
amount of time in a job and position in an organisation was the most important factor in 
the strategy being adopted. 

"Again I think it helps if you work with the same people obviously for a long time, most of the 
people are very good if you explain to them what the problem is then I think part of the strategy 
you should adopt is to talk to peop/e .. J've got one work colleague who's been working with me 
for years now, she's very good, helping me, she understands the problems" Games). 

Icebreaking Strategies 

One participant noted how rather than carry a white cane to alert colleagues to 
workplace barriers for an employee with a visual impairment, they would use a few well 
tried methods of raising awareness through levity. Here the participant's job involves 
presenting to diverse audiences in different locations. 

"Where it has proved a necessity is for example at a conference where I am not going to know 
many people then there are various tricks I can use to get my message across .. .1 will make a 
pOint of putting an OP [overhead projector] presentation on upside down or back to front to raise 
awareness. I always start the presentation by saying don't stick your hands up just yell out if you 
want to talk ... " Gosh) 

Gradualism 

One participant noted how they would try to be unobtrusive and do as much as possible 
when starting a job, but that they would hope that support would later flow from 
colleague observations of the their workplace barriers. 

"Well if I was starting a new job I think I'd try to be as Independent as I could for a start. 
however hard it was, then I think people would start offering to do things for you if they can see 
the things you are struggling with, or if you actually have to ask. would you mind doing this for 
me, then I think that would probably find its own lever' (T revor). 

Negotiated Flexibility 
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One approach that was felt important for participants with impairments that were prone • 
to flare ups or who noted barriers in the normally workplace schedule was that of 
negotiated flexibility. Here negotiation was usually informal, but was occasionally • 
formalised, whilst fleXibility attached to both the timing and how work was undertaken. 

"I negotiated over the last few years at Springboard a period of annual leave which means I work 
for 8 months of the year and take two months annual leave. I would take holidays either side of • 
the unpaid leave to pump up those bits of time and I've done that for two years now" (Libby) 

• 
114 • I 



• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Proceedings of the 3rd Annual NDA Disability Research Conference 

Asking Questions 

Participants with learning difficulties who otherwise faced significant barriers in the 
working world noted how asking questions and actively seeking daily advice, direction and 
support were all important. 

"Yes, I had to ask that person for, I asked that colleague for help because it's difficuh for other 
people to know what's going on in my mind ... its informal in that I can ask anybody who is tree to 
answer that question" (Mike) 

Getting Legal 

This approach of relying on or threatening legal action was not a widespread strategy; 
perhaps as the research focus is on surviving and thriving. However where it was 
mentioned it provides an interesting example of how the advent of the Disability 
Discrimination Act (DDA) 1995 may provide additional leverage in employment strategy, 
more perhaps as a threat that as an actual employment tool. 

"I remember II years ago there was a thing called ORO [disablement resettlement officer1 at 
that time I asked them for an interpreter but they refused. Then there was PAa- [placement 
advice and counselling team1 and this time I asked again for an interpreter and they refused 
again and then the OOA started in '95 and I asked them for an interpreter and they refused. 
Then they agreed to give me an interpreter ... in '97. I said that if they refused again I would take 
them to court because I wanted to fight for my rights" (Ahmed) 

Whilst there are obvious risks to this legal approach, it is likely to feature increasingly as a 
strategy especially where there are significant mismatches between workplace needs and 
provision. Kate provides one interesting strategy that adopted a multi-layered strategy. 
Here the formal contacting of the worker's trade union and medical advice regarding 
work, provided an official backdrop should it be needed. However Kate preferred to use 
informal methods as the first strategic approach to workplace adjustment. 

"I've used the staff union as a guide really as to how they feh it [increased hours1 should be 
approached which would receive the best reaction is the key thing and it's been good because 
they have a dear under- standing of what is available ... sometimes it works better if you are doing 
things on a informal basis even if you personally have a strategy behind that, asking for that so 
that other things fall into place you might not want them to be aware that you've calculated that 
so carefully" (Kate) 

We have seen in the above discussion a Significant range and depth of strategies. It is 
difficult to discern from these strategies a ready-made formula for surviving or thriving in 
the workplace as a disabled person. The importance of the employment context open 
managerial styles, flexible-working methods, and a sound-funding environment. It was also 
clear that other factors were important in aiding successful strategies such as the length 
of time in a particular employment, pre-existing levels of confidence, proximity to 
organisations of and for disabled people. 

It would be inappropriate therefore to select anyone of the above factors and suggest 
that it alone might predict a more enabling workplace. However a few key and recurrent 
messages did come out of the analysis of strategies. Firstly that disabled workers need to 
'read' an organisation when beginning a new employment or _new work role. That even 
the highest levels of confidence in using strategies can, in the wrong employment 
environment prove ineffective. 
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Supporting Disabled Workers 

As with the evaluation of strategies we were aware in researching supports that these 
may have their origins in earlier biographical experiences right through to very recent and 
current forms of support. We also established through the piloting of the qualitative stage 
of the study that family. educational influences and pre-employment factors generally 
were of greater significance when understanding the role and nature of support. 

Formal Support 

Here James provides an example of the support offered by his welfare department. 

"I can get help from the welfare officer ... the welfare officer will give me advice mainly or someone 
you can talk to, to discuss things, perhaps that you couldn't discuss with your line manager. 
Sometimes it's difficult to talk to your boss" (James) 

Support was seen as essential for a partiCipant with mental health problems who faced 
challenges in terms of suitable housing and work stress. 

"In the last four weeks I have found a house where I feel safe and I have had the support from 
Access to Work in getting a therapist to help me deal with things that I find very challenging and 
also travel to work costs, and without that I wouldn't be able to continue the job. The therapist 
support has been there and that's been invaluable" (Sheila) 

Some interesting examples of collaborative external support were provided, as with the 
experience of Trevor. 

"Yes, social services [support me], they give me the money to provide my own care, so I can pay 
for a carer to get me up and get me dressed and in my car in the morning and in the 
evening ... well there's Motability [a charity with some statutory funding to provide vehides and 
adaptations], they're helping, they're actually working together with the Disability Service Team 
to give me a grant towards this vehide" (Trevor) 

Here a range of formal supports provides Trevor with the tool and independence to 
make work possible. Some participants relate how external support helped make their 
working environment more accessible. 

"I did have an occupational therapist come out and check desk heights, chairs, how the computer 
was situated and she gave me advice and information on how to use things, foot rests and chairs 
and how to place the computer ... and they also help with travel costs for myself and that's 
continued for 3 years" (Sharon) 

Similar creative solutions to workplace barriers are mentioned by Matthew who relates 
how his University employer and the Employment Service PACT team (now Disability 
Service Team) have worked together to make the working environment more suited to 
his needs. 

"For example the office that I have at the moment had sash windows in it. which I can't use and 
the University has replaced them with a window which opens and closes by turning a little 
handle and it's the first time I've been able to open a window and that's important So the 
University does those kinds of things. It collaborates with the Access to Work people quite well, 
they've provided me with the computer that I use at home, oh and the University has provided 
me with a lap top computer that I use in my teaching ... " (Matthew) 
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Other external agencies were also mentioned in passing as providing employment 
support, for example the Shaw Trust and a number of supported employment providers. 
We see in the above a range and a creativity to the formal support provided to disabled 
workers. Arguably the advent of the Disability Discrimination Act 1995 is further adding 
to the impetus to provide adjustments to the work place and the way in which work is 
done. It is too informal, that is largely unrecorded support that we now turn. 

Informal Support 

The most commonly cited form of support came from disabled and non-disabled 
colleagues. Although informal, these forms of support, their range, frequency of use and 
often-reciprocal basis suggest they are pivotal to thriving and surviving in the workplace. 

One key form of informal support reported by participants is colleague and managerial 
flexibility. For many workers, being able to reshape and rejig the working day is very 
important to allow them to work most effectively. This was especially significant where 
working routines and inflexibilities might raise stamina and pain issues. Peter is a useful 
example of this informal but pivotal flexibility. 

"I developed a condition ... the result of this has left me In pain down my right side and my right 
arm, and to quell the pain I take more stringent drugs, which can result in vel}' sudden bouts of 
drowsiness that I need to manage, if I wasn't in sympathetic and empathetic environment I 
wouldn't feel comfortable. So that makes a two-way relationship they give me a lot and then I 
feel I have to give them a lot And I'm in a way bonded more to the people I work with now than 
I've been to anybody else" (Peter) 

Similar comments are made by Waiter a museum assistant. 

"No, if they think I shouldn't be climbing stairs they will keep me on the ground floor. Normally 
they will either cut that floor out there or I will sweep the [entrance 1 steps. If they pick up on that 
I'm not feeling 100% they'll say 'take your time, do what you want to do, you don't have to knock 
yourself out" (Waiter) 

This very simple agreed adaptation to an office environment conveys both the ease with 
which many adjustments can be made to a more enabling workplace, but also reflects the 
positive and supportive environments more generally. Physical environments here reflect 
wider attitudes, here ideas rooted in the social model of disability. Flexibility clearly also 
relates to being flexible around the boundaries of work time as Pauline notes. 

"They're quite good as well if I've got a hospital appointment even though I only work ten hours 
they allow me to go in that time and I don't have to pay the hours back. When I have 
appointments It's always on the day I work and that's because it's the day my consultant's 
available and they say ok you go off" (Pauline) 

Workers facing complex barriers in the wider world also received support of an informal 
kind. Sheila has a physical impairment and mental health difficulties, but relates how her 
colleagues are at the heart of her workplace support. 

"I think I need an atmosphere of trust Where I will give my best And I may need guidance, I 
may need to learn the ropes ... people accept me for who I am I suppose with vulnerabilities more, 
and it is when somebody accepts that you can be weak that you can be your most strong which 
is personal but it does have a professional application" (Sheila) 

Similarly for Lyn a worker with learning difficulties. 
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"Advance [organisation for people with learning difficulties]can actually support people and help 
people to fight for their rights as well. and not jUst in Advance, but all people with learning 
disabilities ... Maybe we go to conferences, and we do a lot of campaigning as well. (Lyn) 

It is clear from some participant comments that informal support is provided in order to 
help reduce obvious workplace barriers, as Trevor points out. 

"Somebody, one of the members of staff, they help me transfer from my car into my wheelchair 
and at the end of the day it's the other way around ... oh and things like having 0 cup of tea, I 
can't get into the canteen because there's so many doors, well even ifl got in I wouldn't get out 
again with a cup of tea in my hand and that would be dangerous; so one of the chaps 
[colleagues] makes a cup of tea twice a day" (Trevor) 

Support can also extend to issues beyond the workplace as Gordon points out. he is here 
describing how colleagues help him access official documents that would otherwise not be 
open to him as a worker with a visual impairment and epilepsy. 

"Members of staff they say they'll always support me. AliI have to do is go and have a chat with 
them. Just what I need. For example. I'm thinking of going to get a Council flat so I am just going 
to ask them about what the Council's procedure is" (Gordon) 

For some employees the belief that further support would be likely is the main reported 
form of support in itself. Here, the knowledge that if it were required to make changes to 
an employees work. that the felt confident that this would happen in a way that allowed 
them to continue to thrive in the workplace. Here Anwar discusses this point. 

" ... ifyou do go to them [management] I'm pretty sure that they would take it seriously and be ok 
with any suggestions that you make whether that be support in the sense that you have different 
hours of work of one day at home or whatever" (Anwar) 

It is clear from Anwar's comments that although not currently working at home, or doing 
different hours of work. that these issues have occurred to him. It is also clear from his 
comments that he is reassured that his work cold be altered should it need to be. This 
supportive ambience is of importance to Anwar in this instance. Of note Anwar relates 
that he works in a purpose built accessible environment. works in an organisation of 
disabled people and already has technological support from the Disability Service Team. 
This perhaps pushes Anwar's ideas around adjusted work into the realm of creative 
working regimes, arguably an issue high up in most workers hierarchy of work place 
needs. 

Support from family and friends have already been noted as important for some 
participants before getting employment. it has also proven of great benefit to some 
participants in their current work. Sharon provides a very full picture of the role of family 
and friends in supporting work. 

"I think they have a good understanding of the job that I have and how it has become quite 
pressurised as time has gone on, because it has moved and grown. So they have a good 
understanding that I want to come home and off-load sometimes and that I am tired. ratty. in 
pain. whatever it is and they don't mind ... and also that family and friends sometimes have also 
said to me 'well if you need anything doing as well just give me a ring' ".(Sharon) 

We can see in the above the range and depth of support and the often complex links 
between the different forms of support. The distinction between formal and informal 
support is helpful in terms of grasping the extent to which lessons can be replicated. 
However, it is clear from a wider reading of the participants' comments that the 
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quantified forms of external and employer support may not be directly and easily 
replicated elsewhere. For example, the extent to which trade union and Access to Work 
programme responded to disabled workers could not be easily predicted. Using assertive 
methods worked in some instances, whilst in others led to very slow or insubstantial 
provision. Conversely some participants reported that even tentative enquiries about 
trade union and Employment Service support led to a swift provision of support, 
equipment and advice. 

There are however a number of clear patterns that emerges from the above wider 
discussion of both strategies and support. We have chosen to call these lessons that 
might be learnt from the research findings. Two key areas where lessons could be learnt 
are those relating to the risks of adopting particular strategies and the costs of accepting 
certain forms of support. We begin our exploration of lessons by looking at the question 
of risks. 

Strategies and Risks 

Ruth relates how she decided to return to employment after a period of illness. She had 
previously had significant workplace support, but felt that she was taking a big risk in 
entering a new job with old assumptions. Here then risk attaches to job change, where a 
strategy of work return risks falling flat because of poor levels of ongoing support 

", .. in some senses I did take a very big risk that I could end up in a job where I wouldn't get that 
[previousJ/evel of support"(Ruth) 

Of note Ruth goes on to state how she adopted strategies to minimise these risks. Alison 
who has dyslexia makes a similar point but about the risks of assuming levels of support 
will prevail in the wider organisation. 

"It is very easy to get lost in an organisation like that because it is very protective and obviously 
you have a huge contaa with outside society and all the issues involved, but in terms of reality 
and dealing with other employers the support out there is nothing to what I received from my 
staff team and from the management team"(Alison) 

"I tend to make informed decisions, get all the information and then make an assessment about 
whether this is a 'crazy' thing to do"(Ruth) 

Mary makes a more general observation about the risks of disabled people being assertive 
in the work place. 

"It is very easy if you are a disabled person to get labelled as having a 'chip on your shoulder' 
even if you haven't If you are the slightest bit over to top about your needs" (Mary) 

Ubby reflects on the limits of the openness strategy she otherwise adopts with her 
employers. 

"Well I suppose what I'm saying ;s about the honesty thing it aaually goes up to a point and it's 
kind of hard to explain really but it's like 1''' be honest unless I think it means I'm going to be 
discriminated against and then I will dam up and be more careful about what I say ... so I might 
not be honest about what's going on in terms of a flare up"[inflammation].(Ubby) 

Matthew points out the benefits of timing major employment strategies. 

"Well if you take risks at the beginning of your career you have everything to gain by them 
succeeding and not much to lose. At the end of your career, you've got nothing to lose as it were. 

119 



Proceedings of the 3rd Annual NDA Disability Research Conference 

It's only in the middle of your career where they may be more to lose from taking the risk than 
there is to gain from taking the risk"(Matthew) 

One participant mentioned the inherent risk of adopting strategies. 

It's difficult to talk about strategies; I don't see my life in such a calculated way. If you were to do 
that, everything would fall apart" 

This is obviously a minority view, and it is worth noting that Alan has received Significant 
workplace support over time and admits elsewhere to using his trade union to affect 
change. However, he makes an important point that some workers may feel that the 
point at which they adopt strategies there are risks to the employment dynamic more 
widely. This though as stated earlier was a minority viewpoint. 

From the outset it was considered possible that some participants might feel that what 
they were using were not or could not be defined as strategies as this may have suggested 
a very formal calculation of the best way to survive or thrive in the workplace. Although 
when provided with a very general definition of strategies to include methods and ways of 
bringing about change most participants worked with the notion of strategies in an 
unproblematic way. 

Joanne makes a different point. She notes how in order to qualify for employment 
support she had to accept the [inaccurate and untested] definition of being 80% 
productive. Here, the official cost of support was to accept this 'fact'. There might 
arguably be future costs of accepting this point. 

"It rankles a bit that I have to say that I could only do 80% of the job when I set the job up to be 
honest, but the finandal came first" Ooanne) 

Penny a participant with a learning difficulty notes how the benefits system presents 
inherent and statutory limits to taking the kind of risks she would otherwise wish to take. 

"I would really like to work longer hours but cannot do so because otherwise I would lose my 
benefits" (Pen ny) 

Lessons 
The most commonly cited lessons were those offered for other disabled workers. A 
commonly cited lesson is that disabled workers should be assertive in expressing their 
needs and identifying barriers, but should avoid being too strident in their raising of these 
points. 

"Well I think if you think back to being younger you are very much more aggressive about being 
a disabled person bit I don't think that aggression always works because they [employers] see it 
as a chip on your shoulder" Ooanne) 

Alison also discusses the dangers of full on confrontation, here discussing her dyslexia .. 

" ... What I am trying to pass on to my friends it's to be carefUl and to begin a process of self 
acceptance and through that self acceptance therefore you move trom a lot of positions where 
you are very dependent on people, but don't put yourse/f;n dangerous situations where if you did 
come out that it would be a negative experience" (Alison) 

Ahmed offers a more nuanced range of ideas as lessons for other disabled people, here 
emphasising confidence and also respect for colleagues. 
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" ... Be confident in asking, work hard, think positive, co ordinate your time good and you must 
respect your colleagues." (Ahmed) 

Conclusions 

This study has detailed and explored the ways in which disabled workers survive or thrive 
in the workplace. Key areas of interest were those of strategies adopted by disabled 
people to prosper or get by at work. The research also addressed the important array of 
supports that disabled people receive which support their daily working lives. 

There is much evidence that a wide range of strategies is being adopted, which make 
work more barrier free and more successful than it would otherwise be. Strategies range 
from low-key informal disclosure of impairment information through to more direct and 
formal attempts to address workplace barriers at the beginning of a new job. 

Importantly it would be inappropriate and in employment terms risky to point to anyone 
strategy as the one best way of nurturing workplace success. What were recorded above 
are a repertoire of choices that other disabled workers and job seekers might learn key 
lessons from. One important message from the research is that of an appropriate 
'reading' or understanding of an organisation before adopting detailed strategies. 
Awareness of forms of support, advice and information were also seen as central to 
disabled workers workplace successes. 

Support as might be expected in a piece of research of this kind featured largely in the 
comments of participants. For most workers support both informal and formal, internal 
and external are essential for workplace survival and thriving. The role of family, friends, 
and disability organisations was significant in enhancing the confidence and competence of 
many of the workers studied. Of note, working for an organisation of or for disabled 
people was more likely to allow workplace thriving for those we studied. 

Colleague support, understanding managers, the government's Access to Work scheme, 
employment schemes and trade unions were all seen as playing a part in the daily support 
of most of the disabled workers in the study. Emotional costs of receiving support were 
mentioned by a small number of participants. The presence of support did not equal a 
fully enabling workplace, and it is important to note that barriers still remained in most of 
the working environments described by participants. The need for more co coordinated 
and predictable Access to Work support was a commonly cited problem with this 
centrepiece of formal disability support. 

Overall participants saw a working environment in which impairments and workplace 
barriers are openly and senSitively handled as very important. The ability to be able to 
express disability issues in a non-judgemental way was also seen as important. Many 
individual comments echoed the broader shift in thinking around disability and 
employment of focusing on ability and diverSity. 

It was clear from the research that unconditional acceptance of workplace diversity and 
flexibility is at the heart of more enabling employment regimes. The need for a workplace 
in which disabled workers are not viewed as different, outside of the norm was seen as a 
very important prerequisite of future employment success for disabled people. 
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The Three per centTarget for the Employment of People 
with Disabilities in the Public Service 

Ms Aoife Brennan 
Dr Pauline Conroy 
Ralaheen Ltd 

Introduction 

The three per cent target for the employment of people with disabilities in the public and 
civil service has had a long tradition in Ireland since the mid I 970s. This target, formerly 
known as a quota, has figured in social partnership agreements and is supported in the 
current 2004 Disability Legislation Consultation Group proposals to government. (DLCG, 
2003). 

This paper examines the use of target or quota style employment policies in Ireland. It 
explores the results of three Irish studies, which assessed the value of the three per cent 
target in advancing the employment and retention of people with disabilities. With the 
significant changes in labour market policy in relation to the disability ground and non
discrimination legislation now in place for six years, it is now timely to aim for a more 
precise assessment of the three per cent target and its relevance to the contemporary 
labour market and emerging employment policies. 15 

The European Framework and Disability Employment Policy 

The adoption of a new Council Directive - 2000/78/EC of 27 November 2000 -
establishing a framework for equal treatment in employment and occupation, including on 
the grounds of disability, marked a legislative departure for most European countries. 
The transposing of the Directive into the national laws of the 2S Member States is still 
taking place in 2004, a year after the deadline laid down by the Council of Ministers. In 
Ireland this incorporation of the Directive was done by amending the Employment 
Equality Act 1998 with the specific provisions of the Equality Act, 2004 (Quinn and 
Quinlivan, 2003). The addition of this new legislative instrument to disability employment 
policy in Member States was inspired by a civil rights approach to disability. It conferred 
individual rights on persons with a disability, as defined in their national law, to equal 
treatment with persons without a disability, and taking account of reasonable 
accommodations that did not place an undue burden of hardship on their employer. 

15 The authors are grateful to the DJELR for permission to cite an unpublished study on the three per 
cent employment target. 
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The Practice of Reasonable Accommodation 

The concept of reasonable accommodations or appropriate adjustments is increasingly 
viewed as inherent to non-discrimination law and policy practice in relation to people 
with a disability not only on the labour market, but also in receipt of public and private 
services. The policy practice of reasonable accommodation is apparently simple but often 
extraordinarily complex to implement in an employment relationship and environment. 

Reasonable accommodation can be viewed as an exception or deviation from the 
principle of equal treatment where like persons or situations are treated the same 
without reference to personal attributes, beliefs or characteristics. In the case of 
reasonable accommodation, employers are asked to even out the differences, by making 
adjustments prior to testing for equal treatment. 

Scale of Accommodations 
There are lots of other examples of reasonable accommodation outside the disability 
arena, but they are not called reasonable accommodation. Removing children from 
working as chimneysweepers and down the mines was an accommodation to childhood at 
the turn of the last century. Relieving pregnant women of the obligation to work right up 
to the moment of birth by giving time off through maternity leave is an accommodation to 
pregnancy, for which there is no equivalent for male workers. Providing health and safety 
literature in Russian or Chinese is an accommodation to migrant workers and linguistic 
diversity. Yet, the same scale of accommodations for persons with disability attract an 
enormous amount of difficulty and controversy. worry. concern and confusion 
(Waddington and Hendriks. 2002) 

Quota style employment policies 

In the public sector and civil service. the arrival of non-discrimination poliCies in Ireland in 
1998 did not lead to the removal of pre-existing policies based on welfarist or 
segregationist approaches. The UK is an exception in that it abolished its quota policy 
with the enactment of its Disability Discrimination Act. However. in most Member 
States, the new European disability employment framework has to coexist with other 
approaches embedded in their existing employment and social welfare policies. In Ireland. 
as in many other European countries, the field of disability employment policy is not 
barren. The disability employment terrain is already occupied by other long-standing 
policies such as employment quota policies, separatist approaches (closed sheltered 
workshops) and policy approaches which discourage economic participation by people 
with disability inside the social welfare system (DSFA. 2003). Quota style employment 
policies have been widely favoured in Europe and the developing world. 

Background to Employment Quotas in Europe 

European disability employment policy has shown great attachment to employment 
quotas whereby employers are encouraged or obliged to recruit a fixed proportion of 
persons with defined disabilities into their workforces. Quota policies date back one 
hundred years to the early nineteenth century. Quotas stipulate a fixed proportion of 
employees with disabilitiesllevels of disabilities who are to be employed in the public or 
private sector firms or both. Quotas can also reserve a fixed proportion of total jobs or 
specific occupations (for example telephonist) for persons with disabilities (See Table I). 
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Table I: Examples of European Quota Rates 
i-----------------7------------1------------1--------------------------------------------~--------------------------------i 
I I I I I 

: Country : Quota I Rate % : Quota Scheme I t-----------------i------------i------------i---------------------------------------------------------------------------i 
I I I , I 

! ! ! ! The Disabled Persons Employment Act (BeinstG) which includes ! 
! ! ! ! the quota scheme. Employers with a minimum of 25 employees ! 
! Austria ! Yes ! 4% ! have to employ a registered disabled person per 25 employees. ! to--------------.... ---t--------... --... ------------.... ------------------------------------------------------------------------1 t I I I I 

! Belgium ! No ! N/A ! N/A ! 
~-----------------~------------_t-----------_.-----------------------------------------------------------------------------~ I I I I I 

! Denmark ! No ! N/A ! N/A ! ~ ________________ ~ ____________ ~----------__ ~-----------__________________________________________________________________ 4 

I I t l J 

! Finland ! No ! N/A ! N/A ! L _________________ ~ ____________ • ____________ • _____________________________________________________________________________ J 

I I I I I 

! ! ! ! Travailleur handicape (TH) count towards the fulfilment of the ! 
I I I I , 

: France : Yes : 6% I quota. which operates in mainstream employment. I 
~-----------------.. ------------.. ------------.. ----------------------------------------------------------------------~ I I I • t 

! ! ! ! The quota rate is coupled with increased penalties for non- ! 
! ! ! ! compliance. Penalties are now graduated that firms which fail the I 
I I I i • f 2 I : I : : most (those which employ ewer than per cent of severely : 
! Germany I Yes ! 5% ! disabled workers) pay a higher rate per quota place unfilled. ! 
~-----------------i------------i------------i---------------~-------------------------------------------------------------i 

I • I I ! ! ! The quota system applies to other groups of people seen as ! 
! ! ! deserving an income from employment such as war invalids. ! 
! i ! members of the family of a disabled person as well as parents in ! 
! i ! families with many children. ex-members of the national ! 
! ! ! resistance. The global quota is 8 %. of which 2 % is for people ! 
I I I I 

Greece : Yes : 5% I with special needs and 3 % in the public sector. : 
~-----------------.. ------------f------------t-----------------------------------------------------------------------------~ I j I t I 

I ! ! ! Quota provides penalties for non-compliance. Five main groups ! 
! ! ! ! of disabled people can qualify for the quota; Civil invalids. work ! 
! Italy ! Yes ! 7% ! invalids. invalids of war and people with sensory impairments. ! 
~-----------------+_~----------.------------4-----------------------------------------------------------------------------~ I I • I I 
I , I I ~ ~ I 
I Luxembourg : Yes : 5% : Quota for both public and pnvate sector I ~ _________________ ~ ____________ ~------------4 ____________________________________________________________________________ ~ 
l , I I I 

! ! ! ! In 1986 the WAG.W. Act (Employment of Handicapped ! 
I I I I I 

: Netherlands : Yes : 5% : Workers Act) came into force and established the quota. I 
~-----------------t------------t------------t-----------------------------------------------------------------------------i 
I I I I I ! ! ! ! A quota in the area of public administration was introduced in ! 
! ! I I 2000 for people with disabilities or with cerebral paralysis with a ! 
! Portugal i Yes ! 5% ! degree of incapacity equal or higher than 60 per cent. ! 
~-----------------~------------~------------~-----------------------------------------------------------------------------~ tit I I 

I I i I A quota for the employment of people with disabilities obliges ! 
I I , I I I ! i ! employers with a workforce of over 50 employees to set aside 2 ! 
! I I I per cent of posts for disabled workers. Eligibility for the quota ! 
! Spain ! Yes ! 2% i requires a degree of disability of 33 per cent. ! r----------------1'-----..------'1'-----------1'------------------------------------------------------------.... -----------1 
I I • I I 

I Sweden i No ! N/A I N/A ! 
~-----------------'1'------------~-----------~-----------------------------------------------------------------------------1 I t I I I 

l_~i~ ____________ l_~~ _______ l_~!~ ______ l_~!~ _______________________________________________________________________ J 

Source: Extracted from European Commission (2002), definition of disability in Europe a 
comparative analysis. Appendix 2. 159-195. 

Centre of Research and Social Interventions (ISCTE), (2003) Peer Review, Disability Management 

Statements and Comments. Portugal. 24-25 November 2003. 

ACORD International Disability Management Statements and Comments. Peer Review. Disability 
Management Statements and Comments. Luxembourg. 24-25 November 2003. 

The European Forum on Disability and Employment. Paris. October 2003. Report by Dave Parr. 
Amicus-MSF. 
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Quotas Versus Non-Discrimination Policies 

Quota and non-discrimination policies are very different from each other. Quotas start 
out with the assumption that people with disabilities have been unable, are unable and will 
continue to be unable to compete for employment and vocational training on the open 
labour market and therefore reserved jobs or fixed percentages of jobs should be set 
aside for people with disabilities. Quotas do not imply that people with disabilities are 
competent for all jobs, for promotion in their jobs or for all occupations. Quota style 
policies fix the level of employment as well as the proportions of employment to be 
reserved or set aside. Quotas institutionalise a two-track system, in that once a person 
enters down this road; it is difficult to cross over into the mainstream of occupations and 
job promotion. Quota policies are minimalist whether they are fixed at two or ten per 
cent. They do not open up all jobs; rather they focus on recruitment into a low-level 
floor of jobs. In this sense quotas evade and avoid the principle of access for all, or equal 
opportunity for all. Quota style policies are therefore difficult to reconcile with the social 
model of disability, which has influenced so much policy in the last twenty years (Treganis, 
2002). 

Historical Origins of Quotas 

Quotas have their origins in military policy. After World War I the employment of quotas 
of disabled veterans was viewed as a way of recompensing those who had fulfilled their 
duty to their country. By 1923, Germany, Austria, Italy and Poland had established quotas 
(Waddington, Oilier, 2002a). After World War 11 a second generation of quota policies 
were extended to veterans and then to civilian populations and the sense of societal duty 
to disabled veterans became submerged in generalised welfare policies. By 200 I, ten out 
of fourteen European Union Member States had various distinct forms of employment 
quota policies in operation. The countries without quotas included the UK and the 
Scandinavian countries Denmark, Finland and Sweden. 

Employment Quota Policies in the Developing World 

Employment quota policies have also been extensively adopted in the developing world, 
sometimes mirroring a colonial legacy, sometimes not (ILO, 2002, ILO, 2003). China, 
Cambodia, Thailand, Japan, Mongolia, India and Sri Lanka are among the countries using a 
range of quota or quota style employment policies in their disability employment 
frameworks. The pervasiveness of quota policies in the developing world pose Significant 
issues for agreement on a new international United Nations Convention on equality for 
people with disabilities, underpinned by non-discrimination principles. The developing 
world countries are a majority in the United Nations Assembly and the majority of 
disabled people in the world live in the developing world. 

Types of Employment Quota 

Statutory and Obligatory quotas in the public and private sector 

There are three types or families of quota legislation according to Waddington (2002). 
The first type of legislation prescribes quotas that are statutory and obligatory. Such 
quotas may be in the private sector or the public sector or both and can have varied 
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percentages of reserved jobs. What is core is the obligation that is conferred on 
employers to implement a quota. However such quotas, without strict and systematic 
enforcement are of limited use in that they imply a voluntaristic approach by employers, 
often operating in a competitive market. Employers can fulfil their quota by employing 
people with very slight difficulties or disabilities, leaving those with greater difficulties on 
the outside of the market. The UK quota was eventually abandoned in I 990s not because 
the UK government claimed to have adopted a more human rights model, but 
pragmatically because the quota just did not produce the intended outcomes in terms of 
higher employment rates for people with disabilities. It was replaced by the coming into 
force of the 1995 Disability Discrimination Act. 

Statutory Quota by Enforcement 

A second type of quota is statutory and underpinned by strong enforcement. The quota 
may be restricted to firms of a certain size or to persons with a so-called high level of 
impairment/disability. In this sense it may be motivated to enable those who face greater 
difficulties on the labour market to obtain a chance of work. In some countries such 
quotas are enforced by fines for the number of days or the number of persons the 
employer has failed to hire. Some employers prefer to pay the fine rather than go to the 
trouble of specially recruiting a very small number of workers to fill their quota. Where 
the fines are collected for special disability training or employment funds, one can observe 
an entire well-endowed industry of training and employment supports springing up 
around the every growing funds of non-hiring employers. This can create conflicts as the 
separate training and employment agencies have little incentive to lose their clients and 
their own jobs to employment by the increased success of the quota system. This is one 
of the perverse effects of some well-enforced quotas in industrialised countries. 

Voluntary Quota 

A third type of quota style policy is not legislation based but is a voluntary 
recommendation that imposes no obligation on employer and consequently cannot be 
enforced by any sanction. Percentages of employees with disabilities are recommended 
to employers for employment on a moral (social responsibility) or charitable (return to 
society from your profit) or welfarist basis (minimum obligation towards the 'needy'). 
The Irish three per cent quota or target falls into this category, in that it is not based in 
legislation and cannot be enforced, even if it were desirable to do so. 

Consent and Disclosure 

In order to take advantages of quotas, persons with disabilities have to agree or consent 
to a number of distinct social actions, which they mayor may not find advantageous. 
They have to agree 'come forward' or 'come out' as disabled into the public arena, 
through, for example special entry schemes or special application schemes for jobs. They 
have to agree to be registered or labelled as disabled so that employers can demonstrate 
quota policy compliance and may have to agree also to a level of classification of their 
disability to ensure its inclusion in the quota scheme (Lunt and Thornton, 1994, 230). A 
single one or all of these actions which are characteristic of quota style policies can be 
found to be a disadvantage or even objectionable on grounds of privacy and separate 
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treatment by people with disabilities. It should be said that some of these actions, such as 
disclosure to benefit from reasonable accommodation are also to be found in non
discrimination approaches (Gooding, 2000, 539). 

Quotas and non-discrimination 

The introduction of non-discrimination policies into employment policy in Ireland in 1998 
through the Employment Equality Act might have been the occasion to review the 
continued existence of the three per cent quota for the employment of people with 
disabilities in the civil and public service. While the effectiveness of the quota/target was 
reviewed in both the civil and public service, employers did not call its existence into 
question either, trade unions, politicians or disability lobbies. Indeed social partnership 
programmes endorsed the three per cent target and disability organisations sought that it 
be placed on a statutory basis. There is no mention of the target/quota in the reported 
submissions of voluntary and organisations in response to a European Commission 
consultation on non-discrimination in 2004 (NDA, 2004). 

The coexistence of a quota policy based on welfarist or minimalist employment policies 
and non-discrimination policies based on a model of civil or human rights policies was not 
and has not been addressed in Ireland. An exception has been the civil and public service 
trade unions who represent employees in the civil and public service and the Irish 
Congress of Trade Unions who have addressed the three per cent employment target in 
negotiation and training, as it arises among trade union affiliates. 

The original three per cent quota was introduced in 1977 following the failure of the 
Labour and Fine Gael dominated Oireachtas to enact disability legislation in the 1970s. It 
was not actually brought into operation until 1981 and by 1985 was already showing 
some of the difficulties which were to face its review almost twenty years later. A Quota 
Scheme Working Party Report to the National Rehabilitation Board in 1985 published a 
short review of the quota and found difficulties when public employers were asked to 
register or name people as 'disabled,' there were difficulties in obtaining a uniform 
monitoring system and difficulties in operating a quota when there are embargos or caps 
on public service employment. 

For public service and civil service employers, the three per cent target alongside the 
non-discrimination provisions of the Employment Equality Act, 1998 appear to be 
perplexing. This is not so surprising in that each demands a different set of principles and 
behaviour on the part of the employer. As the three per cent target operates only in the 
civil and public service it is not possible to compare its operation with the wider private 
market employment. 

There has been much anecdotal criticism of the Irish three per cent target on the grounds 
that civil and public service bodies are not achieving it. The evidence for this argument is 
not as clear as might be imagined. The monitoring of the Irish quota is conducted by civil 
and public service employers who appear to rely on a variety of measurement systems 
and depend on voluntary disclosure by employees. Not surprisingly, low results hovering 
above or below the three per cent target have been the pattern of counts in recent years. 

Summary of findings of three Irish studies on the three per cent quota target and the 
employment of people with disabilities 
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The earliest of three recent studies was undertaken to examine the effective recruitment 
strategies for people with disabilities into the public service in relation to the three per 
cent disability employment target during the year 2000. The research aimed to examine 
recruitment, job retention practices and workplace adjustments in public bodies to 
determine the differences in implementing the 3 per cent target. 

Findings of the Effective Recruitment Strategies for People with 
Disabilities into the Public Service in relation to the three per cent 
disability employment target during the year 2000 

Some six public sector organisations did not calculate the percentage of employees with 
disabilities for the purposes of the 3 per cent target in the same way. A number of 
organisations report persons out of work on temporary sick leave, or not, or include 
those who have not consented to be included in reporting or not.. There were variations 
in terms of inclusion/exclusion in the reporting of those employees who have given 
consent which were divided into two separate categories - those who are temporarily 
injured or ill and the sum of those who have acquired a disability, in the course of 
employment. 

The reasons for variation were due to both the system of gathering data which varied 
across six organisations and the right to individual privacy for employees. The freedom of 
Information Act, 1998 allows employees to view their file. However the findings revealed 
that employers are reluctant to mark on a file a categorisation not discussed with the 
employees. Therefore reporting issues are highly sensitive for employer organisations 
and human resource departments. 

In terms of awareness, organisations in the higher bands of the quota were more likely to 
give organisational training for staff in general. Two Health Boards in contrast to two 
Local Authorities, encouraged employees with disabilities to go forward for job 
promotion where it seemed likely the employees might be reluctant to do so because of 
their disability. Five out of six bodies were unaware that Health and Safety regulations 
reqUire special attention to people with disabilities. Overall apprehension existed among 
employers and social partners in relation to the three per cent target and the 
Employment Equality Act, 1998. 

Findings of the employment and career progression of people with 
disabilities in the Irish Civil Service in 2002 

The second study examined the employment and career progression of people with 
disabilities in the Irish Civil Service in 2002. This report was commissioned by the 
Equality Unit of the Department of Finance. The aim of the study was to assess the 
impact of current policy on the recruitment, retention and career progression of people 
with disabilities within the civil service. Surveys were conducted by Personnel Officers, a 
survey of staff with a disability and a statistical analysis of CEN-SIS. Five government 
departments were the main respondents. 

In addition to the Employment Equality Act, 1998, "The civil service further promotes the 
employment of people with disabilities through a range of positive action measures. 
These include a 3 per cent employment target and a code of practice in relation to the 
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employment of civil servants with a disability. A service wide policy on equality of 
opportunity (Diversity in the Civil Service) has recently been introduced. It is intended 
that this policy will encourage, as good practice procedures developed by Departments to 
ensure full participation by staff, with a disability in all aspects of working life' (p.xx) 

According to the results of the Personnel Officers Survey, approximately 800 people with 
disabilities were employed in the Irish Civil Service, which represented 2.7 per cent of all 
civil servants of which one third had a physical impairment and 25 per cent had a sensory 
impairment. This study revealed that there was no consistent method to record data, 
store and update employee information on the civil servants with a disability across given 
departments and it was uncertain that all staff recorded as having a disability are aware 
that they are listed as having a disability. According to the staff survey, which depended 
on the self-disclosure of the staff with regard to their disability, a high proportion of 
people was recorded as having a disability than the rate reported by the Personnel Officer 
Survey (7 per cent compared to 2.7 per cent). Overall the study results indicated that 7 
per cent of civil servants defined themselves as having a disability, including those who 
have acquired a disability since joining the service. 

Key recommendations in relation to the three per cent target in 
the civi I service 

Based on the findings of the report some key recommendations were set out in relation 
to the development of the three per cent target.'The new code of practice for the civil 
service should move to the adoption of a recruitment rather than an employment target 
for people with a disability ...... (which) would provide a more meaningful basis for 
monitoring the extent to which the civil service is achieving its commitment to the 
recruitment, retention and promotion of people with disabilities' .16 

'It is recommended that a 3 per cent recruitment target for people with a disability in all 
recruitment competitions should be set., 17The study highlighted that the achievement of 
this target set out should be monitored on a regular basis, along with the impact of this 
target on employment levels and on career progression of people with a disability in each 
department. It was recommended by this study that a promotion target be set. 
Monitoring employment trends within the service indicated that people with a disability 
remain disproportionately concentrated at the lower grades. 

Overall findings of the success of the three per cent target was 
explored by the Disability Equality Unit of the Department of 
Justice, Equality and Law Reform 

Finally, and more recently an analysis of the success of the three per cent target was 
explored by the Disability Equality Unit of the Department of Justice, Equality and Law 
Reform on behalf of the three per cent Monitoring Committee. The Department 

16 Department of Finance (2002) Employment and Career Progression of People with a Disability in the 
Irish Civil Service. Institute of Public Administration, Dublin, p 155. 

17 Department of Finance (2002) Employment and Career Progression of People with a Disability in the 
Irish Civil Service. Institute of Public Administration, Dublin, p 155. 
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distributed a postal survey across government departments in 2003. The study 
questionnaire generated responses from public service bodies and agencies employing 
over 100,000 employees and analysis from public service bodies and agencies employing 
85,000 employees under the aegis of 13 of the 15 government departments. 

The research evaluated the performance of public service employers in relation to their 
compliance with the target and the actions taken by them to assist progress in this regard. 

The proportion of people with disabilities known to and reported by the human resource 
managers of surveyed departments was 2.3% of total employment in 2002. Thus the 
public service treated as a whole does not reach the three per cent target. Under the 
Programme for Prosperity and Fairness individual bodies and agencies in the Public 
Service were committed to 'take appropriate action' to achieve the three per cent target 
for the employment of people with disabilities. The study revealed that large numbers of 
bodies failed to take appropriate actions to achieve the target. There is some evidence of 
under reporting with some bodies and agencies continuing to only include in their 
monitoring returns only those who applied for their jobs through special competitions. 
Other bodies reported that they had not filed returns to the Department of Justice, 
Equality and Law Reform for inclusion in the data gathering exercise. 

The great majority of agencies - 59 out of 61 who responded, - avoided restricting their 
monitoring returns to those recruited by special competition, when calculating the 
percentage of people with disabilities in the organisation. Just two agencies confined their 
returns to those recruited by special competitions. Restricting calculations in this way is 
contrary to the advice given by the Monitoring Committee on the three per cent target 
and can contribute to an underreporting of people with disabilities in the annual returns. 

The majority of agencies - 83 per cent - successfully make annual returns of the number 
of people with disabilities to their parent department. An important minority - 16 per 
cent - have not completed annual returns. Half of this number is accounted for by bodies 
under the auspices of one government department. In terms of recruitment, 56 per cent 
of agencies/bodies did not Signal an interest in candidate's with disabilities in their 
recruitment campaigns and only 18 per cent of bodies/agencies reported keeping a record 
of adjustments or accommodations made for employees with disabilities. Seven per cent 
did not know if recording was in place and 75 per cent kept no records. 

Organisational size was revealed as a strong factor in the employment of people with 
disabilities. A separate calculation was made in this study for the larger public service 
bodies and agencies employing 500 or more persons. This segment of public service 
employers made up 25 per cent of all surveyed bodies. The large employers in the study 
employed 80 per cent of all persons with disabilities in the study. These large employers, 
when separately treated in calculations. exceeded the target of three per cent with 3.2 
per cent of their employees having a disability. The 'success' of larger companies in 
reaching the target is lost in a reporting system of averages. which include very small and 
medium sized public service bodies employing 10-12 people. Many bodies - 60 per cent -
had no action plan to reach the three per cent target. More than half had no written 
policy from the employment of people with disabilities. 

Overall Conclusion from the Three Per Cent Target Studies 

The three per cent target is intended to stimulate employers in the public sector to 
recruit people with disabilities who have achieved the same merit and qualification as 
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other non-disabled persons. Reporting on the implementation of the target measure of 
three per cent depends on employees consenting to being categorised as 'disabled'.'IB 

Studies conducted using surveys of employees themselves reveal higher proportions of 
persons with disabilities in the civil and public service. These studies, such as that of the 
CSO Special Module to the Quarterly National Household Survey, provide data which 
suggest that an estimated seven per cent or more of employees with disabilities are in the 
public service. However before claiming that the three per cent target is working, it has 
to be recalled that the same employers in the civil and public service have been 
implementing non-discrimination policies since 1998-9. Any improvement in the 
employment rates of people with disabilities in the civil and public service may be a 
consequence of employers implementing reasonable accommodation, improving physical 
and infrastructural access and developing better retention policies for employees who find 
themselves with long-term health conditions whilst in employment. It is impossible to 
definitively argue that the three per cent target has failed or succeeded since it is 
functioning simultaneously and in parallel with non-discrimination policies. 

Organisations did not calculate the percentage of employees with disabilities for the 
purposes of the 3 per cent target in the same way. A number of organisations report 
persons out of work on temporary sick leave. or not, or include those who have not 
consented to be included in reporting or not. Differences exist in terms of 
inclusion/exclusion in the reporting of those employees who have given consent which 
were divided into two separate categories - those who are temporarily injured or ill and 
the sum of those who have acquired a disability. in the course of employment. Studies 
conducted using surveys of employees themselves reveal higher proportions of persons 
with disabilities in the civil and public service. 

Employment Statistics from the Quarterly National Household 
Survey 

According to the Central Statistics Office data, 'Just over 40 per cent ( 108,600) of all 
persons aged 15 to 64 with a disability/health problem indicated that they were in 
employment which compares to an overall rate of 65 per cent for the total population in 
the same age category,.19 The age group with the highest rate of employment in the state 
is 81.3 per cent between the age group of 25 to 34. The lowest rate was found in the 15 
to 24 age category at 45.3 per cent. Some 108,600 (40.1 per cent) people are in 
employment suffering from health problems/disabilities according to the CSO. The 
QNHS reported that some 45 per cent stated that their longstanding health problems or 
disability would considerably impact on the kind of work they do or could do. while 34 
per cent stated it would not have any impact. A further 42 per cent reported that their 
long standing health conditions or disability would considerably impact on the amount of 
work they do or could do while 36 per cent stated that longstanding health conditions or 
disability would not considerably impact on the amount of work they do or could do. In 
relation to persons aged 15 to 64 in employment, some 17 per cent stated that their long 

18 P Conroy (2003) 'Employment Policy' in S. Quinn,B. Redmond (OOs) Disability and Social Policy 
Ireland, UCD press, page SO. 

19 Central Statistics Office (Second Quarter 2002) Quarterly National Household Survey, 
'Disability in the Labour Force', page I 
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standing health problem or disability restricts them considerably in relation to the kind of 
work they do or could do, while 53 per cent that their longstanding health 
condition/disability did not restrict them in employment. 

To summarise, 

the age group with the highest rate of employment is the category between 25 to 
34, while the lowest rate is the category between 15 to 24, 

the majority of people with disabilities stated that their longstanding health 
problems or disability would considerably impact on the kind of work they do or 
could do, 

aminority of 17 per cent persons aged 15 to 64 in stated that their longstanding 
health problem or disability restricts them considerably in relation to the kind of 
work they do or could do. 

Table 2 below highlights a level of public service employment using CSO data in 
December 2002, for the same period as the Department of justice, Equality and Law 
Reform study examining the success of the three per cent target. and from equivalent 
categories of employment to those used in the Department of justice, Equality and Law 
Reform study. A comparison between employment in the Department of justice, 
Equality and Law Reform study and the CSO study (Table 4 page 7) for similar public 
service categories and similar employment periods, shows that the Department of justice, 
Equality and Law Reform study covered an estimated 70 per cent of public service 
employees, with findings covering 59 per cent of public service employees. 

Table 2 Public Service Employment, Selected Categories (December 2002) 

I 

1

I Category of eml?_lo_y~_e_n!___ _ __________ : Numbers (000) I 

I Regional Bodies including local authorities I 33.3 ! r---=- ----- i I 
! Semi-State companies including commercial and non-commercial I 55.9 I 

I Health, including Health Boards, excluding voluntary hospitals and ! 
! mental handicap homes ! 53.8 

I Total 
1 
i 143.0 

! ! 

Source: Extracted from CSO (2003) Public Sector Employment and Earnings, December 2002, CSO, 
Table I. 

Table 3 summarises different rates of people with disabilitiesllongstanding health 
conditions in employment across the civil and public sector in comparison to the 
estimated figures of the Quarterly National Household Survey, Disability in the Labour 
Force 2002. The rate of employment is 7.3 approximately in the Public Administration 
and Defence sector. Findings from the Department of Finance Monitoring Study differed 
according to feedback from separate categories of people - the Personnel Officers and 
the employees. 

Self-disclosure from employees reveals a greater rate of employment (7 per cent) than 
studies with employers (2.3-2.7 per cent). Therefore accuracy in the estimation of 
numbers employed in the civil and public service of people with disabilities, and the 
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subsequent maintenance of the disability quota target, relies highly on reporting 
mechanisms within the organisation. 

Table 3: Estimated Proportion of Employees with a Disability according to Sector 

i ! I I Rate 
i Source I Year I Sector ! % 

i ! ! 
i QNHS Disability in the Labour Force i 2002 i Public Administration and Defence ! 7.3 20 

I Department of Finance Monitoring Unit 12002 1 Civil service 12.7" 
! I ; 
i Department of Finance Monitoring Unit 12002 I Civil service , 722 

1 Department of Justice I 2003 I Public Sector i 2.323 

Extracted from Department of Finance (2002) &nployment and Career Progression of People 
with a Disability in the Irish Civil Service, Institute of Public Administration, Dublin 

Department of Justice, Equality and Law Reform (2003) Analysis of success of three per cent 
target for employment of people with disabilities, (unpublished) 

Disability Bill 2004 
Part 5 of the Disability Bill 2004. published on 22 September addresses the issue of 
disability and public service employment, excluding the Defence Forces, the Garda 
Siochana and Prison Officers of a prison. The Bill confers an obligation on public bodies 
to take all reasonable measures to promote and support the employment by it of persons 
with disabilities and to take account of any relevant Codes of Practice (Section 45 (I) (a) 
and (b) ). Section 45 (2) places the current three per cent target on a statutory basis and 
compels public bodies to comply with specific targets for the recruitment and 
employment of people with disabilities. which will be set by Ministerial Order. The 
percentage targets can vary from one Department to another. in the absence of which, 
the default targets is three per cent (Section 45 (4». The current monitoring system of 
the three per cent target is to be replaced. The new system involves a series of statutory 
Monitoring Committees of at least five persons, established by Ministers of Government 
Departments under whose auspices public bodies are functioning. Each committee will 
have to publish a compliance report on an annual basis to be forwarded to the National 
Disability Authority and to the responSible Minister (Section 46 (5) (d». 

If the National Disability Authority and the relevant Minister is of the view. after two 
successive years, that a public body is not complying with its employment/recruitment 
target; it can make requests of that public body (Section 47). 

At least six types of requests can be made (Section 47 (3». These include: 

20 Employee Questionnaire. 

21 According to Personnel Officers Survey. 

22 According to Staff Survey. 

23 Employer Questionnaire. 
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the ordering of training to take place in the public body, or outside to enable 
people to apply for jobs, 

the amendment of requirements/job descriptions for job posts, 

the filling of vacancies or categories of vacancies by qualified persons with a 
disability, 

special recruitment competitions for persons with a disability, the making of 
reasonable alterations to the environment or provision of supports, 

provision of information to employees to increase awareness of contributions of 
people with disabilities. 

Codes of Practice are discussed in Section 48 of the Bill. The Bill allows for the approval 
of Codes of Practice for public bodies, which are prepared with the assistance of the 
National Disability Authority, Monitoring Committees and others. 

The effect of the Bill, when adopted, will be a policy shift of the three per cent target 
from a voluntary quota to a statutory quota. However, the quota/target will remain 
confined to the public and civil service and will be effectively without enforcement, since 
the public service cannot 'punish itself for non-compliance. The management of the 
monitoring of the three per cent target will move from the Department of Justice Equality 
and Law Reform to the various Ministers, Departments and the National Disability 
Authority. 

Some of the changes requested in employment policy, which can follow from non
compliance. by a public body are quite significant. Section 47 (3) (b) and (c) involves the 
changing of job descriptions in the public service or the designating of posts or 
occupations, albeit temporarily, to be filled by persons with disabilities. These changes to 
accelerate the employment of people with disabilities appear to go beyond the 
requirement of reasonable accommodation and to fix the outcomes of competitions for 
jobs or posts as 'reserved' for people with disabilities. In this regard the new Disability 
Bill moves much closer to strong quota-style policies than the previous voluntary system. 

The Bill at first sight appears to overlap with some of the responsibilities already 
conferred on the Equality Authority to promote the equal treatment in employment of 
persons on various grounds including the disability ground and to develop Codes of 
Practice. The Employment Equality Acts 1998 and 2004 already provide for Codes of 
Practice (Section 56) Equality Reviews and Action Plans (Sections 68 and 69) and can hold 
inquiries in relation to the Authorities functions (Section 58). 

One of the effects of the Disability Bill 2004 may be to give the appearance to public 
service employers that they are reporting to two public authorities under different 
legislative instruments, with similar functions in relation to the same group of employees. 
While one of the functions of any legislation is to create certainty as to what is legal, the 
effects of the Disability Bill, if adopted may be to create uncertainty. 
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Conclusions 

The European Union Framework Directive on Employment and Occupation has created 
an interesting paradox in leaving to Member States the option to continue with quota 
style employment policies in relation to disability alongside the non-discrimination 
legislation which the Directive demands. This is what a framework Directive does - it 
allows the Member State to decide for themselves the best method of implementing a 
Directive. Ireland, in retaining its voluntary target or quota for civil and public service 
employment of people with disabilities is requiring public and civil service employers to 
implement a civil rights model and a welfarist model for the same employment and jobs. 

It is impossible to definitively argue that the three per cent target has failed or succeeded 
since it is functioning simultaneously and in parallel with non-discrimination policies. Any 
improvement in the employment rates of people with disabilities in the civil and public 
service may be a consequence of employers implementing reasonable accommodation, 
improving physical and infrastructural access and developing better retention policies for 
employees who find themselves with long-term health conditions while employed. 

Evidence suggests that employees with disabilities do not progress well in their careers 
and tend to be confined to lower level grades. A study of public service employment 
shows employees with disabilities in the lower bands of public service salaries. The two 
results illustrate that there are many improvements to be made to achieve equal 
treatment for employees with and employees without disabilities. 

Whether these improvements will be accomplished by negotiating more effective and 
enforced quota style policies or more comprehensive adjustments and accommodations 
in non-discrimination policies remains an open question. 

It may well be that many policy analysts, disability movement activists and labour market 
programme designers are overly attached to quota style policies and are reluctant to let 
go of them or detach themselves from them. Despite their inconsistency with the social 
model of employment and non-discrimination policies, which are frequently lauded and 
applauded, as desirable, quota style employment policies continue. If this is the case, then 
Ireland is not alone, since quotas operate in much of the rest of Europe inside and outside 
the European Union. 
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Exploring Options - Finding Solutions,A Study of Barriers 
to Self-Employment for People with Disabilities 

Eithne Jarrett 
Co. Roscommon Supported Employment Service Ltd 

Abstract 

The research project was initiated by Co. Roscommon Supported Employment Service 
Ltd, and supported by the NDA under the 2003 EYPD fund. The research report was 
compiled and edited by Independent Researcher, Rachel Stevens. The research brief was 
to gain insight into the barriers to self-employment for people with disabilities in Co. 
Roscommon 

The main aims of the project were: 

To identify barriers to self-employment for people with disabilities who 
live in Co. Roscommon where job opportunities are scarce. 

To expand community awareness of supported self-employment for 
people with disabilities. 

To explore the use of existing resources such as County Enterprise 
Boards, Partnerships and Business Innovation Centres and to identify 
accommodations they could make in their selection criteria for assisting 
people with disabilities who wish to become self employed. 

To identify training requirements of people who wish to become self
employed 

There is a distinct lack of employment opportunities in rural Co Roscommon. Self
employment would be a viable option if appropriate supports could be put in place. 
Initially the types and levels of support needed to be identified. The research 
methodology adopted was a qualitative approach consisting of questionnaires, conducted 
on the whole as interviews. The findings displayed significant barriers to self-employment. 
A range of supports was recommended for entrepreneurs with disabilities. 

Introduction 

This EYPD funded research project was conducted by Co. Roscommon Supported 
Employment Service Ltd. in collaboration with Roscommon Brothers of Charity Services. 

Supported Employment is a globally proven successful model of employment which 
facilitates mainstream employment for people with disabilities by matching the skills and 
preferences of the individual to the employer's job requirements and by providing 
ongoing supports to foster successful job retention. The key to the success of the model 
is the work of Employment Facilitators who support an individual at all stages of the 
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process from initial assessment, career guidance, job·seeking and job placement to job 
retention, after care and mentoring. The employer also receives ongoing support to 
ensure the success of the placement. The Supported Employment Service is in its third 
year of operation in Co. Roscommon and the insight gained by staff of the service from 
working with people with disabilities towards their employment goals has been central to 
this research. 

In Co. Roscommon as in other areas of rural Ireland, employment opportunities are 
declining and consequently people with disabilities are finding it extremely difficult to 
access mainstream employment. Individuals who manage to set up their own initiatives 
frequently find innovative solutions to the lack of employment and this is evident from the 
growing number of small to medium enterprises cropping up as local people strive to 
create employment for themselves and their families. 

Supported Employment Facilitators, during their daily contact with people with disabilities 
have identified that some people are interested in self.employment as an alternative 
employment option. This information prompted the setting up of an inclusive working 
group to examine the entrepreneurial environment with particular emphasis on access to 
information, training and support. In spite of a growing awareness of equality issues, 
people with disabilities who wish to become self-employed are not always viewed as 
entrepreneurs with self-employment ideas 

From an equal rights perspective, people are entitled to equal access to all employment 
opportunities including that of owning/managing their own businesses. The focus of this 
study was to market the skills of people with disabilities in Co. Roscommon and to 
promote equal access to mainstream services, which serve the whole population whilst 
recognizing the accommodations, which need to be made for people with disabilities. 
Business related training programmes do not always take account of the individual 
requirements that a person with a disability may have. Accessible training resources are 
needed that will enable people with disabilities to acquire skills appropriate to their 
businesses such as planning, marketing, time management, accounting. 

Having 'choice' in our lives and the right to work and choose the type of employment we 
do is something one can easily take for granted. Confucius, the Chinese Philosopher said, 
"Choose a job you love, and you will never have to work a day in your life". Never a 
wiser word spoken! Sadly. in Ireland today regardless of the nation's recent economic 
growth the reality for some people with disabilities who wish to work is unfortunately 
quite stark. This fact was reaffirmed by the Central Statistics Office recent Quarterly 
National Household Survey of 2002 on Disability in the Labour Force. This survey found 
of those who indicated that they had a long·standing health problem or disability. aged 
between 15 and 64 that only just over 40% were in employment. This compared to an 
overall rate of 65% for the total population. 

Ten years ago the Combat Poverty Agency Conference highlighted the fact that one of 
the most significant factors undermining the rights of people with disabilities to participate 
equally or fully in our society is their exclusion from and marginalisation in the labour 
market. Equality is such a key word here. as equal and effective access to the labour 
market in Ireland leads to the ability to earn a living. gain independence and social identity 
and the opportunity to contribute and participate in family. social. political and cultural 
life. It therefore follows. that exclusion from the labour market has enormous 
repercussions for those who are excluded. So why are people with disabilities excluded 
from the labour market? This research has endeavoured to answer part of that question 
by exploring the barriers to self-employment for people with disabilities. 
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Research Brief and Aims 

The research brief was to gain insight into the barriers to self-employment for people 
with disabilities in Co. Roscommon 

The principle aim of the research report was to empower people in Co. Roscommon by: 

Assessing barriers to self employment 

Finding solutions to overcome them. 

The research sought to identify barriers to self-employment for people with disabilities in 
the context of resources, strengths and weaknesses of a rural area where job 
opportunities are scarce. The research also focused on expanding community awareness 
of supported self-employment. 

Methodology 

The core research consisted of interviews and questionnaires, which were conducted 
with 27 participants from five focus groups in County Roscommon. Participants included 
people with disabilities who were or had been in self-employment, people with disabilities 
without previous experience of self-employment, people with a relationship to a 
person(s) with a disability, people without disabilities currently in self-employment and 
enterprise support agencies (Please see Appendix I for Profile of Research Sample and 
Focus Groups). 

Interviews 

A qualitative approach was adopted consisting of questionnaires. 

As no research on the subject had been conducted before in the RepUblic of Ireland, the 
questionnaires were loosely based, with open-ended questions so that individuals could 
personally explore issues around self-employment further. The language provided by the 
respondents was used as much as possible in compiling the research report. 

Questions focused on three areas: 

Exploring the issues around self employment 

Training needs 

Support needs 

(Please see Appendix 2 for sample questions) 

Findings 

The research found that people with disabilities are interested in self-employment mainly 
for entrepreneurial reasons, but for some it is also considered a viable employment 
option because of their disability. Interestingly, the majority of people with disabilities 
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whom were interviewed currently find it difficult to source employment because of their 
disability. (Please see appendices 3, - 6 for responses). 

The report's findings identified many actual barriers to self-employment and the most 
significant barrier related to issues of finance, finance with which to start-up the business. 
However, interestingly, subsequent research identified that this is an artificial barrier that 
can be overcome, as there are in fact various and wide-ranging financial supports available 
from the enterprise support agenCies for self-employment ventures in County 
Roscommon. The problem is accessing this finance and from the findings it was evident 
that information regarding the enterprise support agencies is not being disseminated 
effectively to people with disabilities. None of the enterprise support agencies were fully 
accessible from an information perspective and only some were environmentally. 

Information materials are only available in standard formats with none being available in 
alternative formats such as Braille, large print, audio, etc and from an environmental 
perspective, many agency premises are inaccessible for people with physical and sensory 
disabilities (some have steps into their buildings, etc). For those in receipt of social 
welfare state benefits there is the Back to Work Enterprise Allowance. Therefore, if 
someone has a well thought out business idea and a good business plan, finance should 
not be considered a huge barrier. 

The findings also displayed other Significant barriers to self-employment such as illness 
and stress. transport, lack of business related skills and the need for personal assistants. 
These types of barriers require additional.supports for people with disabilities to enter 
self-employment than those currently available and the findings of the research clearly 
supports this view. Furthermore. half of the people with disabilities interviewed stated 
that the additional support required should be in the form of support personnel. It has 
therefore been recommended that this support should be provided similar to that under 
the National Supported Employment Programme whereby people with disabilities are 
facilitated in their choice of employment. It is recommended that support personnel be 
provided from a drop-in office that is located within the mainstream business or 
enterprise environment, ideally this would be within the offices of one of the current 
enterprise support agencies and staff should include people with disabilities. 

Support personnel must be flexible and respond to individual requirements (ranging from 
guidance and advice, on-site support, support during periods of illness, assistance with 
accessing training, etc). To reiterate one of the principles established at the outset of this 
report, people with disabilities must be treated as individuals. They do not form a 
homogeneous group and should not be corralled into one category headed 'disabled'. 

The very nature of disability, with its myriad and diverse forms, makes any such 
homogeneous grouping wholly inappropriate and unpractical. Rather, they form a diverse 
section of society, each with his or her unique abilities. It is imperative therefore, that 
any support provided be tailored to the needs of the individual. On this basis, support 
personnel should endeavour to promote an enabling and subsequently empowering 
environment. 

With regard to training needs, the findings showed that many people with disabilities 
would require training in specific trades and business skills. Please see appendix 7. It has 
therefore been recommended that it would be beneficial for many people with disabilities 
to fulfil these training needs prior to embarking upon self-employment and that these 
training needs should be accessed through mainstream educational establishments and 
training centres, such as those provided by FAS. The proposed support personnel just 
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discussed could assist with accessing education and training. Educational establishments 
and training centres should be encouraged to accommodate the needs of all their 
students and trainees and if discrimination is encountered watchdogs such as the Equality 
Authority, National Disability Authority and the Human Rights Commission should be 
consulted. 

As previously stated, barriers regarding transport and the need for personal assistants 
were identified. These two important issues are often barriers for people with disabilities 
in many areas of their lives. It is recommended that if funding is sought in the future to 
provide support personnel that transport and personal assistant costs should also be 
included in any submission. Please see appendix 8 for supports identified. 

Discussion 

So to recap regarding the need for support personnel to assist people with disabilities in 
accessing self-employment, the report recommends it be provided at a national level. The 
Government should be lobbied to provide specific state funding available for this purpose 
to fund support personnel and award grants towards the cost of transportation and 
personal assistants. These needs should be raised with bodies such as the National 
Disability Authority and with disability groups such as People with Disabilities Ireland. 
Furthermore, in order for people with disabilities to obtain equal employment 
opportunities in the future, the report promotes that integration must commence within 
the educational system and that the Government should be repeatedly lobbied on this 
issue as well. Unless people with disabilities are exposed to the same opportunities from 
childhood on an equal playing field with their contemporaries, they will continue to be 
excluded from the same employment options, such as self-employment, upon reaching 
adulthood. 

With regard to the current working group that was established in County Roscommon as 
part of this project, it is recommended that it should remain active in order to bolster 
confidence amongst its disabled members who are keen to commence self-employment. 
At a national level, it is also recommended that people with disabilities organise 
themselves in the form of a disabled self-interest entrepreneurial group so that they can 
collectively lobby the Government on their needs, disseminate information and facilitate 
networking. It is also recommended that people with disabilities become integrated 
within existing self-employment networks such as the Roscommon Chamber of 
Commerce and the Irish Business and Professional Women's Club. 

People with disabilities should be encouraged to access the existing supports provided by 
enterprise support agencies. Since these agencies receive mainly European or state 
funding they should be encouraged to adopt a policy of equal opportunities and positive 
action to specifically target people with disabilities who are under-represented on these 
programmes. Information material should be available in accessible formats and premises 
fully accessible too. Where, due to immediate resource implications, premises cannot be 
made fully accessible, the information material should state that outreach staff is available 
to overcome this barrier. 

With regard to business premises for people with disabilities entering self-employment, it 
is advised that self-employment be conducted within mainstream business areas as much 
as possible. If some individuals require group premises it would be better if they were 
supported within an open setting of other entrepreneurs instead of a sheltered setting 
being created specifically for people with disabilities. 
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This research will hopefully initiate the process of over-coming some of the barriers to 
self-employment for people with disabilities in County Roscommon. 

The focus of this paper is on the most pertinent findings and subsequent 
recommendations. But, it is also appropriate here to discuss the importance of 'choice' 
and the right to employment. 

The report has adopted the human rights approach to disability. Traditionally, disability 
issues were approached from a perspective of charity, however a paradigm shift has 
occurred and today disability issues are correctly approached from one of rights and 
equality. This approach is now adopted by the European Union and United Nations and 
embraced within international law. Basically, the human rights approach to disability is 
about treating people with disabilities with dignity and respect. The human rights 
approach advocates that people with disabilities be afforded the same or equal rights as 
the rest of society. Within this human rights framework. the report also adopts the 
principles of equal opportunities and non-discrimination. Based on this premise, everyone 
who wants to work should have the opportunity to do so; therefore access to self
employment should be equal to all. 

Raising public awareness is just the beginning. The disability rights movement in Ireland 
has gained momentum. Now it is time to make radical changes in our society to ensure 
that it is a better and more inclusive place for everybody to live. Employment is one 
aspect of day-to-day living. which has the potential to greatly enhance the lives of many 
people with disabilities, and self-employment is one employment option and a solution for 
many too. 
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Appendix I. Profile of Research Sample 

Table A. Sample and Focus Groups 

I:, Description l 
i --------- !:, No. in Focus Group l::, 

i People with disabilities who are/have been self-

I Group I I emp~yed i 2 I,! 

! i People with disabilities without previous experience 

i Gro~ 2 __ Gf ~elf-~me!?yment _ _ ___ .____ 10 I:, 

I I 
! I I 

i I 'I 
I People with a relationship to a person(s) with a I ::1, 

I ! disability (partner, family member, friend, work in ! 

! Group 3 -riSibility sector, etc.) [9 i 
',!,' 11 People without disabilities currently in self- I 
! Group 4 I employment in_c_o_u_n-!ty'--R_o_sc_o_m_m_o_n ______ --t1_2 ________ -i1 

I Group 5 I Enterprise Support Age_n_ci_es ___________ ---'-1_4 __________ 1 

Table B. Profile of Focus Group I and 2 by Nature of Person's Disability 

Intellectual Mental Health r 01.. .1 I Not Disclosed ....... "'u., ,,"' ....... , 
I 

Group I 2 
i 

3 i I I 

C). Profile of Focus Group 4 

2 people without disabilities currently in self-employment in County Roscommon 

D). Profile of Focus Group 5 

Four main County Roscommon enterprise support agencies: 

Roscommon Partnership Company and Department of Social and Family Affairs 

Mid-South Roscommon Rural Development Co. Ltd. (often referred to as Leader) 

WESTBIC at Roscommon Enterprise Centre 

Roscommon Enterprise Board Ltd. 

Total number of sample from all five focus groups - 27 
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Appendix 2: Sample of questions from questionnaire 

(People with disabilities without previous experience of self-employment) 

Exploring the issues around self employment 

What does the term 'self-employment mean to you?' 

Why are you interested in self-employment? 

Why are you interested in self-employment as opposed to employment 
with an employer? 

Do you already have an idea in mind for starting your own business? 

If YES what is your business idea? 

What do you need to get this particular business idea started? 

What do you think the barriers or difficulties are/would be with starting 
your own business? (please give at least three examples and list in order of 
significance i.e. most difficult factor first). 

Training needs 

What training do you think would be useful for a person to do, prior to 
starting a business? 

Based on your answer to the above, do you have all the training that is 
needed to start your own business? Can you identify any areas that you 
might require more training in? 

Support needs 

If you were to set up your own business. do you think you would need 
any support? 

What kind of supports would you need to start up your own business? 
Please list in order of significance (i.e. most important support first): 

Would you require the same level of support throughout your period of 
self-employment 
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Appendix 3: Why People With Disabilities in County Roscommon Are 
Interested in Self-Employment 

! Frequency of Response by Interviewee's Disability I 
r - I1 IM=;-r--i 
lReas~n of Interest Ilntell~ctua~ealth ISensory I Physical 

I Being own boss, accountable to ; I i 
~emselves I! 3 ---J! 
'Have a business idea - knows what they I I 
~ant and desire to make it a reality 1I 12 i 
I I! 
iHard to find suitable employment (due 1 I i 
Ito lack of opportunities and location due I I I 
Ito physical disability) i I i i I 

Ilnterested in business 1 I 

I l~earn a lot about things generally 1,'11 i I 
IT 0 be successful 1I 

, 

j 
INot 
iDisclosed 

IllWith hard work is sound way to make a I--'----+!,: ----!-
living I , ! I 

i Interested in business that want to start i 11 
i- ! I 

I Likes to work independently: 1I 
, --~-----+!I:,-----~'---~:---~---~---4 

I I I i 
lTotal Responses: _.....;1!-2 ___ ---'-19 ____ .....;1.....;0 ___ , 13 
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Appendix 4. Why People With Disabilities in County Roscommon Are 
Interested in Self .. Employment As Opposed to Employment with an 
Employer 

jCould work more 

!Work own hourslflexible hours I ! 
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Appendix 5 The Perceived Barriers to Self-Employment as Identified by 
People with Disabilities (Focus Group 2) 

[I' I ----- :'1 _..... T-i- -----; 
1 I i i, I 
IBarrier Identified Ilntellectual jMe-"ta1 Heakh rSOry [PhySical INot Disclosed! 

I Finance I 13 !! I i I I 
I i I i --i -----i 
I I 1

1
, : i I 

[Conducting market ,I I 1 1 

lresearch (assessing. I I 1::1 ;::::: 
[whether there is a market [i ' 
[for product) i 13 . I 
Is~ress --- i I ------T.2 ---------1. ---------1 
! I I I 

I Recruiting suitable staff I !2 ----+-----r-----+-----~ 
I I ! 1 i I 

I~~~~e~: ;v:: ~:'~~ I I 1 I 
[versus short term return) 12 I 
t- ! i r::.· :,-------l!:. ! : I ! 

jFear of failure I ... ~:II [ +---:. __ ~ i 
[I i i ----------: 

'I 'i.·.1 11' ::.:.1 il ! nsurance cost I I. i. I:::: 

[ [I i 1 

iTransport i i 1 11 I . 

IAccess to bank loans (fear i it: j I 
iof being discriminated i . I I 
lagainst due to disability) -t- -11 ~--j- i 
IAccess to support from i I [j I 

1 

I 
1 
I 
i 

----: 

I ' : 1 : 

I§g:a~~::~s a: I +-1 -T:,:I __ -I:I_- t:: ------ it,: 

lbusiness j ~. . 

!very hard work 11 I 
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jNo holidays 11 ,I i 
,
r ··----1----+----- I ','---i 
iT 00 many things to I ill: i,: ,,1::.

1 

I remember 11 . 
i : ----~----~--------~ 

i i I ,I I', 

~TOO many jobs to do ~ 1 ------T .-----+-1 --j I 

!Hygiene skills required for: 1 !I, :,::' I:~: i business idea 11 i . 

• 
• 
• 
• 

I " :': I I: 
I 

! ,1

1 : Safety ! I ' 
I, t, ------r -1---·---+-1 ----+-----1 

, ,':::! 1 I: iAccess - environmental I,: :,:, " i I ' 
i(i.e., to buildings for wheel: I', !: i 

i:,chair users) _+' ______ -+-______ --II. ____ +I ____ I!-I~ J 
! i I I 

1
':,Access - generally , 11 I I I . ----+-----+-, ----- --+-----1------+-------

I: Loss of state benefits I:. I I if,"~ 1 '1
1

:, 

I Support generally i I I ' 

[Total Responses: 9 22 3!2 14 _J 
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Appendix 6 The Actual Barriers to Self-Employment as Identified by 
People with Disabilities Who Are/Have Been Self-Employed (Focus 
Group I) 
r---------------------------------r--------------,-------------------~------------T------------T----------------------, I I I I I I I 
I I J I I I I 
I I I I I I I 
I I I I I I I 
I I I I I I I 
I I I I I I I 

:Barrier Identified !Intellectual :Mental Health ISensory I Physical !Not Disclosed ! 
~---------------------------------~--------------~-----------------~----------~------------~----------------------~ I I I I I I I 
I I I I I I I 
I I I I I I I 
I f I I I I I 
I I I I I I I 
J I I I I I I 
I I I f I I I 

1 Finance 1 12 1 I I 1 
~---------------------------------~--------------~-------------------~-----------~------------~----------------------~ I I I I I I J 
I I I I I I I 
I I I I I I I 
I I I I I I I 
I I I I I I I 
I I I I I I I 

'Ad " , 'I '" , 1 vertlslng costs 1 1 1 1 1 1 
~---------------------------------r--------------,--------------------i------------t------------t----------------------~ I I I I I I • 

ICapital to purchase new I ! !!! ! 
I * I I I I I I 

!equlpment to meet! ! !! I ! 
!customer needs. As a! ! !!! ! 
I I I • I I I 

!result, not always able to ! ! !!! ! 
!commit to a customer.! I I !! I I 
~---------------------------------~--------------~~-------------------+------------.------------.----------------------~ I 'I I I I I 
I t I I I I i 
I • I I I I I 
, I I • I I I 
I I I • I I • 
I I I I I I • 
I I I J I I t 

lLack of information I ! I !! I I 
r---------------------------------r--------------~--------------------T------------T------------T----------------------~ I I I I I I I 
I 'I I I i I 
I • I I I I I 
I t I I I I t 
I I I I I I • 
I I I • I I I 

'Ill D d' b'l' , , '" I 1 ness. ue to Isa I Ity. 1 1 : III 
I I I I I I I 

! not always able to work. ! ! I !:! ! 
~---------------------------------r-------------_1__-----------------~------------~------------T----------------------~ I I I I I I I 
I I I I I i , 
I I I I I I • 
I 'I I I I • 
I I I I I I I 
I I I I I I I 

!Total Responses: 10 16 !O!O!O ! L-________________________________ L ______________ J ___________________ -l ____________ ~ ____________ ~ ______________________ ~ 
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Appendix 7 Training Needs as Identified by People with Disabilities 
(Focus Groups I & 2) 
r------------------------------,---------------r-----------------r-----------------,--------------r-------------------, I 'I I f I I 
I I I I I t I 
I I I I I t I 
I I I I I I I 
I I I I I I I 
I I. I I t i 

!Needs Identified !Intellectual !Mental Health !Sensory !Physical INot Disclosed I 
r------------------------------t---------------~-----~----------t-----------------t--------------t-------------------1 
I • I I I I I 
I I I I I I I 
I I I t I I I 
I I. I I I I 
I t I I I J I 
I I I I I I I 

:Trade specific training:3 :2 : : : : r---------------------------t---------------t-----------------t--------------t-------------+-------------------'"1 
I I I I I • I 
I I I t I • t 
I I I t I • I 
I I I I I I I 
I I I I I I I 

ICommunication skills II 12 ! 1I I I 
~------------------------------~---------------~-----------------.-----------------~-------------~-------------------~ I I I I I I I 
I i I I I I I 
I I I I 1 I I 
I I I I I I I 
I I I I t I I 
I I I I I I I 
I I I I I I I 

INo training needs stated : : I 11 1 : I : ~ ______________________________ 4 _______________ ~ _________________ • _________________ 4 _____________ ~ ___________________ ~ 

I I I I I I I 
I I I I I I I 
I I I I I I I 
t I I I I I I 
• I I I I I I 
t I I I I I I 
J I I I I I I 

:Skills will develop with: : I I : : 
I I I I I I I 

:time : 12 I : : 1 
~------------------------------t---------------r-----------------t-----------------t--------------t-------------------~ 
• I I I I t I I I I I I , I 
• I I I I I I 
• I I I I ! I I I I I I I I 
I I I I I I I 

:Accounts : I : I : 1 : : 
r------------------------------t---------------r-----------------t-----------------t--------------r-------------------~ I I' I I I I 
I I 1 I I j I 
I I I I I I I 
I I I I I , I 
I t I I • I I 
I I I I • I t 

I Pricing 12: 1 I : : 
r------------------------------t---------------r-----------------t-----------------t--------------t-------------------~ 
• I I , • I 1 I I I i I I • 
• I, I I I t I I J I I I • 
• I I I • I t I I t I I I f 

IAssertivenesslconfidence : : I : : : : 
r------------------------------t---------------t-----------------t-----------------i--------------r-------------------~ 
, I I I I I • 
• I I I I I • 
• I I I I I • 
• I I I I I I t I I I I I I 
I I I I •. I • 

:Organizational skills: : I 11: : 
r---------------------~--------i---------------r-----------------t-----------------i--------------r-------------------~ , I I I I I I 
I I I I I I I 
I I I I I I f 
I I I I I I I 
I f I I I I I 

!Initiative 1 I ! ! I! 1 
r------------------------------i---------------r-----------------t-----------------t--------------r-------------------~ 
I I I I I I I 
I I I I I I I 
I I I I I I I 
I t I I I I I 
I I I I I I I 
I I t I I I I 

:Analytical skills 1 1 : : I: : 
r------------------------------i---------------r-----------------t-----------------t~------------~-------------------~ 
I f I I I I I 
I i I I I I I 
I I I I I I I 
I i I I I I • 
I 'I I l I • 
I t I I • I I 

:Administration : : I : : : : 
r------------------------------1--------------~-----------------t-----------------i--------------r-------------------i 
I I I I t I I 
I I I I I i , 
I ,t t I I • 
I • I I I I • 
I If' I I I 
I I t t I I t 

: Marketing : I : : : : : 
r------------------------------t---------------r-----------------t-----------------t-------------~-------------------1 
I I I I I I i 
I t t I I I I 
I I' I I l I 
I I 1 I I I I 
I I I I I • i 
I I I I I I t 

ITotal Responses: :8 : 10 : I :4 : I : ~ _____________________________ ~ _______________ L _________________ ~ _________________ ~ ____________ ~ _________________ __J 
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Appendix 8 Supports Required for Self-Employment as Identified by People 
with Disabilities (Focus Group I & 2) 

,--- I --T-YP-~-O-f D-iS~bility i 

f--Is-o-m-e-su-p-P-o-rt-R-e-q-U-i-r-e-d-?~+-iln-t-e-ne-ct-u-a-' -rl-
M

-
e
-
nta
-, -H-ealth ISensory /PhYSical INot Disc-Iosed J 

II~Y_es ________ --_-_~_-__ -_-_-_-~!=3=======is========~:~:,-=====:~,~I======-b--------I 
INo I i I I I I 1--- I ---+-1 ------+1 ------+-" I -11 
iTotal: i3 15 i I :1 12 
f - I I, i -+----i-lll-------ii 

~pports Required I i I ' i i 
i I \ -;---1 ----+- I ---I 
jSUpport person (includes i ,1

1 
i j : 

Ilsomeone to visit to see how 1 i 1 

IYou were doing) 12 \3 I I1 I 
I Financial I 13 1I i I I 
1~~~:~~e;;~~:...)_(i_n_cl_u_de_s __ Ir-I ___ ___!I-I-----__I__I---+_ __ ----;1 I ____ I 
iDrop in Office (that could go I I i 

i~tO-w-it-h-q~u-e-r-ie~s)~-_--~---~I-I------+I---~----~ ____ ~ 
!, : 

I, 

On-sit.:~':Ipports at ~rst --l-------+----- -+ ____ ........ ___ --+1_1 ________ 1 

i Drawing up a business plan !! }---- i 

:,i Marketing 11' I 

\.s-tTesS Management 1I 1: 
FAS Training (business I: : 

specific) i 

-l----

events, getting things 
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Tackling Disability Discrimination in Employment: How 
Effective is the Disability Discrimination Act (DDA)? 

Jennifer Hurstfield 
The Institute for Employment Studies 
United 

Introduction 

The cornerstone of anti-discrimination legislation relating to disabled people in Britain is 
the Disability Discrimination Act (1995). The DDA prohibits discrimination against 
disabled people in the areas of employment, education, the provision of goods and 
services, and transport. In broad terms the Act provides that disabled people must not be 
treated less favourably than non-disabled people; and that in defined circumstances 
"reasonable adjustments" must be made for disabled people. 

The aim of this paper is to review the findings of a study conducted between October 
2002 and May 2003 by the Institute for Employment Studies on how the DDA is being 
put into practiceH

• The research was the third phase of a series of studies monitoring the 
implementation of the DDA. This paper sets out the aims and objectives of the research; 
the methodology; some key findings; and ends by -discussing the extent to which 
forthcoming changes to the legislation may address the barriers to effective 
implementation. 

The main focus of this paper is on the experiences of participants in employment cases 
covered by Part 2 of the DDA, although the research also looked at a small number of 
Part 3 cases relating to discrimination in the provision of goods and services. Part 2 
provides that employers must not treat a disabled person less favourably than a non
disabled person for a reason related to a disability; and that they must make reasonable 
adjustments to their practices or to physical features of premises, if a disabled person 
would otherwise be put at a substantial disadvantage in comparison with someone who 
did not have that disability. 

DDA definition of disability 

The DDA uses the following definition of disability: 

" ... a person has a disability for the purposes of the Act if he has a physical or mental 
impairment which has a substantial and long-term adverse effect on his ability to carry out 
normal day-to-day activities." 

This definition is based on impairment rather than on the social model of disability. To be 
protected from discrimination, an individual has to be able to prove that they have an 
impairment. As discussed shortly this has proved to be a major barrier for many people 
seeking redress under the law. 

24 Hurstfield J. Meager N, Aston J. Mann K, Mitchell H, O'Regan S, Sinciair A. (2004) Monitoring 
the Disability Discrimination Act 1995: Phase 3. Disability Rights Commission. 
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Disabled people in the labour market 

Estimates of the number of disabled people in work have varied according to the 
definition used. A guide produced by the Department of Work and Pensions estimates 
(on the basis of 2003 data) that there are 9.8 million adults in Great Britain using the 
DDA definition of disability25. This represents 22 per cent of the adult population. Using 
the same definition, there are 5.7 million people of working age, 16 per cent of the 
working age population. 

Estimates from the labour Force Survey for Summer 2003 highlight the scale of the 
labour market disadvantage facing disabled people. Only 49 per cent of all long-term 
disabled people were in work., compared with 81 per cent of non-disabled people. 
Disabled people also have a much higher rate of unemployment. 

Research objectives 

The research was commissioned by the Disability Rights Commission, in partnership with 
the Department for Work and Pensions and the Equality Commission, Northern Ireland. 
The aim was to examine through qualitative case studies how the DDA is being 
implemented. The focus was on the following issues: 

Access to justice, including access to advice and representation 

Barriers to taking cases including legal issues and financial costs 

Experiences of participants in actual and potential cases. By 'potential' we 
meant situations which appeared to involve a breach of the law, but has 
not (yet) resulted in a case being taken 

Factors affecting the outcomes of cases heard at industrial tribunals with a 
focus on the perceptions of participants in cases 

Short and long-term impact on the parties in the case 

Changes since the first phase of the monitoring research in 199826
• 

Research methodology 

The decision to use a qualitative approach was to get underneath the statistical pattern 
shown in analysis of cases taken to tribunal. While a quantitative study can identify 
important trends in the pattern of disability discrimination cases. our focus was on the 
experiences and perceptions of those who had either taken part in a case, or who had 
considered doing so but not pursued it. The components of the research were: 

25 Tibble. M. (March 20M) User's guide to disability estimates and definitions, Department for 
Work and Pensions. 

26 Meager N. Doyle B, Evans C. Kersley B, Williams M, O'Regan S, Tackey N (1999). Monitoring 
the Disability Discrimination Act (DDA) 1995, DfEE Research Report RR119. Department for 
Work and Pensions. 
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A literature and case law review 

Interviews with experts and intermediaries, including legal experts, 
representatives of disability organisations and advice bodies 

Identification of cases from which to draw the case studies. For 
employment cases, this involved sources such as records of case decisions 
from the ORC; ongoing cases from the Industrial Tribunal service; for Part 
3 cases where regrettably there is no central record of cases, we drew on 
a wide range of other sources and leads including CABx, law centres, 
ORC case workers and our expert interviews 

Selection of case studies with the aim of being broadly representative of 
the profile of cases established 

Semi-structured in-depth interviews with participants in both actual and 
potential cases 

Profile of Case Studies 

Our original aim had been to conduct 360-degree case studies with interviews with both 
parties and their representatives for each case selected. However, many respondents and 
their representatives did not agree to participate. A total of 81 actual and five potential 
cases were included that came under the Part 2 employment provisions; and five actual 
and seven potential cases under Part 3 provisions. For the Part 2 case studies, S9 
applicants; 26 applicant representatives; 3 I respondents; and five respondent 
representatives were interviewed. 

In selecting the case studies, we aimed for a distribution by: OOA sub-jurisdiction 
(recruitment, dismissal, detriment, and failure to make reasonable adjustments); ongOing 
and completed; case outcomes; range of impairment type; gender; occupation and sector; 
and the type of representation. In a study covering 98 ODA cases it was not possible to 
be fully meet all the desired selection criteria. 

Key Findings from Case Studies (Part 2) 

Our interviews with applicants identified a number of perceived barriers to taking cases 
under the ODA. 

Applicants' Perceptions of Barriers 

Definition of disability 

Perhaps foremost was the issue of the DDA definition of disability. The burden of proof is 
on the applicant to prove that their impairment is covered by the ODA. To prove this 
often required detailed medical evidence. It appeared that respondents were being 
encouraged by their legal advisers to challenge the applicant's disabled status as a first 
step in a legal strategy. For some applicants we interviewed this was a major hurdle not 
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simply because of the evidence required, but because until they embarked on legal 
proceedings they had not perceived themselves as "disabled". In the case of applicants 
claiming that their disability took the form of mental illness, there was a further hurdle: 
they had to establish that the illness was "clinically well-recognised". The DDA definition 
was a major factor for some of our interviewees deciding not to pursue a case, or 
withdrawing from legal proceedings at an early stage. Their anxiety about the outcome 
reflected the findings of Phase 2 of the monitoring research that had found that in 16 per 
cent (one in six) of decided cases, applicants lost because they were deemed by the 
tribunal not to have met the DDA definition of disability 27. 

Access to representation 

Another major barrier was difficulty in obtaining advice and representation, which relates 
to the issue of access to justice. In some cases the cost of legal representation was a 
deterrent. But in some of the more complex cases, individuals reported failing to find 
someone to take it on, and ending up representing themselves. Access to advice was also 
affected by whether the applicant belonged to a trade union, or knew where to go for 
advice. 

Lack of written evidence 

Access to written evidence to support their claim of discrimination was widely mentioned 
by applicants. This was particularly relevant to cases pertaining to recruitment. Job 
applicants who believed they had been discriminated were unlikely to be able to produce 
hard evidence. But even for those in employment, unless they had kept careful records of 
the incidents that had led to their claim, they were less likely than an employer to be able 
to draw on written evidence. 

Tribunal process 

Many applicants were surprised and intimidated by the tribunal process. The finding that 
applicants do not anticipate the formality of the proceedings is probably common 
amongst tribunal applicants as a whole, not just in disability discrimination cases. But some 
applicants felt that the members of the panel were not experienced in dealing with cases 
involving applicants with specific impairments. Applicants with depression or stress
related conditions often felt that their condition was not well understood. 

Respondents' perceptions of barriers 

Respondents in employment cases also cited what they saw as difficulties with the 
legislation. 

27 Leverton, S, (2002), Monitoring the Disability Discrimination Act 1995 (Phase 2), Department 
for Work and Pensions. 
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Definition of disability - respondents 

Some employers admitted that they were not clear how to apply the DDA definition to 
specific individuals within their organisation. This was particularly mentioned in relation to 
mental illness cases. 

Justification defences 

The legal issues relating to the justification defences for less favourable treatment of a 
disabled person are complex. Several respondents were under the impression that lack of 
knowledge of the applicant's disability meant that less favourable treatment could not 
amount to disability discrimination, despite case law to the contrary. Respondents varied 
considerably in their understanding of their duties to disabled job applicants or 
employees. In particular, some were not aware that justification of less favourable 
treatment required them to show that they had complied with the duty to make 
reasonable adjustments. Because employers themselves were unclear about the 
justification defence, they were increasingly dependent on legal expertise to make their 
case. 

Financial costs 

In small companies, with fewer than SO employees, employers were more likely to 
mention the financial and time costs of defending a case, than in larger organisations. They 
were less likely to have a dedicated personnel function and sources of in-house advice . 

Factors affecting outcome 

Perceptions of the main factors affecting the outcome of cases mirrored the issues raised 
as barriers by participants in the case studies: 

Availability of written evidence 

Quality of medical evidence 

Quality of representation 

Attitudes and experience of tribunal members 

Impact of taking a case 

The process appeared to be particularly stressful for participants in Part 2 cases. Often 
the process from the original precipitating event to the tribunal procedures was lengthy. 
Whereas participants in Part 3 cases experienced stress relating to the original incident
such as refusal of access to a service provider - they could avoid that provider. In 
contrast, an employee might have to continue working in the organisation while awaiting 
the tribunal. 

Some applicants said that overall the negative experiences of taking a case generally 
outweighed the positive outcomes, even in successful cases. 

Some also reported that the impact of taking part in a case had affected their relationship 
to employment. Some felt that the process of making a claim had damaged relationships 
with their colleagues and made it difficult to return to the same employer, even though 
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they had won their case. Others believed that the fact that they had taken a case against a 
previous employer would deter a prospective employer. 

Respondents in employment cases varied in their reaction to defending a case. For some 
it was a wake-up call, and they planned to take steps to: raise awareness of the DDA 
within their organisation through training programmes; ensure that they complied with 
the legislation; and to address barriers faced by disabled people in their own workplace. 
But the smaller organisations were more likely to focus on the negative impact on their 
time and resources and indicated that this might make them more cautious about 
employing a disabled person in the future. 

Implications of Findings 

Overall, it appeared that there had been no easing of barriers affecting the 
implementation of the DDA employment provisions, and that many of these barriers 
disproportionately disadvantaged applicants. This was in some ways the most surprising 
finding as it had been anticipated that some of the barriers affecting Part 2 applicants 
might have eased. 

Definition of disability confuses both parties 

The definition of disability is a major barrier, particularly for applicants with mental 
illnesses. But it is also not well understood by employers. 

Inequalities in access to representation 

As knowledge and experience of DDA cases developed. it had been expected that it 
would be less difficult for applicants to find advice and representation. That was not 
borne out by the study. Many disabled applicants are dependent on access to free sources 
of representation, or turn to family members. At the same time access to expert legal 
advice and representation has become even more important than when the Act originally 
came into force. 

Cost major barrier 

The cost of legal representation is a deterrent for applicants. Whereas an employer. 
particularly in a larger organisation. can draw on in-house legal expertise and may be 
represented by a barrister. applicants look to low cost options. This can affect the 
outcome of the case. A rising cost for applicants is that of obtaining the necessary medical 
evidence to prove that they are disabled within the definition of the Act. 

Amendments to the DDA from October I 2004 

At the beginning of October a number of changes were made to the DDA. These 
followed some of the recommendations of the Disability Rights Task Force in its report 
From exclusion to inclusion in 1999. The changes take the form of new Regulations.18 The 

28 Disability Discrimination Act 1995 (Amendment) Regulations 2003 SI 2003/1673 
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amendments to the legislation were also required to implement the disability provisions 
of the EC Employment Framework Directive (No.2000/78). Some of the key changes 
relating to employment are: 

The addition of a new definition of discrimination "direct discrimination". 
This type of discrimination is not open to a justification defence. This 
means that any blanket bans that employers operate such as excluding 
people with certain conditions (such as diabetes) becomes unlawful. The 
employer now has to consider the individual's abilities. 

Small employers - with fewer than 15 employees - were previously 
excluded from the DDA. This exclusion has been removed. 

DDA applies to police officers, prison officers, fire fighters, occupations 
previously excluded. Only armed forces excluded. 

Extension to reasonable adjustments. The scope of the duty on employers 
to make reasonable adjustments has been widened to include provisions, 
criteria and practices. 

Extension of the DDA to cover all qualifications bodies that confer, renew 
or extend a professional or trade qualification29 

Further changes to the legislation are in the pipeline. The Government published a draft 
Disability Discrimination Bill last December. Among other provisions. the Bill will place a 
new duty on public authorities to promote equal opportunities for disabled people. 
Following the recommendations of a Joint Committee3o

• the Government is making some 
changes to the draft Bill. Most relevant to the IES research findings. is the removal of the 
requirement that mental illnesses must be "clinically well-recognised" to fall within the 
DDA definition of disabililfl. 

Further measures required? 

Some of the problems in the current legislation can and will be addressed through 
amendments to the legislation. But the IES research has highlighted other barriers to 
effective implementation, which need to be addressed. The research findings raise a 
number of questions: 

Should disabled people have to prove that they are covered by the DDA's 
definition of disability before proceeding to the next stage of the industrial 
tribunal process? 

Who should pay for the rising costs of medical evidence? 

29 For a discussion of the scope and implications of this provision, see Hurstfield J, Aston J, 
Mitchell H, Ritchie H, (2004) Qualifications bodies and the Disability Discrimination Act, Report 
417,IES 

30 Joint Committee on the Draft Disability Discrimination Bill, First Report 

31 See the Government's response to the report of the Joint Committee on the Draft 
Discrimination Bill, CM 6276, Department for Work and Pensions. July 2004 
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How can the inequalities between applicant and respondent in access to 
legal representation be addressed? 

What can be done to ensure that the Act can be used by people who 
believe they have experienced discrimination in the recruitment process? 

What kind of training should tribunal members receive for hearing DDA 
cases and should this be made compulsory? 

Conclusion 

Disabled people face many ongoing barriers in the labour market. The DDA is the 
recourse for those who believe that they have experienced disability discrimination. The 
research has shown, however, that there are many hurdles facing individuals who seek 
redress through the industrial tribunal process. The findings raise issues not only about 
how the law can be amended where necessary and implemented more effectively, but 
also about what other measures should be pursued within the workplace and outside to 
improve the position of disabled people in employment. 
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The Provision of Services for the Treatment of Cystic 
Fibrosis in Ireland 

Carl Rainey, Chairperson, Cystic Fibrosis Association of Ireland 

Introduction 

This Review has been commissioned by the Cystic Fibrosis Association of Ireland with the 
following remit:: 

To review existing hospital services for Cystic Fibrosis, and to relate these 
to accepted international standards. 

To comment on the ability ofthe service, as at present organised, to 
deliver care to currently acceptable clinical standards. 

To review the measures which might be taken in structuring the service, 
so as to improve outcomes nationally. 

Methodology 

The approach adopted has been: 

To conduct a Selective Literature review. 

To visit units which are held in the highest regard in the UK and to discuss 
their operation and ethos with their lead clinicians and other Cystic 
Fibrosis staff. 

(The units visited were Royal Brompton Hospital (Children's Unit), Great 
Ormond Street Children's Hospital and Royal Brompton Hospital (Adult 
Unit). 

To visit Cystic Fibrosis Units in Ireland discuss the local situation with the 
lead clinician and with the other staff of the Unit and to tour the available 
facilities (10 of the 13 'Centres' on the Cystic Fibrosis Registry of Ireland 
were visited: Mayo, Sligo and Tralee were not visited). 

To have telephone discussion with expert specialists on the Subject 

Background 

Of all European countries, Ireland has the highest incidence of Cystic Fibrosis (I :2000 cl 
I :25000 in Finland) and there are also strong indications that outcomes in Ireland are 
worse. 
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Present Position and Future Growth 

A review of present services (2002) indicates that a total of 1,136 patients are under care 
in Ireland: 

460 are Adults (40%) 

676 are Children (60%) 

With increasingly successful care, survival is continuously improving. It is thus anticipated 
that, in another ten years, the number of adults in care will come to equal, and then 
exceed, the number of children (Elborn, 1991 }3; Bush (Personal Communication) 2003). 

Workload and Distribution of Services 

Of the 13 locations identified in the Cystic Fibrosis Association Registry 

2 (St. Vincent's and Beaumont) are purely Adult Centres 

2 (Cork and Galway) serve both Children and Adults 

The remaining 9 are purely Paediatric Centres. 

Key issues arising from this are: 

The number of Centres, which have very small patient numbers. 

The large number of Centres overall, given the total size of the patient 
population. 

The imbalance between Child and Adult Centres (of particular note when 
the expectation is for a 50/50 split within the next few years). 

This adds complications to the already sensitive process of transition to Adult care; 
continuing care in a separate, usually distant unit imposes an additional travel and 
psychological burden. Also, as a result of improving care, child patients will comprise a 
predominantly 'well' population, whereas, with the greater extension of life into 
adulthood, an increasing population of adult patients, with more complex manifestations 
and making greater demands on CF services, will come to exist. 

Current Staffing Provision 

The medical leadership of the team is clearly important yet the amount of commitment to 
CF is everywhere seriously inadequate, and usually the responsibility of a single individual, 
creating problems of cover during inevitable absences. The survey also indicates a striking 
absence of Specialist Registrars, raising concerns about matching future consultant 
manpower needs. During this survey it has been evident that the lynch pins of the Cystic 
Fibrosis services are the Cystic Fibrosis Nurses, Physiotherapists, Dieticians, and 
Psychologists. However, their numbers are totally inadequate. 
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Physical Provision 

The standards of physical provision found during the survey varied quite widely. 

Of the thirteen units, ten were visited (Tralee, Mayo and Sligo were not visited). 

Beaumont 

It does not operate as a CF Centre, there being neither separate CF Clinics nor 
designated CF Inpatient facilities. This pattern, it appeared, had been instigated at the 
behest of patients apparently in response to their concerns about cross infection risks 
when aggregating numbers of CF patients together. The staffing allocation is inadequate . 
and there is no dietician allocated to the CF service. 

Tallaght 

The clinic facilities are good, as are the in-patient facilities, which provide well for single 
rooms; Pathology and Radiology support is impressive. 

Children's Hospitals (Crumlin and Temple Street) 

The two dedicated children's hospitals, Crumlin and Temple Street present similar 
pictures: space standards are very poor both for in-patient and outpatients; segregation of 
patients and privacy are very difficult to achieve. In-patient provision at both hospitals is 
notable both for the limited space for clinical functions, and for the absence of facilities 
for parents. 

St Vincent's 

At St. Vincent's, with 280 patients the largest centre in Ireland, the pOSition is bleak. The 
in-patient provision is seriously unsatisfactory, with CF patients and elderly respiratory 
patients, cheek by jowl in tightly constrained space; segregation from an infection control 
point of view is difficult, and the social mix of young CF patients and elderly - some 
incontinent - patients, is very unsatisfactory. At times CF patients have to be admitted to 
other, general. wards where nursing staff do not have specific CF expertise. 

The CF team members are dedicated and hard working, but their number and conditions 
are unsatisfactory. The sole consultant has a small office: the three CFnurses share a 
small room which acts as their office, the location for dealing with drop-in patients. and 
where patients undergoing testing or procedures are cared for. This is unrealistically, 
indeed dangerously, multi functional. The administration/secretarial space and resources 
are inadequate. Elsewhere in the country, physical provision is generally much better with 
the exception of Drogheda, where the CF service is located in a small general paediatric 
ward with limited segregation facilities. Patients are seen both here and at a clinic at 
Cavan. (The CF Nurse is part time; physiotherapy and dietetic services are drawn from 
the general pool of services. The hospital has no Microbiology facility). 

Cork 

Cork, which cares for 140 patients, is an excellent University Hospital, with good physical 
provision. The configuration of the unit is unique in that Adult and Children services are 
located close to each other on the same Out-Patient Department corridor. The teams 
for both Adults and Children comprise the same personnel- only the consultants being 
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different. The 'problems' of transition are as a result, minimised. The atmosphere among 
the team was positive and dynamic, though - as elsewhere - the staffing level is too low. 

Limerick 

Limerick has an excellent Paediatric Unit, within a modern hospital. It cares for n Child 
CF patients (there are 28 Adults). 50% of the beds are in single rooms with sanitary 
facilities and good facilities for mothers to 'room in'. The staff is dynamic and enthusiastic 
and staffing levels generally are among the best in the country, though the consultants 
input is below a desirable level. Unfortunately the present links for Adult Services are 
less than perfect and care is provided by two respiratory physicians. one who provides 
out patient care, and a different physician who provides in patient care. 

Galway 

• 
• 
• 
• 
• 
• 
• 

The Galway unit is in a high calibre University Hospital. The unit however cares for only • 
40 Children and 10 Adults. The staffing provision is one of the best in the country though 
below desirable levels in dietetics and psychology. The staffs are dynamic and committed. • 
The principal problem is that Adult care is not well integrated with Paediatric care, and is 
fragmented, being dealt with by two different consultants on two sites. 

Waterford 

The Waterford unit is pleasant, and fairly new, with good facilities for clinics and in
patients. Parent facilities too are good. Though there is an excellent full time CF Nurse, 
other staffs are not specifically dedicated to the unit, physiotherapy and dietetics being 
served by general paediatric personnel. The major defects in the service however are the 
low numbers in the Paediatric Unit and the total lack of an Adult Service. 

Summary of Deficiencies in Current Service 

The current staffing for Cystic Fibrosis is seriously inadequate. It is very 
unbalanced. and it is too thinly distributed over too many too small units. 

Physical resources generally fall well below accepted standards. 

The lack of segregation and isolation facilities, both for out patients and in 
patients is dangerous, creating significant risks of cross infection with 
virulent organisms (such as MRSA, Burkholderia Cepacia, and resistant 
Pseudomonas) and additionally carrying risks of litigation (as with Hepatitis 
C) if an outbreak were to arise. 

There are huge deficiencies in the provision of adult services, and the 
availability of consultants is further diminished by their heavy General 
Medical 'on-call' responsibilities. 

This is of special concern because of the steadily increasing proportion of 
adults, and the necessary complexity and severity of their condition. 

Funding is unstable and at risk from other pressures. 

There is no system of accreditation of CF Centres. 

166 

• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 



• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Proceedings from the 3rd NDA Annual Disability Research Conference 

Desirable Pattern of Care 

Centralisation 

The case that Centralised Specialist Care markedly improves the quality 
and outcome of care to Cystic Fibrosis patients is overwhelming. 

It has been demonstrated that it provides better symptom control, more 
concentrated expertise, more intensive care and greater patient 
satisfaction (Nielson et al 1982)" (Waiters et al 1994)5. 

Frederikson et al (1996)6 demonstrated improved nutritional and 
pulmonary status, and improved survival in The Danish "Centre-treated" 
model. 

Mahadiva et al (1998)7 have demonstrated concluSively that the most 
effective care for both Children and Adults is delivered through a team of 
experienced professionals operating in a Specialist CF Centre. 

Size and Essential Features of a Specialist Cystic Fibrosis Centre 

The essential component of a Specialist CF Centre is people - both sufficient patients with 
CF (at least 50/100 children for a paediatric centre and 50/100 adults for an adult centre) 
and adequate numbers of suitably experienced staff to advise them on treatment. Also 
there are numerous other people in the hospital, some of whom may never come into 
direct contact with patients and families, who nevertheless are essential and contribute to 
the smooth running and expertise of the Specialist CF Centre's service. 

Recommendations for Future Development 

Urgent action should be initiated to correct the dangerously inadequate 
staffing position in Cystic Fibrosis. The suggested number of whole time 
equivalent staff (WTE) required for every 50 patients on full care: 

Table 1- Whole Time Equivalent Staff (WTE) 

..... ';; ... ,"'""~ Adult Centre 

0.7 0.8 

0.4-0.5 0.5-0.6 

0.5 0.5 

1.0-1.5 1.0-1.5 

2.0 2.0 

0.4 0.4 

0.4 0.4 

0.4 0.4 

1.0 1.0 

0.1 0.1 

0.3 0.3 
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It should be noted that Centres of Excellence elsewhere - notably in North America - not 
only attain but also exceed these standards. These figures should therefore be regarded 
as representing the minimum acceptable standards. A small number of highly staffed, fully 
supported CF Centres should be designated to combine: 

Reasonable geographic access. 

The expansion and consolidation of team expertise. This must include the 
availability of consultant Gastroenterology, Endocrinology and ENT staff with a 
special interest in cystic fibrosis. 

The existing Dublin Centres should remain but the links between Adult and Children's 
Units should be strengthened and developed along geographical lines (e.g. Temple 
Street linking with Beaumont and Crumlin and Tallaght linking with St. Vincent's). 

Tertiary Paediatric services should be designated. 

Adult provision outside Dublin should be developed urgently to create a 
balanced service with broad geographical coverage. This would reduce 
the excessive burden on St. Vincent's. 

St. Vincent's should retain its designation as the Adult Tertiary Centre. 

All beds for cystic fibrosis patients should be in single rooms with en-suite 
toilet facilities to prevent the transmission of dangerous organisms. 

A Microbiology Reference Laboratory should be established in Dublin to 
support and inform the Centres and to champion advances in knowledge 
and treatment. There should be a consultant microbiology service at each 
Centre. 

A further development, essential for a fully comprehensive CF service is 
the provision at each CF Centre, of a full Consultant Microbiology Service, 
which should be backed up by the provision of a Microbiology Reference 
Laboratory . 

Dr. Philip Murphy of Tallaght Hospital set out the benefits of creating a 
Reference Laboratory and the case for its development in a submission to 
The Department of Health and Children in 1999. The Cystic Fibrosis 
Association facilitated the beginnings of such a facility at Tallaght, but 
further development is now essential. 

A Neo-natal Screening Programme should be established following the 
establishment of a logical pattern of joint child/adult CF Centres (so as to 
maximise the potential benefits of screening). 

Neonatal screening has the potential to improve outcomes by avoiding the 
period of decline in health status, which accompanies delayed diagnosis. 
Early diagnosis, by contrast allows vigorous physiotherapy and dietetic 
measures to be introduced with measurably improved scores in body 
indices and pulmonary function. 
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The not unreasonable deduction is that these benefits will in time be 
marked by improved survival (as suggested by the BostonlToronto Study 
(Corey et al 1988) 12. 

It is critical, however, that there is an appreciation of the fact that 
screening per se cannot achieve these benefits. 

For success, it is essential that the child, identified through the screening 
process, should be enrolled in a care programme at an identified CF 
Centre and that the Centre must be staffed so that every patient has the 
benefit of a full team appraisal in which all the identified and important 
disciplines (Medicine, Nursing, Physiotherapy, Dietetics and Social Work) 
are fully and properly represented and where there is ease of access to 
other required disciplines, e.g. Psychology. 

A structured, regular Accreditation Process should be developed, and 
form part of the funding methodology. 

All Centres should be subject to regular accreditation through a 
structured review process as happens in North America. Each Centre 
should be visited and accredited on a regular basis (e.g. every six years) by 
an Accreditation Committee comprising senior clinician, Department of 
Health and Children officials and representatives of the CF Association. 

For this process to be effective, and for the proper monitoring of progress 
and standards throughout the country, it is essential that the work of The 
CF Association Registry of Ireland be continued and developed. 

A new funding methodology (possibly based on banded 'packages of care') 
should be developed to create the stability required in the system. 

Cystic Fibrosis is a small discipline; as such it is particularly vulnerable to 
vagaries of funding. 

Also, because of the constantly changing pattern of patient care within the 
system (as the patient moves from childhood to adulthood), and from 
relatively uncomplicated to immensely complicated stages of treatment) 
constant responsive adjustments to its budget are required. 

This problem has been successfully addressed within the UK, by the 
development by The Department of Health of a banding system, 
embraCing five bands of increasing severity - and thus increasing costs. 

The system was introduced in the UK ten years ago. It has been 
operational in Northern Ireland for the last nine years with very 
considerable success. 

The CF Registry of Ireland should be maintained and developed. 
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Self-Advocacy Project: namhi 

Uza Kelly, Advocacy Officer, namhi 

Introduction 

As a national organisation that promotes the rights of people with an intellectual 
disability, namhi is committed in its strategic plan 200 I to consumer representation and 
advocacy and actively encourages all member organisations to be proactive in this area. 
To further this goal, an Advocacy Project was initiated, firstly looking at promoting self
advocacy amongst people with an intellectual disability with a view to then looking at 
other areas of advocacy. The project has enabled namhi to provide information and 
resources on advocacy to its 160 member organisations in each county. namhi received 
support from Comhairle to carry out the project. 

Background 

With few exceptions people with an intellectual disability have very limited opportunities 
to participate in the political or social processes within Irish society or within the 
disability movement generally. This is linked to a lack of awareness on the part of people 
with an intellectual disability themselves about their right to partiCipate and also the 
limited opportunities available to them as many live in residential settings. 

In recent years there has been recognition of the importance of advocacy for people with 
disabilities, particularly those in residential settings (Report of the Commission on the 
Status of People with Disabilities, 1997). There is no national independent advocacy 
service that could co-ordinate and facilitate such groupings. (The recent publication of the 
Comhairle Amendment Bill 2004 leads the way to introducing a personal advocacy 
service specifically for vulnerable people with disabilities who may need assistance in 
accessing social services). 

However, self-advocacy for people with an intellectual disability in Ireland has been slowly 
growing over the past decade or so. While many initiatives have been happening locally 
and within service providing organisations, some have expressed the movement has been 
ad hoc and without a nationally co-ordinated basis. The first step of the Advocacy Project 
for namhi was to establish what initiatives already existed within service providing 
organisations. A further step was to do a complimentary survey of parents to establish 
their views or concerns of self-advocacy so these could be addressed as part of the 
project 

Methodology 

Two survey questionnaires were designed, one for service providing agencies and the 
second for parents. 

Questionnaire to Service Providers 

A total number of 81 questionnaires were sent to all service providing agencies affiliated 
to namhi. Agencies were asked to pass on the questionnaires to the most appropriate 
person within the organisation for its completion, i.e. the person with responsibility for 
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advocacy. A total of 62 organisations responded to the survey. Follow up calls were made 
to encourage further replies. This represents a majority of all service providing agencies in 
Ireland. The 62 organisations surveyed provide services from 8 people to 3000 people 
with an intellectual disability. The questionnaire primarily explored whether self-advocacy 
groups were already set up within the organisation and if so details of their operation. 
Those organisations that reported not yet having addressed self-advocacy for its service 
users were asked to identify interest in receiving support as well as identify perceived 
barriers in promoting self-advocacy. 

Questionnaire to Parents 

A questionnaire was designed and sent to namhi members who are parents (of persons 
with intellectual disability) or parent support groups affiliated to namhi. In total, 202 
completed questionnaires were returned. It is difficult to calculate the exact response 
rate as questionnaires were sent to 61 different Parent Support Groups. These groups 
were asked to copy and distribute the questionnaires to member parents. 

Parents were asked general information about their son or daughter such as age, where 
they lived, i.e. at home with a family member etc. or in a residential service. Parents were 
also asked to indicate their son or daughter'S main daily occupation. The survey 
attempted to ascertain parents views on two levels, firstly their attitude towards their 
own son or daughter advocating for themselves and secondly their attitudes towards 
people with an intellectual disability generally advocating for themselves. 

Results of Survey of Service Providers 

Of the 62 agencies replying to the survey, 34 reported having already set up either one or 
more self-advocacy group within their services. Most groups (19) meet on a weekly basis, 
with some just monthly (9) and others fortnightly (4). The purpose of the group 
gatherings was vague in most cases and nearly all were organised at a local level. The title 
of group meetings ranged from 'trainee meetings', 'self-advocacy classes', 'leisure and 
recreational committees' to 'advocacy group meetings'. In one case a weekly outing to the 
pub for lunch (with staff) was considered as the self-advocacy group. 

Facilitators 

All groups were facilitated mostly by staff within organisations but some exceptions 
where a parent or volunteer facilitated the self-advocacy group. 

Table 1 - Group Facilitators 

Facilitator: Number of Gr()ups 

Staff 30 

Volunteers 3 

Parent I 

",;::",p",,'''''''''''~ Advocate i I 
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Training 

Only six services reported that some staff member received specialist training specific to 
self-advocacy. Two courses in particular were used by organisations: 

I. 

2. 

Establishing self-advocacy in your service by John & Eve Merzou. 

University of St. Andrews - 'Approaches to Advocacy for and by adults with 
Learning Disabilities. This training course is intended as an introduction to 
everyday good practice for organisations and individuals who provide advocacy 
support to people with learning disabilities. It aims to increase knowledge and 
awareness of advocacy. There have been mixed views about this course 

Activities of self-advocacy groups 

Services responding listed the main activities of the self-advocacy groups within the 
organisation as follows: 

Table 2 - Group Activities 

A ... .::i-... 1'-1 No of Groups 

Recreation 25 

Social Activities 27 

Talk about issues that effect their lives 30 

Decision Making 25 

Other skills, activities and topics discussed in groups include: 

Self-advocacy skills, self-esteem, living conditions, community facilities, wages I benefits, 
relationships & sexuality, discrimination, bullying, communication skills, adult education, 
workshops, health & safety issues, rights and responsibilities, personal safety, interviewing 
skills, drama, civil and human rights, confidentiality, employment, day-to-day decisions, 
access, community facilities. Of the 34 organisations that reported having self-advocacy 
groups, 30 said that participants of the group express an interest in the policy of the 
organisation and its day-to-day running. 

Ideas from group discussions feeding back to management 

Respondents were asked to indicate how the ideas, comments, suggestions or complaints 
from self-advocacy groups feed back to the daily operation of the organisation. The 
following are the most common responses: 

Group meets with staff or management 

Staff meet and discuss issues raised by groups 

Representative from group meets with Board of Management 

Views are represented from local to senior management 
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Written requests made then addressed at management meetings 

Reports made to frontline staff 

House leaders make monthly reports 

Representatives from the group recommend activities and improvements 

Suggestion Box 

Service User Council that meets with senior management 4 times/yr 

Through a Regional Advocacy Council and a National Advocacy Council, 
broader issues are taken to the National Directorate of the Service 

Through regular client feedback sessions 

Through a Continuous Quality Improvement process, focus group 
meetings for service-users facilitated by an external person 

Minutes taken at meetings given directly to director I management 

Staff who are not directly involved with service users meet regularly with 
clients to get main views and opinions regarding issues that concern them 

Plans for future development of self-advocacy within the organisation 

Respondents were asked to identify whether they had plans afoot to develop self
advocacy for its service users. Of the 62 responses, 25 said they had already developed 
some self-advocacy initiatives, 16 said they did not have any plans to, and 21 said they had 
plans to develop self-advocacy for its service users. 

Self-advocacy training 

Respondents were asked to indicate if they would be interested in using self-advocacy 
training if it was provided. 89% or 55 organisations said they would avail of such training 
while the other 7 organisations or I I % said they would not. 

Barriers to promoting self-advocacy within the organisation 

Organisations were asked to outline the barriers if any they have faced in trying to 
promote self-advocacy for its service users. The following is a list of the main barriers 
identified by respondents. 

Bureaucracy 

Lack of resources to fulfil service users' requests 

Lack of training in self-advocacy for staff 

Lack of accessible materials and easy to read information 
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Lack of resources to facilitate the process of self-advocacy 

Lack of funding to employ an external facilitator 

Lack of funding to use an independent venue for meetings etc 

Lack of consistent support 

No staff person designated to promoting self-advocacy 

Staff shortages generally 

Difficult to apply concept of self-advocacy across all life areas 

Group attendance not good 

Inability of the organisation to develop systems 

Staff & management attitudes towards self-advocacy 

Level of disability of service users 

Lack of clear definitions on the role of self-advocacy 

Level of communication between staff and service users 

Lack of awareness around self-advocacy 

Lack of communication and assertiveness training for services users 

Lack of facilities 

Lack of standards within services and external monitoring of services 

Families fearing person becoming too independent 

Accommodating the diversity of abilities and views 

Lack of experience of service users in advocating for themselves 

Discussion 

This survey of service providing organisations highlighted some good practice and 
progressive initiatives in promoting self-advocacy for people with an intellectual disability. 
Many services reported not having any self-advocacy training or other initiatives yet but 
were interested in putting it on their agenda. The many gaps in this area as well as 
barriers faced by services in trying to promote self-advocacy were identified though this 
research. The research showed there was often a difference in people's definition of self
advocacy, particularly in the range of activities of self-advocacy groups. There is also a 
disparity in the effectiveness of how issues discussed· in groups feed back to the 
management of the organisation and how they are acted upon for example. The concept 

175 



Proceedings from the 3rd NDA Annual Disability Research Conference 

of self-advocacy as a way of life and of being an integral part of services rather than I 
hour Iweek or month needs to be supported further. The subject of independent 
facilitators for self-advocacy groups did arise frequently as an obstacle for the true 
progression of self-advocacy. 

Results of Survey of Parental Views 

A total of 202 parents responded to the questionnaire circulated. 

Living Situation 

The majority of respondents' sons and daughters live at home with a family member, Le. 
141 ofthe 202 responses; the rest mainly live in a residential service (49), and four live 
independently. See Table 3 below. The high number of respondents to this survey, whose 
son or daughter live with a family member is slightly more than the national trend in 
Ireland, where 60.7%32 of those registered on the intellectual disability database live in a 
home setting. 

Table 3· Living Situation 
t : 
I Living Arrangemtmt How many? i % i ! No info 8 ! 4% 
j ! --

I live with family 141 : 70% 
I 

! Independent 2 I 1% 
! I 

! Residential Service 49 

I 
24% 

! Semi-Independent 2 1% 
i i I Total 202 100% 

Results of Attitudinal Questions 

The research attempted to ascertain parents' attitudes towards self-advocacy at two 
different levels. The first number of questions establishes parents' views towards their 
own son or daughter advocating for him or herself. The next level looked at parents' 
general attitudes and views towards people with intellectual disability making their own 
decisions. 

Attitude towards Self-Advocacy - Experience with own son J daughter 

Parents were asked to indicate whether or not they believe their son or daughter has the 
ability to represent his or her own interests in the following five areas: Table 4 below 
outlines how many answered 'yes' or 'no' in each area. 

lifestyle (clothing, food, etc.) 

Where s/he wants to live 

32 National Intellectual Disability Database Report. Health Research Board, 2003 
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Type of work I occupation they have 

Financial Decisions 

Relationships 

Table 4 • Views in Five Life Areas 

i Are.--- ---'-i -Y--e-s-'I-:-;-s-'-I ~'-o-r :..1 No info % No info I Total I 

1
:': ! I i: ,I 

I ! 
j Lifestyle i 131 ! 65% 166 : 33% 15 2% i 202 i 
i,ri, -~------~1---41----~1-----~1 ----,i--------+---------~i-----~ 

! i I ,I ,:',: 7 :11' 202 
L' .W. __ . __ h_e .. e to live ,79 :,' 39°.%_0--t,.1_1_1_6 __ -+-___ +-______ ~~%~---

_ I ' ., I 58% I::: L.::. 

I Type of work Iso f40% 1112 ; 55% i 10 5% -! 20-2----1 
---i~--+-----t-----+'-- ~ I 

i RI' h" 1 54 I' 27% 133 ::i 66% i, 15 7% !, 202 
L: ~_41t.ons_ .ps --1: . 0 --~---,I- ~!,--------+--------+I----~ 
., I:, : : l! 
; Financially 115 I 7% --,-_1_7_9 __ ...!-1_8_9_% __ -,-' _8 ______ -'-4_%_0 _______ I 2_0_2 __ ------' 

As shown above the area where parents felt their son or daughter had least ability to 
represent their own interests was in financial matters. However, a low number, i.e. 54 of 
the 202 respondents felt that their son or daughter could make decisions about the 
relationships they form. 

As this research aimed to inform namhi's advocacy project about general views of 
parents on self-advocacy, it was carried out using a questionnaire. As a quantitative study 
it gives little opportunity to further explore the views of parents. However, the survey 
did ask parents to indicate generally why they feel their son or daughter cannot represent 
their own interests in the five life areas mentioned above. Parents were asked to indicate 
why they answered 'no' to any of the areas. The most common reason, given by 58% of 
parents, (I 17 of the 202) was that their son or daughter does not know what s/he wants. 
A further 32% or 64 parents said they fear their son or daughter would be taken 
advantage of, and thirdly 30% or 61 parents said they feared that their son or daughter 
would make bad choices. Other reasons given include the level of disability of the son or 
daughter leaving them unable to make decisions. 

Interventions to assist in decision-making 

Parents were asked in the survey to give their views on whether or not the following five 
interventions might help their son or daughter to express their choices and make 
decisions for themselves. They were asked to indicate yes or no in each case. 
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Table 5 • Views on different Interventions 

I ! 
1 Yes i % i No i % Don't % 

I 
I 

know ~---+----+I--~I~·~--_+----4---~ ! I ! ! : ! 11 ' I l I ! i • A facilitator to show himl her how to 
I express what s/he wants 

23 ! 12% ; 114 i 56 __ %.-+1 _6_5-+ __ 3_2%_o-+ ____ -+-_---l 
: :~-! I I 

I Meet with other self-advocates to talk about i i i i i 
I issues affecting their lives i 72 j 35% I 76 38% 54 'I 27% i 
f-, -----~---------.-----+! ---------l!---t-----+------+-- - ~ 

; Be Ii",n mo,e chokes In his' he' dally life i 110 154% I 44 22% 48! 24% I 
I Be asked what s/he wants to do re: training. I I 1

1
, 1,:1 I 

I education. or work -1-97 148% +~~% 51 25% :1 

I Use of easy-to-read & easy-to-understand I 122 I I I i 1 

i material, simple language etc i! 60% i 59 i 29% 2 ~_I_I % J 

There was a positive response to the following three interventions in particular. 

Having a facilitator I supporter to assist a self-advocate, I 14 parents (56%) 
agreed 

Son or daughter given more choices in their daily life, I 10 parents (55%) 
agreed 

Use of easy to understand and easy to read material, simple language, 122 
parents (60%) agreed 

Attitudes towards Self-Advocacy - General Experience 

The second level of the survey was to establish parents' attitudes to self-advocacy 
generally, by asking them to scale whether they agreed or disagreed to five different 
statements. The following is an outline of how parents responded to each statement. 

Statement I: 'Nobody with an intellectual disability has the ability to represent their 
own interests. They need someone to do it for them' 

Nearly half of the respondents (95) disagreed with this statement to some degree or 
other, a further 52 were neutral about it. Only 33 of the 202 respondents agreed with 
the statement and 21 did not indicate a preference. Response to this statement would 
show a reasonably good attitude towards people with intellectual disability representing 
their own interests. Those who agreed with the statement (33 parents or 17%) most 
likely feel that all people with intellectual disability need someone to represent their 
interests for them. 

Statement 2: 'People with an intellectual disability do not know what is best for them 
and need to be guided by someone else' 

Fewer parents disagreed with this statement (71 parents). Another 48 parents were 
neutral about it. A higher number (61) agreed with it, where only 33 agreed with the last 
statement to some degree or other. However, the response is generally a positive one 
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towards self-advocacy, as the majority who disagree would show they believe that people 
with an intellectual disability may know what is best for them. 

Statement 3: 'Only people with a mild intellectual disability have the ability to 
represent themselves and know what they want' 

Again more parents i.e. 77 disagreed with this statement to some degree or other, only 
30 were neutral. However, a high number of parents i.e. 73 agreed with it. This indicates 
that many parents do believe that only those with a mild intellectual disability may know 
what they want. 

Statement 4: 'A person with intellectual disability's capacity to consent or 
understand may be improved by the use of simple language or non-verbal 
communication' 

In these last two statements, agreeing with them would show a positive outlook towards 
self-advocacy. In statement 4, a majority of respondents, i.e. 139, agreed, with only 25 
disagreeing and 15 remaining neutral about the statement. The remaining did not indicate 
their preference. This shows a generally positive response to self-advocacy. 

Statement 5: 'A person with an intellectual disability should be given every 
opportunity from an early age to stand up for themselves and what they want' 

Equally, this statement showed a positive response where 150 of the 202 respondents 
agreed or strongly agreed with the statement. Another 28 were neutral and only 4 
respondents disagreed or strongly disagreed with the statement. The remaining 20 did 
not show a preference. 

Other positive indicators 

Parents who participated in this namhi survey were asked to indicate whether they 
wished to receive further information on self-advocacy for their son or daughter. A very 
positive response of I 3 I of the 202 parents said they did wish to receive further 
information. This is a positive indication that parents are open to learning more about 
self-advocacy and about helping their sons and daughters make decisions in their lives. 

Discussion 

The survey of parents identified some fears and concerns around self-advocacy but 
showed an overall positive view. The findings indicate that most parents have particular 
concerns and fears about their sons and daughters making choices about relationships and 
in financial matters. While we set out to promote decision making for people with 
intellectual disability these concerns cannot be ignored. 

Parents responded the least positively to their son or daughter meeting other self
advocates to talk about issues affecting their lives. This is an area that must be considered 
in providing information and training for parents. Parents need information on the 
activities their sons and daughters are involved in, rather than being left in the dark. 
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Using the results of both surveys - Where are we now? 

This research was carried out in late 2002 and considerable progress has been made in 
promoting self-advocacy for people with an intellectual disability both within individual 
organisations and nationally. After the study was completed, namhi employed an 
Advocacy Officer to address the findings of the study and develop solutions to meet the 
needs of organisations as identified in the survey and to co-ordinate efforts nationally. 
This work began with follow-on meetings and interviews with most organisations that 
responded to the survey. This created a clearer picture of gaps on the ground. 

Meetings were held with self-advocates and facilitators nationwide to ascertain their views 
and aspirations for the future of advocacy services in this country. A number of regional 
consultative meetings were also arranged throughout the country for all interested 
groups. 

Training resources for self-advocates and for staff working with people with an intellectual 
disability based on outcomes of consultative meetings and best practice from other 
countries was developed. Practical training and workshops were provided to interested 
organisations. Many organisations have expressed a need for such training, including some 
who had not yet begun looking at self-advocacy for its service users. 

Currently, in response to concerns and requests in promoting self-advocacy namhi is 
providing information, training and resources. One of the goals of the namhi Advocacy 
Project is to co-ordinate a natio,nal self-advocacy movement. This process has begun 
through bringing together self-advocacy groups from all over Ireland at the first National 
Self-Advocacy Conference 'My Voice, My Choice' in Dublin in March 2004. The majority 
of participants and speakers were people with an intellectual disability. One of the main 
outcomes of this conference is the initiation of a National Self-Advocacy Group. It is 
hoped this will be the beginning of a more co-ordinated effort to promote self-advocacy 
for people with an intellectual disability. It will provide a forum for existing groups from 
around the country to have a national forum. 

Training and information for parents 

Workshops and talks have also been given for parent groups to respond to parental 
concerns identified in the research. namhi is prOViding information and self-advocacy 
training resources to parents who wish to avail of them for their sons & daughters or just 
to keep themselves informed. Parents are also included in the Advocacy project through 
parent information sessions and talks, a parent representative on namhi Advocacy 
Committee, parents participated in the National Self-Advocacy Conference and parents 
participated in training seminars. There are plans to develop an information and resource 
pack specifically for parents. 

Achievements of the Advocacy Project to date 

Research undertaken with service providers to establish current position 
of self-advocacy in Ireland 

Research undertaken with parents to ascertain their views on self
advocacy 

'People with intellectual Disabilities as consumers of Services' - Training 
seminar attended by over 100 self-advocates, parents and staff 

180 

• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 



• 
• 
• 
• 
• 
• 
• 
• i. 
• 
• 
• i. 
• 
• 
• 
• 
• 
• 
• 
• 
• 
• 

Proceedings from the 3rd NDA Annual Disability Research Conference 

Numerous workshops and training facilitated within various services to 
promote self-advocacy 

National and regional consultation with self-advocates to ensure inclusion 
and participation throughout the project 

Development of training resources and easy-to-read documents 

Dissemination of information and literature on self-advocacy to all namhi 
members and other groups 

National Self-Advocacy Conference - 'My Voice. My Choice' took place in 
Dublin in March 2004. This was a conference for self-advocates with 
intellectual disability to raise awareness, promote self-advocacy. provide 
information and network with other self-advocates and self-advocacy 
groups 

Supporting individuals in difficult situations 

Facilitating people with an intellectual disability to participate meaningfully 
in national & international events & conferences 

Encouraging people with an intellectual disability to participate at 
European level through links with the European Platform of Self Advocates 
and self-advocacy movements in other European countries 

Four pages per edition of Frontline Magazine has been secured for people 
with an intellectual disability to tell their stories 

Future goals 

There still remains much work to be done in challenging low expectations of the ability of 
people with an intellectual disability to participate fully in society. which is sometimes 
compounded by a desire to protect them. It is namhi's intention to continue this project. 
It is crucial that the voices of people with an intellectual disability are heard and most 
importantly listened to. Developing self-advocacy skills will ensure this happens. Self
advocacy must be embedded within services and in all aspects of the lives of people with a 
disability. 

Continue to develop self-advocacy information documents as well as a range of 
material in easy-to-read formats. 

Continue to research, develop and promote self-advocacy for people with an 
intellectual disability in Ireland. While there are positive reports from many groups on 
how self-advocacy has developed for people with an intellectual disability, namhi 
intends to carry out further research to evaluate the success of the project in 
promoting self-advocacy. This research will also help identify how the project should 
adapt to meet future needs as the movement progresses. 

Continue to work with Comhairle in its capacity to promote the development of 
advocacy services for people with disability. 
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namhi has now kick-started a new project looking at developing advocacy for people 
who cannot advocate for themselves. An advocacy & information officer is now employed 
by namhi to look at this area. The initial steps will be another survey of service providing 
organisations to look at initiatives of this kind already in place. 
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In-Patient Neurological Activity: Analysis of Demography 
and Clinical Profile 

Dr Orla Hardiman 
National Centre for Neuroscience 
Beaumont Hospital, Dublin 

Introduction 

Neurological conditions are common in Ireland. They range from conditions that are 
physically disabling, such as multiple sclerosis, muscular dystrophy and motor neurone 
disease, to conditions for which there is no obvious physical disability such as migraine or 
epilepsy. Some neurological conditions are associated with cognitive decline -these 
include Alzheimer's disease, and occasionally conditions such as Parkinson's disease, 
Multiple Sclerosis and Motor Neurone Disease. Some neurological conditions are 
present from birth and require a combination of social medical and neurological services. 
Others occur in adulthood, and require neurological care that is well integrated into both 
social and medical community services. 

Neurological services in Ireland are limited, with a ratio of I neurologist to 280,000 of the 
population. The interface between medical and social services for adults with 
neurological conditions is poor. This is primarily due to limitations in investment in 
services that are seen by policy makers as low priority. Priority at present is driven by 
areas of health care that are seen as "measurable", for which statistics can be generated 
and placed in the public arena. These include waiting lists for hospitals for primarily 
surgical conditions, cancer, for which incidence and mortality figures are available, and 
cardiovascular disease, for which mortality data are available. Services for which there 
are no measurable outcomes, and for which evaluation tools are more complex, are by 
and large not funded adequately in Ireland. Furthermore, "measurable" outcomes such 
as waiting list reduction are fundamentally flawed, as there are many confounding factors 
that determine whether a patient is placed on a waiting list, and whether the treatment is 
provided in a timely manner. 

Such a limited approach towards the delivery of health care has resulted in severe and 
ongoing hardship for people with chronic disabling conditions, of which neurological 
disorders represent a significant proportion. 

Beaumont Hospital is the national referral centre for Neurology, and provides 
neurological services to catchments of approximately 2 million. There have been no 
studies to date to examine the activity levels, waiting times, diagnostic and treatment 
services experienced in hospital by patients with neurological problems. Such data are of 
critical importance in evaluating the efficiency and appropriateness of hospital-based care 
for people with neurological condition. However, it must be noted that hospital-based 
care represents only a small fraction of the services required and utilized by people with 
neurological conditions. A detailed evaluation of the limitations within the broad scope of 
service provision is urgently required. 
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Aim 

The aim of this study was to determine the clinical and demographic profile of patients 
admitted to the Neurological service, and to establish whether significant inequities exist 
as a function of demography. 

Methods 

In order to determine the profile of patients admitted to the Neurology Service at 
Beaumont Hospital, we undertook a prospective observational study of all admissions 
from January 2003 until November 2003. The records of all patients were reviewed on a 
weekly basis by a medically qualified research assistant. Details of demography, waiting 
time, date of admission, diagnosis on admission, diagnostic investigations and 
interventions, and therapeutic services were recorded on a database. A comparison 
between the demographic details of all admissions, and the details of all patients on the 
waiting list, was undertaken on January 16 2004 to determine whether the average profile 
of in~patients resembled that of patients on the waiting list on the nominated date. The 
population was segregated based on the health board area in which they normally reside. 
The health boards in which neurological services are available were identified as the 
Eastern Regional Health Authority (ERHA). the Southern Health Board and the Western 
Health Board. The remaining health board areas were identified as regions in which local 
neurological services are not currently provided. 

Results 

Diagnosis 

A total of 599 patients were admitted with neurological problems during the survey 
period. 46% of those admitted were non~emergency ("elective") 54% of all admissions 
were deemed urgent, and had come directly from another hospital. through the Accident 
and Emergency Department, or by direct referral by a general practitioner to a specialist 
nurse, hospital doctor. other clinical profeSSional. 79% of these admissions were from the 
Eastern Regional Health Authority area (ERHA). 10 common conditions comprised 70% 
of all admissions (Fig I). The commonest conditions requiring admission included epilepsy, 
multiple sclerosis. motor neurone disease and stroke. 

Demography 

55% of all elective admissions were from the area administered by the ERHA. The 
remainder of admissions was from all other health board areas (Table I). 

Patients admitted from regions in which a neurological service was available were more 
likely to be admitted to Beaumont as "elective" admissions, whereas this was not the case 
for patients coming from regions in which there is no local neurology service. Patients 
who came from the Southern Health Board region in particular were more likely to suffer 
from conditions in which a specific expertise was available in Beaumont, e.g. Motor 
Neurone Disease, Epilepsy or Stroke. 

There was no significant difference across health boards between those admitted who 
had private insurance and those who did not (data not shown). 
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Waiting List Management 

Analysis of audit material from the in-patient service demonstrated that 65% of all 
patients were admitted from the waiting list within I month A very small percentage of 
those who were admitted had waited for in excess of 6 months (Table 2). Preliminary 
determinants for a waiting period of over 6 months included geographic location and 
clinical condition (data not shown). Analysis of the waiting list for admission (Le. patients 
who had yet to be admitted) on January 16 2004 yielded findings that were strikingly 
different from the in-patient audit data. Only 30% of patients on the waiting list were 
from the ERHA area. while 70% were from the remainder of the country (Table 3.). This 
contrasts with the in-patient census. showing that 55% of all patients were from the 
ERHA area. 

Furthermore. 59% of all patients on the waiting list had been placed on the list before 
July 16 2004. and thus had been waiting over 6 months (Table 3). Preliminary analysiS of 
the determinants for a waiting time of over 6 months on the waiting list, and not 
achieving admission, revealed that geographic area appeared to be a primary determinant, 
although clinical condition was also likely to have been a determining factor. There was 
no significant difference in the clinical profile of patients who were waiting for over 6 
months and over 12 months respectively. 

Discussion 

This is the first audit of in-patient activity in Neurology in Ireland, and is based on the 
Neurology service at Beaumont Hospital, which is the National Centre for Neuroscience. 

The data shows that over 50% of neurological patients are admitted through the Accident 
and Emergency Department. A significant discrepancy was noted between the 
distribution of patients on the waiting list, and those admitted. While the majority of 
patients who were admitted had waited for less than I month for a bed, the majority of 
those remaining on the waiting list had waited for longer than 6 months. The excessive 
waiting period experienced by these patients is further amplified by the observation that 
less than half of all admissions occur from the waiting list, as over 50% of all of those 
admitted are never placed on a waiting list, as they are admitted directly through the 
Accident and Emergency Department, or as transfers from other hospitals. 

Although analysis is ongoing, it is likely that those patients that achieve admission within I 
month from placement on a waiting list require urgent admission as a result of a 
significant recent decline in their physical well being. Furthermore, patients who attend 
multidisciplinary clinics (e.g. the Epilepsy, Multiple Sclerosis, Motor Neurone Disease, 
Migraine and Stroke clinics at Beaumont Hospital) are more likely to be admitted quickly, 
as they have established connection with a specialist nurse or research Fellow, who can 
advocate on their behalf for urgent admission. These patients however, are often 
admitted at the expense of those patients who do not yet have the benefit of an 
"advocate" . 

Our study has identified a striking discrepancy in the geographic distribution between 
those on the waiting list and those admitted. More than 79% of all emergency admissions, 
and 55% of all elective admissions came from the ERHA region. This contrasts with the 
observation that patients from the ERHA region comprise only 35% of all of those on the 
waiting list. Although subject to further verification, these data suggest that patients from 
outside the ERHA area must wait longer for non-emergency admission, and that the 
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selection of patients from the waiting list for admission is also confounded by the 
geographic location of the patient. This discrepancy is likely to be a function of the 
pressure to provide beds at short notice to patients entering hospital through the 
Accident and Emergency Department, with consequent cancellation of bed allocation to 
those from outside the ERHA catchment area who cannot travel at short notice. 
Furthermore. patients who have accessed a multidisciplinary clinic are more likely to be 
prioritised as they can rely on the advocacy of the specialist nurses and fellows with 
whom they have an established clinical relationship. 

Our findings have raised a number of important points regarding the delivery of care for 
people with neurological problems. It must be however stated that in-patient activity and 
waiting list analYSis represents a small proportion of the type of care provided by a well 
functioning neurological service. Notwithstanding. our study has demonstrated that there 
are significant inequities in the delivery of care for people with neurological conditions 
requiring hospital admission. Further studies are required to define more completely the 
sources of these inequities. 

Table I Total number and proportion of admissions from each health board region 

I I I Health Board I Total Elective Admissions (n=277) i % of Total by Region 

. ER HA t-. 
!WHB , 

1 MHB 

i MWHB 

NEHB 

NWHB 

SHB 

i SEHB 

_----j ________ 1_~ ______ =~=-------:5: __ ~ 
9 2% 

7 3% 

41 15% 

21 8% w_. ___ ·~,~ ___ . ___ .• 

14 4% 

22 8% 

Table 2 Demographic data and waiting times for patients who have been admitted 
during the audit period. 

2 5.8% 

o 
4 

2 
------i---'-----!--t------+------.-.~: -----i-----_1 

o I 0 0% --;----···--1------
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Table 3 shows the waiting time prior to admission for patients from each Health Board 
admission. 67% of all of those admitted were offered a bed within I month of placement 
on the waiting list. 

Table 3. Number and proportion of patients awaiting admission from each Health 
Board region 

Health Board • Total on y ... .;caiting List (n=150) % of Total by n .! 

ERHA 45 30% 

WHB 16 11% 

MHB 10 7% 

NEHB 28 19% 

NWHB 21 14% 

SHB 9 6% 

SEHB 13 CJOk 

Table 4: Number and proportion of people waiting for more than 6 months and less 
than 6 months for admission 
I -,-, i 
I Total waiting >6 months (n=89) i 

;
i,~ Health Board (% of total from each region) _ I Total waiting <6 months I 

ERHA (n=45) 26 (58%) ! 19 I 
I ---~ 
: I 

I WHB(n=16) 12 (75%) I 4 I 

t-l--M-H-B (n= 10) 3 (30%) i 7 I 
I --N-EH-B~(n-=-28~)---r---------12~(-43-%~0)·--------_~ 16 ---J 
I~, NWHB (n=21,--> _+--______ 15_(~7_1%...:.) ____ _+1-- 6 I 

SHB (n=9) 7 (78%) ---+-1 _____ 2 ___ --11' 

~---S-E,H-B--'-(n-=-1--'3)----t- . ~ ___ ~~_~ <_77%_0--'--) ______ .-+-_____ . __ 3 ________ : 

L MWHB (n=8) 4 (5CYY~ 4 
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Disability and Ageing: A Social Policy Perspective33 

Aine O'Donovan 
Regional Disability Services Unit 
North Eastern Health Board 

Introduction 

"When considering ageing and how it might affect people with learning disability, it 
is important to appreciate that this group refers to a highly heterogeneous group of 
people. These people all have evidence of delayed or abnormal early development 
together with significant intellectual and functional impairments, but they differ 
markedly in terms of cause, developmental profile, nature and extent of the 
impairments - and like all of us, in their personalities and social backgrounds" 
(Holland, 2000; 26). 

The increase in life expectancy of people with intellectual disabilities (Evenhuis et al; Patja 
et al.; janicki et al; and O'Grady Reilly and Conliffe) has implications for health service 
provision and policy. Service providers, and families and carers of people with intellectual 
disability must plan for the inevitable impact of the ageing that person - for example. 
death of family carers and the onset of age related health problems and disabilities. 

This paper. while acknowledging the heterogeneous nature of the population with an 
intellectual disability. outlines demographic indicators of an ageing intellectual disability 
population in the North Eastern Region of Ireland. Government policy in relation to the 
provision of services to people with intellectual disability is outlined with the resulting 
impact on service provision in that region. Policy recommendations for the future 
provision of services to people with an intellectual disability are made. 

Methodology 

This paper utilises data from three main sources: (a) the National Intellectual Disability 
Database. 1996 and 2004; (b) Census of Mental Handicap in the Republic of Ireland 1981; 
and (c) North East Intellectual Disability Services Mapping 2003 conducted by the 
Consultative Committee - Intellectual Disability, North Eastern Health Board. 

(a) The National Intellectual Disability Database is a set of information on the specialised 
health services currently used or needed by people with intellectual disability. The 
general principle in relation to registration criteria for the National Intellectual Disability 
Database is that only data on individuals with intellectual disability for whom speCialised 
health services are being provided or who, following a needs assessment are considered 
to require services in the next five years should be registered on the database. 

For the purpose of this paper, data from the National Intellectual Disability Database in 
relation to people with a moderate. severe or profound intellectual disability in the North 
East region is used. 

33 Work in progress 
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The Annual Reports of the National Intellectual Disability Database Committee 1996 and 
2003 states that due to the extent of current service provision, an almost 100% 
ascertainment of persons with a moderate, severe or profound intellectual disability is 
expected. Each health board in their region validates the quality of the data and there is 
an ongoing process of validation by the Department of Health and Children and the 
Health Research Board. 

(b) A National Census of Mentally Handicapped Persons in the Republic of 
Ireland was conducted in 1981 by the Medico-Social Research Board. 
Information was sought from Directors of Community Care, public health 
nurses and management and nursing staff of various centres for people 
with intellectual disability with the objective of obtaining a true prevalence 
for moderate, severe and profound intellectual disability. 

(c) The Consultative Committee -Intellectual Disability North Eastern 
Health Board undertook in 200212003 to map Intellectual Disability 
Residential Service provision in the North East Region. This mapping 
included detailed information on the location and structure of the 
buildings utilised. Questionnaires were sent to all intellectual disability 
residential service providers in the North East Region and information was 
received from 65 service units (90% response rate). 

Data from the above sources was analysed utilising SPSS (Statistical Package for the Social 
Sciences). 

Demographic Information on the Intellectual Disability Population 

There are currently 1,156 people with a moderate, severe or profound intellectual 
disability in the North East Region. The prevalence rate of moderate, severe and 
profound intellectual disability is 3.35 per thousand, which is lower than the national 
prevalence rate of 3.7 per thousand (see Table I). 

Table I: Degree of Intellectual Disability - North East Region 
.... ------ I I 

L: Degree of Intellectual Disability ,No. %. Prevalence Rate per 1,000 I 
~_ Moderate I:: 757 65.5' 2.19 I 
L~vere i 321 27.8 T----~~------ ! 
I Profound I 78 6.7! 0.23 ! 
t- ---- -r- I i 
L, Mo~erate, Sever~~n~_P_r_o_fo_u_n_d_-+i _I ,_1_56_

1 
__ 1_0_O._O_+-: ___ 3.35 : , j 

I Republic of Ireland* i 14,590 100.0 3.7 L . ___________ ~. _____ ~ ___ ~ ____________________ ~ 

Source: National Intellectual Disability Database, 2004. *Based on National Intellectual 
Disability Database Committee Annual Report 2003 
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• Table 2 shows the numbers and prevalence of moderate, severe and profound intellectual 

disability by age group for 1981 and 2004. Census 2002 figures show that the North East 
region increased in the general population by 55,985 persons or 19.4% between 1981 and • 
2002. Not only has there been an increase in the overall number of people with an 
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intellectual disability (24.5%) in the region corresponding with an increase in the 
population in the North East region, there is also an increase in the prevalence rate of 
moderate, severe and profound intellectual disability in the 35 years + age group. 

Table 2: Age and Prevalence in the North East Region 1981 • 2004 

Age Groups 

0-19 

20-34 

35-54 

55 

All 

Moderate, Severe and Profound 
1981 

Number Prevalence 

480 4.19 

267 

143 

Moderate, Severe and Profound 
2004 

Number 

Source: National Intellectual Disability Database, 2004; Census of Mental Handicap in the 
Republic of Ireland 1981, Table A7 

An increase in the life expectancy of people with intellectual disability (Evenhuis et al; 
Patja et al.; Janicki et al; and O'Grady Reilly and Conliffe) has led to an increase in the 
numbers of older people with an intellectual disability. The Central Statistics Office 
(200 I) calculated that the life expectancy at birth of females and males in Ireland in 1996 
is 78.5 years and 73.0 years respectively. Patja et al (2000) in a 35 year follow up study of 
life expectancy of people with intellectual disability found that people with moderate, 

. severe and profound intellectual disability have a decreased life expectancy than that of 
the general population, however, "in cases with profound ID, the proportion of expected 
life lost was >20% for almost all age groups" (Patja et ai, 2000; 591). Currently 35% of 
the population with an intellectual 

Table 3: Age Profile of the Moderate, Severe and Profound Intellectual Disability 
Population and the General Population in the North East Region 

Age Range Intellectual Disability Intellectual Disability General Population - % 

100.0 

Source: National Intellectual Disability Database, 2004; Central Statistics Office 2002 

Figure I shows the numbers of people with a moderate, severe or profound intellectual 
disability in 1981, 1996 and 2004 in four age groups: 0-19 years, 20-34 years, 35-54 years 
and 55 years and over. This figure demonstrates the boom in the population in the 1970s 
and their ageing, with 480 people with an intellectual disability aged 0-19 years in 1981. 
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The number of people with a moderate, severe or profound disability age 35 years or 
more has increased steadily. In 1981, 181 people with an intellectual disability were aged 
35 years or more, this rose to 407 in 1996 and to 510 in 2004. 

Figure I: North East Region - Numbers with moderate, severe and profound 
intellectual disability (combined) by age group: 1981, 1996, and 2004 

600~------------------------------------------------------~ 

500 

400 

300 

lOO 

100 

o 
0·19 years 20·34 years 35-54 years 55 years & over 

~.~·_1_~~~ -_~·_1.9_~~ -_~-#~_ci.~ .~ 

Source: National Intellectual Disability Database, 1996 and 2004; Census of Mental 
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Handicap in the Republic of Ireland 1981, Table A7 • 

The Australian Institute of Health and Welfare (2000) identify median age of a population • 
as a measure of population ageing. A population is considered 'young' if it has a median 
age of less than 20 years, and 'old' if it has a median age of 30 or over. The median age of 
the population in the North East Region with a moderate, severe or profound intellectual • 
disability is 32 and therefore an old' population. 

Ageing and the Intellectual Disability Population 

Ageing refers to the biological, psychological and social changes in an individual as a result 
of increasing chronological age. 

"Although ageing is inevitable, universal and irreversible, it is a multi
dimensional, dynamic. It involves an interaction of biological, psychological, 
social and cultural factors, which may result in different rates and types of 
ageing for a particular or cohort" (Australian Institute of Health and Welfare, 
2000; 2). 

The Australian Institute of Health and Welfare (2000) in a review of studies on the ageing 
of people with intellectual disability found that the beginning of old age for people with 
intellectual disability occurs during their mid forties to mid fifties. This is particularly 
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evident in the case of people whose intellectual disability relates to a chromosomal 
disorder such as Down's syndrome. 

Health Characteristics 

The Central Statistics Office (2003) found that the incidence of disability increases with 
age as two thirds of those with a disability are aged 50 years or over. Holland (2000), 
however, states increasing levels of disability is not evident in the intellectual disability 
population as a group due to differing mortality rates depending on the severity of the 
intellectual disability. 

"Age-specific prevalence rates of learning disability increase during early 
childhood as the extent of an individual's disability becomes apparent, but 
in later life they diminish because of the earlier death of those with more 
profound disabilities" (Holland, 2000; 27). 

However, while the cohort of people ageing with an intellectual disability is considered to 
have higher levels of functional ability than their younger counterparts, studies indicate 
that they experience age-related impairments similar to the general population (Holland, 
2000). There is a significant increase (X=7.9, df= I and p<O.O I) in the proportion of 
people with a moderate, severe or profound intellectual disability in the North East 
Region who have a physical and/or sensory disability over the age of 65 years compared 
to those under the age of 65 years. One quarter of people aged 0-64 years (n= 1,119) 
have a physical and/or sensory disability and 48% of people age 65 years and over (n=29) 
have a physical and/or sensory disability. 

As people age, there is an increased risk of developing health problems, this is also 
relevant in the population with an intellectual disability. In the North East region, there 
are currently 271 people (51.7%) over the age of 35 years with a moderate, severe or 
profound intellectual disability who are accessing medical services, the vast majority of 
whom (75.3%) require enhanced medical services. In addition: 

"As more people with intellectual disability attain older age, it is important 
to note that excess functional impairment, morbidity, and even mortality 
can result from the consequences of early age-onset conditions, through 
their long-term progression or their interactions with older age-onset 
conditions" (Evenhuis et ai, 200 I; 176). 

Further research into access to medical services for people with intellectual disability and 
the nature of the complaints of those who access those services is required. 

Much has been written on the high incidence and relatively early acquisition of dementia 
in the population of people with an intellectual disability and in particular people with 
Down's syndrome (McCarron and Lawlor, 2003; Australian Institute of Health and 
Welfare, 2000; Holland, 2000; Cosgrave et ai, 1999; Tyrell et ai, 200 I). Tyrell et al (200 I) 
in a study of 289 people with Down's syndrome in Ireland found that dementia had a 
prevalence rate of 13.3% and occurred at an average age of 54 years. 

"Dementia is a disorder of later life which manifests itself in those areas of 
function that may already be impaired in people with a learning disability. 
Furthermore, if people are leading undemanding lives, the presence of 
functional decline may well go unnoticed, and any occaSionally observed 
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change may be dismissed as being 'part of the learning disability'" (Holland, 
2000; 28). 

Only 12 people (2.3%) over the age of 35 with a moderate, severe or profound 
intellectual disability in the North East region are identified as requiring specialist services 
in relation to dementia on the National Intellectual Disability Database. The Foundation 
for People with Learning Disabilities (2000) found that people with intellectual disability 
have both high levels of unrecognised ill health and low levels of health promotion. The 
National Health Promotion Strategy 2000 - 2005 (2000) identifies people with an 
intellectual disability as group who have particular requirements within the area of health 
promotion, which need to be accommodated: 

Consultation with appropriate organisations, individuals, carers and service 
providers is necessary to adapt current health promotion programmes to 
meet their needs (Department of Health and Children, 2000; 45). 

Daytime Occupation 

Holland (2000) highlights the significance of social changes in relation to ageing. For the 
general population there are four main phases in life - infancy, childhood, working adult 
life and retirement. However, for people with intellectual disability, this may not be the 
experience: 

Although supported employment schemes and more meaningful daytime 
occupation are becoming available to people with learning disabilities, 
provision in this area remains seriously deficient. Without work or its 
equivalent there can be no retirement (Holland, 2000; 29). 

There are currently 256 people with a moderate, severe or profound intellectual disability 
in the North East region aged between 19 and 65 years who do not have a formal day 
activity. 76% (195) of whom require a day service and a further 8 people aged 65 years 
and over, 6 (75%) of whom require a day service. Table 4- shows the future day 
requirements of this group. 

Government policy in relation to Day Care and Employment for Adults focuses on the 
need to promote the employment of people with intellectual disabilities through 
vocational training programmes, widening of the use of sheltered employment provision 
and promotion of open employment opportunities; and the need for day care 
programmes to be provided in small local units. Table 5 shows the main day activity of 
adults in 1996 and 2004. Between 1996 and 2004 there has been a significant change in 
the type of day activities people with a moderate, severe or profound intellectual 
disability engage in (X=93.5. df=8 and p<O.OO I). There has been an increase in the uptake 
of vocational training and an increase in the number of people in employment type 
services and a decrease in attendance at sheltered work services. There has also been an 
increase in the number of people identified as not engaging in any day activity. This, 
however, may be due to reclassification of some activation activities on a non-formal basis 
conducted in the person's residential setting to no formal day programme. 
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Table 4: Day Service Requirements of Adults with an Intellectual Disability who have 
no formal day activity 
r-------- I 
j Day Service Requirements 
r---- ---------------.-----~---~--_r~_,---~ 

i 19-64 years I 65years + 

! 156.6 
I I 

145 I Activation Centre/Adult Day Centre 
I .---------------~-_+---r_-+_--~ i 14 i 50.0 

I 
10 

! 
I Sheltered Work Centre 17 I 2.7 10 
i I ! 
I Employment Service 10 10 16 ! 2.1 l ! I I ! I 
1 Increased Support Services due to Challenging Behaviour 
! 
i Programme for the Older Person 
r---------
I None 
~--------------

I Total , 

Source: National Intellectual Disability Database, 2004 

130 I 11.7 
! ! 

~_~6.6 
151 i 20.0 
I I 

1256 ! 100.0 , , 

10 10 

12 
! 
i 25.0 

! I .j 
12 125.0 i 
I ! 

1 18 
! 100.0 

I 

Table 5: Main Day Activity of Adults with a moderate, severe or profound intellectual 
disability in the North East Region, 1996 and 2004 

I,: Mai-n-D-a-y-A-ct-iV=i-!ty-:.....-_-_-.-__ - _-_-_-_-.-. _-_-_-_-_-_--'--1-19-9~6~-_-_-_-T-' ---...... !-2-0-0-4·-.. --:~·~-_-_-_-_! 

I Number :,1 % ji Number _ I % I 
i----------------------ili-------+--------'--·-I---- I I 
1 No day service34 i 148 ! 18.0 I 264 i 29.7 I 
I-! ---'------------------;r-- l ! ' ! 

I Vocational Training 1I 28 I 3.4 I 76 ! 8.5 I., I --------1--------; I I 

I Employmene ! 17 ; 2.1 ! 34 13.8 i 

I Actiyation Centre/Adult Day Centre 1361 ! 44.0-J282 ! 31.7 "I 
1 Sheltered Work Centre ! 244 I 29.7 I 193 ! 21.7 1 
r-Ot-h-----------------~1-2-3----~---~1-4-1----+i---l 

,
I er : ,1

2
.
8 i 4.6 :::,' 

.... 1 T_o_ta_I _____________ ---'-!_8_2_1 __ ..... 1_1_00_._0_.1890 100.0 

Source: National Intellectual Disability Database, 1996 and 2004 

The Australian Institute of Health and Welfare (2000) found that many of the problems of 
meeting the day activity needs of people ageing with an intellectual disability are related to 
the structure and models of service provision. 

Day services may need to be restructured from full-day to part-day 
activities, or day activity arrangements should be more flexible to provide 
opportunities for socialisation" (Australian Institute of Health and Welfare. 
2000; 50). 

34 Includes no day service, full time resident with no formal day programme, and home support, 
multi-disciplinary support services only. home help and annual. review as main day service. 

• Includes sheltered employment, enclave within open employment, supported employment and 
open employment 
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There is no category for retirement in the National Intellectual Disability Database 2004. 
For people with a moderate, severe or profound intellectual disability aged 65 years or 
more there is a significant (X=56.7, df=2, p<O.OO I, n=885) increase in the proportion of 
people attending programmes for the older person. Over half ( 16) of the people aged 65 
or more with an intellectual disability attend a day service other than programmes for the 
elderly, all of whom attend for more than 3 days per week. Over the next five years 27 
people with a moderate, severe or profound intellectual disability will reach retirement 
age. The identified day service requirements for this group of people over the next five 
years are shown in Table 6. 

Table 6: Day Service Requirements of Adults with a moderate, severe or profound 
intellectual Disability who will reach retirement age over the next five years 

! Day Service 
! 
! No. 

, : 

~I C __ o_nt_in_u_e_w_i_th __ no __ fu_nn __ a_l_da~y~p_r_o=grn __ m_m_e ________________ -------r----~I 14.8 

. Continue Current Day Progrnmme 
I , Progrnmme for the Older Person· 
! I 

! Move to other day progrnmme ! 6 
~ i 
~T_o_U_I ________________________________________ ~i_2_7 __ ~_10_O_.O~ 

Source: National Intellectual Disability Daubase, 2004 

In the consideration of retirement, and retirement activities, the impact on friendships 
and social networks must be taken into account. Both Bigby (1997) and the Foundation 
for People with Learning Disabilities (2002) found that the social networks of people with 
an intellectual disability are often directly tied to their service settings. 

Services such as day centres, for example, are often people's main point of 
social contact. When people have been attending a centre for many years, 
they are likely to have developed friendships with some other users 
through participating in shared activities" (The Foundation for People with 
Learning Disabilities, 2002: 15). 

If the social networks established through day service activities are broken there may be 
few opportunities for maintaining friendships through after hours socialisation (Bigby, 
1997; The Foundation for People with Learning Disabilities, 2000). 

Accommodation 

People with intellectual disability who are ageing have particular needs in relation to 
accommodation due to a number of factors: 

They are more likely to have low levels of functional ability than the 
general population, which is often the main reason they require care, 
particularly residential care 

· * Including I already in progrnmme for the older person 
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Many people with an intellectual disability have never been married and 
therefore have no spouse or children who are the main source of informal 
support to older people with a late onset disability. 

Those relying on informal support from aged parents or carers are at risk 
of losing their support. 

They are less likely than the general population to be homeowners 
(Australian Institute of Health and Welfare, 2000). 

Government policy in Ireland (Review Group on Mental Handicap Services, 1990) 
identifies enabling people to continue to live at home as an important objective in the 
provision of services to people with intellectual disability. The supports required to 
achieve this objective should be flexible and operate at weekends and during unsocial 
hours. Group homes were identified as an appropriate option for those who need to 
leave the family home, with placement in a residential centre as the least favoured option. 
The relocation of inappropriately placed people with intellectual disability in psychiatric 
hospitals was also highlighted. In relation to future provision it states that: 

It is considered that large numbers of highly dependent intellectually 
disabled people should not be placed in one location. While accepting that 
established village complexes will have a role to play in meeting the needs 
of these people for some time to come, new residential provision for this 
category of persons should be in small clusters of 3 or 4 houses at a 
number of locations" (Review Group on Mental Handicap Services, 1990; 40). 

Table 7 shows the current residential situation of adults with a moderate, severe or 

profound intellectual disability. There is a significant increase (X= 189.1, df=4, p< 0.00 I) 
in the proportion of people who live in residential services (community group homes and 
village type residential centres) between the ages of 35 and 54 compared to 19-34 and a 
corresponding decrease in the number of people who live at home with one or more 

parents. This significant increase in use of residential services (X=68.5, df=4, p<O.OO I) is 
continued in the 55 years and over age group. Comhairle (2002) outlines that due to 
current demographic trends there will be an increase in the need for care services. 

Table 7: Residential Situation of adults with a moderate, severe or profound 
intellectual disability by age group 2004 

I::: Residential Situation l Age 19-34 I Age 35-54 +; Age 55+ 

r-_______________________ --ri_N_o_.-4i_% _____ ~I-N-O-.--~I%-o----~0'11 % 
I At home with one or both parents ! 259 i 71.5 ; 1 10 i 26.3 : 4 . 3.8 r-- ---'------f---+i ---+ __ -+ ___ j--__ l--___ 

i Home situation (with sibling, relative, 1 

1 independent living) --+,_1_2_--+1_3_.3 ___ 4-1_5_1. ---t 12.2 _-126 24.8 
i I It· i 

, Community Group Home 129! 8.0 ! 65 i 15.6 +39! 37.1 

! Village Type Residential Centre ; 48 1 13.3 181 i 43.3 I 25 ! 23.8 

I Other 114 ]:3.9:, 4
1
1
1
8 ! 2

10
.6
0

.
0 

11. 11015~1000·5-.0--· 
! Total i 362 ! 100.0 _ 

Source: National Intellectual Disability Database, 2004 
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"Care of older people and people with disabilities in Ireland have traditionally been 
carried out primarily by women who had little or no opportunity to participate in the 
labour market outside the home. This model is increasingly unsustainable as the number 
of those who need care increases while the number of those who are willing and able to 
provide largely uncompensated informal care decreases" (ComhairJe, 2002; 12). 

This trend has not yet become evident in the provision of residential care to people with 
moderate, severe or profound intellectual disability. In line with government policy there 
has been a significant change (X=54.I, df=6, p<O.OO I) in the type of residential services 
availed of by people with intellectual disability in the North East Region between 1996 
and 2004 but no change in the proportion of people who live at home with one or both 
parent, or people who live in home situations. There has been a significant increase in the 
proportion of people who avail of community group home accommodation and nursing 
home services and a decrease in the use of village type/residential centres and psychiatric 
hospitals. 

Table 8: Residential Situations of Adults with a moderate, severe or profound 
intellectual disability, 1996 and 2004 

I Residential Situation 

I At home with one or both parents 
I .. -----. 

! Home situation 
I 

I Community Group_H_o_m_e _____ _ 

i Village Type Residential Centre 

I Nursing H_o_m~e ________ _ 

i Psychiatric Hospital 

l_Total ____________ _ 

1% ! 0 

I 1 ! ! j 
i I ' 0 I '16 '18 ,I : ~. i I· 

! 2.2 ! I 10.1 1 ! 18 

\825 100.0 : 890 1,00.0 : 

Source: National Intellectual Disability Database, 1996 and 2004 
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The Australian Institute of Health and Welfare (2000) and the Foundation for People with 
Learning Disabilities (2002) highlight the importance of supports for carers. "Support • 
resources play a significant role in reducing the stress of care giving and helping to 
maintain the stability of community living and caring arrangements. "(Australian Institute • 
of Health and Welfare, 2000; xxiii). There has been an increase in the supports available 
to adults living with one or both parents at home or in a home situation between 1996 
and 2004. This increase is shown in the proportion of adults availing of respite services • 
(X=81.9, df= I and p< 0.00 I) and an increase in proportion availing of home support 
(X=9.2, df= I and p<O.O I). • 

Respite provision can have a double function, in that a temporary period of separation 
can aid in the preparation for when a person will no longer be cared for in the home • 
environment. Table 9 shows the numbers and percentage of adults living at home with 
one or both parents or in a home situation in the North East Region availing of residential 
support services. • 

• 
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Table 9: Number of people with an intellectual disability living at home or in a home 
situation availing of support services, 1996 and 2004 

: ! --: 

I Support Service 
1----- -

! 
~---

i I 996 i 2004 i 
----- --t---T--'-r--=-=-=---~--l 

i Home Support 

! Crisis or Planned Respite 
i 
! Other Respite (i.e. respite with a host family. holiday 
I residential placement) 

i No. ! % i No. i % : 
---+-~ I ~--1 

! 7 i 1.6 i 25 i 5.4 : 
! ! ! I 
• 1 ' i 52 I 12.0 ! 157 i 33.6 
I I I I 

i 5 i 0.9 i 28 1
6.0 

i i .J I 

Source: National Intellectual Disability Database, 1996 and 2004 

The Foundation for People with Learning Disabilities (2002) stated that people with an 
intellectual disability are at greater risk than the general population of early entry to 
institutional care. Between 1996 and 2004, 92 people with a moderate, severe or 
profound intellectual disability moved from living at home with one or both parents to 
alternative living arrangements. The mean age of this cohort of adults is 38 years (n=92). 
Table 10 shows the current living accommodation of this cohort. Almost one third of 
this population moved into an alternative home type situation (i.e. living with a sibling or a 
relative or independent living). Approximately 30% moved to a community group home 
and just over a quarter moved to a village type/residential centre. Of those who moved 
from into a residential service (n=62) there was no future residential service reqUirement 
identified in 1996 for 91.9%. 

"What many older family carers want is support to continue caring for as 
long as they can and for as long as they wish to ... This does not mean that 
parents were not thinking about the future; indeed. thinking about this was 
never far from their minds but it was often a nagging worry, due to 'an 
inability to find an acceptable solution'" (The Foundation for People with 
Learning Disabilities, 2002; 46). 

Table 10: Current Residential Situation of a Cohort of adults with an intellectual 
disability who were resident with one or both parents in 1996 and changed resident 
situation 

! ! 
! Residential Situation i Number 1,- Percent i -----------------+-----+------~ 

i Home situation j 30 i 32.6 f----------------------------- ---.1-----~---~ 

! Community Group Home i 27 I 29.3 ! 
i Village Type/Residential Centre I 24 ----+-: -2-6-1---;1 

~7 ------ I ;_~ ___ ___'_: _:~_:_.0 __ 1 

Source: National Intellectual Disability Database, 1996 and 2004 

Table II shows the future residential reqUirements of people with a moderate, severe or 
profound intellectual disability living in a home situation over the next five years. The vast 
majority have no identified residential service needs. Those with identified service needs 
require this service immediately. There is, however, a contingency residential need of a 
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community group home identified for 85.6% (n= 125) of those who currently live in a 
home situation with no future residential need identified. 

Table 11: Future residential and supports requirements of people ageing with an 
intellectual disability currently at home or in a home situation 

L~esidential Requirement 

! None 

I 
i 35-54 years 

1110 

i 55 years + --] 

i IS 

16 
f--

i 31 I Community Group Home 

I Village Type IResidential 
12 

i---..........J 
I Centre 12 

I i 
i I Respite Service 

I Other 

I 20 (8 of whom currently receive respite but 
i require an enhanced service) 

i2 ~ 
I 

Source: National Intellectual Disability Database, 2004 

Three quarters of the people with a moderate severe or profound intellectual disability 
currently in a residential service do not require any adjustment to this service while 
approximately one fihh require a change to a community group home (n=257). 

Government policy in relation to the provision of services to people ageing with an 
intellectual disability highlights the need for adaptation of facilities to cater for changing 
needs (Review Group on Mental Handicap Services, 1990). Sixty per cent of the residential 
units in the North East region are single story residences. Twenty five (38.5%) of the 
residential units are two story residences, with the remaining residential unit having more 
than two stories (n=65). Table 12 shows the number of units, which have been adapted 
for wheelchair accessibility. While only 3 units are fully adapted, over half of the units 
have been partially adapted. 

Table 12: Number of Units that are Wheelchair Adapted 

i Ad-ap-ta-tl-,~'~s-Ma~e Number of Units j ~ __ ~ 
l~ N_ot_A_d_a~p_te_d ___________ +-~ ___ 2_6 _____ 41 ___ ~ 
l~rtially Adapted 36 SS.4 1 
, i 
I Fully Adapted 3 4.6 i 
!Total ----------r----6-S-------r-----lo-o---l 

Source: Consultative Committee - Intellectual Disability North Eastern Health Board 2003 

"On retirement, intellectually disabled persons in supervised 
accommodation should continue to live in their place of residence and 
have the option of attending an appropriate facility for elderly persons on a 
daily basis" (Review Group on Mental Handicap Services, 1990; 41-42). 

The location and resourcing of residential units has a major impact on the ability of 
people with intellectual disability to access alternative day activities following retirement. 
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"Another problem concerning retirement is that ... the resourcing of 
group homes forces people to go to a day centre during the day (and the 
option of retiring and spending one's weekdays at home is not available)" 
(Holland, 2000; 29). 

Over half of the residential units in the North East Region (55.4%) are located in a rural 
setting. While only twenty residential units (30.8%) are located in an urban setting with 
an additional nine residential units (13.8%) located in a suburban setting (n=65). 

Policy Recommendations 

Healthy ageing is a key objective of the North Eastern Health Policy for the delivery of 
services to older people (200 I). The strategy aims to ensure easy access to appropriate 
assessment, diagnosis and treatment services in order to support older people in 
maximising health and social gain. The objective is equally important for people ageing 
with an intellectual disability. Access to screening services, primary care services, acute 
hospital services, psychiatric services and health promotion activities should be promoted 
through targeted programmes and information in easy to read and accessible formats. 
Awareness of particular age.related conditions that affect people with intellectual 
disability such as dementia should be promoted . 

. The National Intellectual Disability Database 2004 identifies 256 people with a moderate, 

. severe or profound intellectual disability who have no formal day occupation. Targeting 
of resources to provide appropriate daytime activity through person centred planning is 
required for this population. 

The National Intellectual Disability Database, the planning tool for services for people 
with intellectual disability in Ireland, does not identify retirement as a main day activity for 
people with intellectual disability. As people age, there is a requirement to plan for their 
retirement or the restructuring of their daily occupation through person centred planning 
to meet their changing needs. This may include accessing community run services for 
older people, increasing leisure activities, a change in focus from the acquiSition of 
vocational skills to maintaining previously learned skills and facilitating a person to engage 
in home based activities during the day. 

Government policy in relation to the transfer of people with intellectual disability from 
psychiatric hospitals to community·based placements has largely been achieved in the 
North East region. However, there is continued placement of people, who can no longer 
live in a home situation, in large residential centres. The focus of new residential provision 
should be on community housing that uses the principals of universal design so that 
people can age in place and located in urban areas to facilitate access to community based 
services. 

Supports to ensure that people with intellectual disability can remain in a home setting for 
as long as possible should be strengthened. Planning for the future accommodation needs 
of people with intellectual disability living at home is essential in order to avoid crisis or 
emergency placements. Information on the options available to the person with an 
intellectual disability should be easily available and discussed in the context of person 
centred planning. The Government has recently launched the Disability Strategy 2004, 
which will have a major impact on both the planning and provision of services to people 
ageing with an intellectual disability in the future. 
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Age and Wisdom: Communication Issues for Older People 
who use Mental Health Services 

Dr Mike Timms, Centre for Disability Studies, UCD 

Introduction 

There is a growing concern regarding the quality of communication between medical 
professionals and those who receive mental health services from them - we hear this 
clearly from organisations of service users. One focus of this concern has been around 
how the medics convey information to their patients - or not. The situation was nicely 
demonstrated in a piece of research conducted by Schizophrenia Ireland and published in 
2002 under the title "A Question of Choice" (Farrelly, 2002). This surveyed the 
treatment experiences of 471 service users. At the basic level of talking about treatment, 
and taking steps to ensure correct administration of drugs, a third or more of users 
reported no communication from their doctor; while about two thirds reported being 
given no information on possible side effects of their treatment or being offered any 
choice oftreatment (see Table I). 

Table I 

i I Yes I No 

I Old your doctor (GP/Psychiatrist) talk to you about your medicine! 162% 133% 

i Did your doctor give you a written record of your medicine and when to ! 51 % I 43% 

I take it? ! ! , 
j I I I I Did your Doctor give you written infonnation about possible side effects! ! 30% 166% ! 
I Did your doctor ever offer you a choice of medi~~tion? ______ 1 37~1% __ 1 

Farrelly, J. (2002), A Question of Choice, Schizophrenia Ireland, Dublin. (pg. 6) 

These findings suggest that little attention has been paid to the "Guidelines on Good 
Practice and Quality Assurance in Mental Health Services" which were published by the 
Department of Health in 1998, and are quite clear and unambiguous (see Table 2). 

Table 2 

Treatment plans should be discussed with patients 

Treatment plans, including medication, should be recorded in the patient's case notes 

The nature of treatment and medication should be explained to patients in language 
they understand 

Written information should be available to patients on prescribed medication relating 
to its effect and side effects 

Department of Health & Children (1998), Guidelines on Good Practice and Quality Assurance 
in Mental Health Services, Dublin, Stationery Office (pg 18) 
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Predictably, the recommendations coming out of the "Question of Choice" survey echo 
earlier government guidelines in terms of "what needs to be done now" (see Table 3). 

Table 3 

Written information on medications and treatment options should be 
given to clients to facilitate informed decision making 

Information should be available in a format which facilitates client understanding 

Improvements in the area of client inclusion and education are needed if medication 
rates are to increase 

Forre/ly, J. (2002): «A Question of Choice" (pg 8) 

It is of interest that the results from this survey are comparable with those of a survey 
carried out in the UK by the National Schizophrenia Fellowship (2000) in collaboration 
with MIND and the Manic Depression Fellowship. The figures are similar (see Table 4) 
and so - incidentally - are the recommendations. 

Table 4 

Yes No 

Did your Doctor (GP/Psychiatrist) talk to you about your medicine? 73% 27% 

Did your Doctor give you written information about possible side 1 54% ! 46% 
. L~ffects? 

! Did your doctor ever offer you a choice of medication? 38% ! 62% 
'National Schizophrenia Fellowship (2000): "A Question of Choice" London. 

I 

i 

The data from the Irish study has shown that an alarming proportion of people who use 
mental health services in this country are not well informed about the treatment that is 
prescribed for them, its effects, or the possible alternatives to it. And, as a result, we 
believe it is self-evident that inclusion and partnership in the treatment process are 
severely compromised. It's important to highlight this failure to communicate information. 
When "Strategy for Equality" was published nearly eight years ago, it identified the 
barriers to inclusion ranged against disabled people. Information (or rather the lack of it) 
was identified as one of the major barriers. "The absence of ... information is clearly a 
major factor in the isolation and marginalisation experienced by very many citizens" 
(Commission on the Status of People with Disabilities, 1996, pg 6). 

The purpose of this paper is to present results derived from a deeper analysis of the Irish 
"Question of Choice" survey. We are looking more closely at the experience of woman 
and older people - two groups that have been identified as disadvantaged in our society; 
and two groups for which this state has legislated equal status in the way services are 
prOVided to them. Our findings demonstrate that such equality is not being afforded to 
these people in the way aspects of mental health services are being delivered. And, as we 
have seen, this is a service, which does not treat its users with respect in some regards. 
What we are suggesting is having a disability, or being marginalized in other ways, brings a 
double 'wham my' to people who use psychiatric services. 
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When we divided the sample on the basis of Gender, we found that significantly fewer 
women than men knew the dose of the medication they were prescribed and significantly 
fewer were offered a choice of medication than were men. 

These findings from our work are echoed in the report on a workshop for women 
experiencing mental health difficulties, which were held earlier this year (Schizophrenia 
Ireland, 2004). The women at this workshop echoed each other's stories of lack of 
choice, dearth of information and sense of helplessness around medication issues. 
Predictably, in the light of our findings, it was rare that these women were given any 
choice in relation to type of medication they received, and few had had their medication 
fully explained to them. Many complained, the report tells us, about chemists removing 
leaflets from tablet boxes, so they were unable to read the accompanying information. 
One comment overheard from a chemist was "sure if you told them all the side-effects they'd 
never take it". 

The other group for which we can demonstrate discriminatory treatment in this area is 
older people, and it is this group we wish to focus on in this paper. Our reasons for doing 
so are, that while Irish life expectancy figures at 65 years of age are the lowest in the EU 
(Department of Health & Children 1999), Irish people are living longer and it is projected 
that there will be a notable increase in the number of people over the age of 65 by the 
year 20 II (National Council for Aging and Older People, 1998). Coupled with this, a 
recent survey has found that where older people report extreme to moderate problems 
in their lives, anxiety and depression rate highly (Department of Health and Children, 
2000) - in other words, mental health difficulties. 

We compared the reported experiences of the over 50s in our sample (N= I 07) with that 
of the under 30s (N= I 12), and we found some interesting differences in how older 
people are treated compared with the younger age group in terms of information given 
( see Table Five). 

Table 5 
: 
! My Doctor (GP/Psychiatrist) didn't talk to me about the medicine? 
r------:---
! <30 25% >50 42% 
r------- I I My Doctor didn't give a written record of the medicine and when to take _it_? __ _J 
! <30 34% >50 49% 

! My Doctor didn't give written information about possible side effects? j r- <30 - 60% --;50-- 73-%-0 --------- :1.: 

I My doctor didn't offer me a choice of medication? r <30 59% ---->-50--7-1-%-----------11 
-------------~ 

It can be seen that in each case there are differences suggesting older people are more 
likely to be disadvantaged. The difference between the age groups in talking about 
medication is statistically significant (p=O.O I). We also looked at access to alternative 
forms of treatment, things like Peer Support Groups, Counselling, Cognitive Behaviour 
Therapy, and Homeopathy. In every instance, fewer people in the older age group 

207 



Proceedings from the 3rd NDA Annual Disability Research Conference 

reported access to the alternative than did the younger group. The difference in access to 
Counselling was statistically significant (p=O.OOO I ). 

We would like to signal a cause for concern here. These findings are in accord with 
Brodaty et al (1993) who reported that older people are offered psychotherapy less often 
than younger age groups when they access mental health services. And this is in spite of 
the fact that we know from work in the US that older people show a lower drop out rate 
from such therapies than do younger people (Mosher-Ashley 1994). The National Council 
for the Elderly here in Ireland accepts that the alternative treatments are not often used 
with older people even though they have been shown to be effective (Keogh & Roche. 
1996). The Council laments that "data concerning the use of these services are not 
available nationally by age group. thus it is difficult to estimate ... the use of these services 
by older people" (Keogh & Roche. 1996, pg 192). In this brief paper, we have begun a 
journey to identify needs and gaps in mental health services. We continue the journey in 
2004-2005 with a much more detailed survey that will give us a fuller picture generally 
and speak to us specifically about the marginalized people who are lost in the midst of 
more general statistics or - as is often the case in this county - lost in no statistics at all. 
This survey is called "Promoting Choice" and we, in the Centre for Disability Studies at 
UCD, would cordially invite any service user who would like to partner us in this work to 
contact me either at this conference today or at the Centre in UCD. 
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Closing Address: M. Claire O'Connor, Director, National 
Disability Authority 

As recommended by the Commission on the Status of People with Disabilities in the final 
chapter of its report, the National Disability Authority Act (1999) gave the NDA a 
specific mandate in the area of research and the development of information on disability. 

Section 8 (b) of the Act provides for the NDA: 

"to undertake, commission or collaborate in research projects and activities 
on issues relating to disability and to assist in the development of statistical 
information appropriate for the planning, delivery and monitoring of 
programmes and services for persons with disabilities" 

This has been the third Research Conference of the National Disability Authority, and has 
brought together people from all sides of the table - people with disabilities, 
representative organizations, service providers, statutory agencies and researchers - to 
focus on the practical input which research can make into policy-making. I want to thank 
you all for coming and making this conference a success by your participation. 

For too long, Ireland has had a tradition of making policy based on anecdote, rather than 
policy making which is rooted in evidence of what works and what doesn't. The NDA 
believes firmly in the importance of evidence-based policy. If as a society we want to 
ensure there are adequate resources available to meet the needs of people with 
disabilities in all their diversity and complexity, we need to know what those needs are. If 
we want to ensure the resources devoted to services for people with disabilities are as 
effective as possible, then the evidence of what works must inform programmes and 
policies. The Minister this morning in his contribution addressed this issue of evidence
based policy, and I welcome his clear commitment in that regard. 

Research is essential to monitor the effectiveness and quality of services. We need 
research, which examines how people with disabilities experience public services, to look 
at the outcomes being achieved, how services compare with national and international 
best practice, and alternative forms of service delivery. 

We need robust evaluations of services that ask the hard questions that benchmark 
services against alternative ways of doing things, and that correctly distinguish whether 
outcomes are due to particular interventions or to external causes. 

Ultimately the purpose of research on disability is to gather the evidence to provide a 
platform for improving people's lives. I can understand people's impatience to see action 
rather than more reports. Research alone does not guarantee that action will follow. But 
if actions are to be as effective as possible, if resources are to be directed to where they 
are most needed, we need the baseline research and information so we can make the 
best policy choices and the best use of public resources. 

Earlier this year, the NDA published three reports in our series "Towards Best Practice", 
on transport, education and employment, and health. These reports mapped the services 
that are currently in place, highlighted and quantified some of the gaps in services, and 
drew attention to best practice in these service areas in other developed countries. This 
and other research has informed the NDA's policy advice to the Government, for 
example in the recent Budget submission which we made. 
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The National Standards for Disability Services (NSDS), which have been agreed by the 
NDA Authority and are now with the Minister for Health and Children for adoption and 
implementation, have been informed by research evidence and evaluation. 

Among the research work currently in the pipeline at the NDA is an examination of 
social inclusion and participation of people with disabilities, and we heard some results 
from that work from Brenda Gannon here today. We have a study underway examining 
the strengths and weaknesses in education provision for children with disabilities, 
complementing the work presented by Anne Heelan at today's conference. We are 
examining different influences on employment levels including the welfare traps, which can 
make it uneconomic to work. We are researching physical activity and participation in 
sport for people with disabilities. We have work underway looking at Part M of the 
Building Regulations, and at the wider issue of access to housing. The often-invisible 
situation of women with disabilities will be another focus of our work in the coming year. 

Our research agenda in the NDA is informed by the very detailed countrywide 
consultation exercise we undertook with people with disabilities and their families on 
what were the major gaps in our knowledge. This work also fits in to the overall strategic 
priorities of the NDA. 

I want to thank all the speakers whose input today has made this conference such a 
success. I want in particular to thank our keynote speaker, Jennifer Madans, who is at the 
forefront internationally of developing the detailed statistical information which can 
inform public policy, throw light on the extent to which people with disabilities are 
integrated into the mainstream of society and highlight gaps in services. Here in Ireland, 
2002 was the first year in which the Census included questions on disability status, and 
we look forward to the richer source of information for policy, which a National 
Disability Study can provide. The work facilitated by Anne Good on a pilot study, about 
which you heard today, will be an important input to getting that off the ground. 

Bringing it all together 

The NDA has compiled a very useful compendium of disability research conducted in 
Ireland between 1996 and 200 I. I know there is a great deal of further research being 
conducted on disability issues since that report was compiled. This conference has given a 
platform where some of that research can be shared. The conference proceedings will be 
published in hard copy and on our website www.nda.ie 

Conclusion 

In conclusion, I want to thank all of you for coming here and sharing this day with us and 
with each other. I want to thank all those who were involved in organising this 
conference - in particular Jim Winters, who headed up the work of bringing it together, 
our administrative team Emma Doyle and Julie McMahon, as well as Nora Smith. I want to 
thank our two sign language interpreters, Bernadette Ferguson and Claudia Gray. I also 
want to thank the rest of our research team - Mary Van lieshout, Anne Good, Eithne 
Fitzgerald, Frances Hannon and Darren McCausland. Many members of the NDA 
Research AdviSOry Committee, which also expertly advises the work of our Research 
Unit, have been with us today. I hope for all of you this was a useful and informative day 
and I wish you all a safe journey home. 
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AppendixA: Conference Programme 

09.45 Registration & Tea/Coffee 

10.10 Conference opening address 

Frank Fahey, TD Minister of State at the Department of Justice, Equality & Law 
Reform 

10.20 Many Facets of Disability Data: Purposes, Measures and Uses 

Jennifer Madans, National Center for Health Statistics, USA 

10.50 Pilot for a National Disability Study 

Dr Anne Good, National Disability Authority 

1 1.20 Refreshments 

I 1.40 Social Exclusion of People with Disabilities in Ireland 

Brenda Gannon, Economic and Social Research Institute 

12.10 The Participation of Students with Disabilities in Second-level 
Education 

Anne Heelan, Association for Higher Education Access and Disability 

13.00 Lunch 

14.15 - 15.45 Thematic Sessions 

Session A: 

Session B: 

Session C: 

Session D: 

Session E: 

16.00 Closing address 

Intellectual Disability 

Disability Services 

Employment 

Education and Disability 

Disability. Community & Ageing 

M. Claire O'Connor, Director, National Disability Authority 
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